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xviiForeword

While the concepts of perinatal and neonatal palliative care have existed for some time, a simple yet comprehensive roadmap for charting and bringing life to these concepts has not. In this handbook, Drs. Limbo, Wool, and Carter have well-articulated definitions, skills, and strategies based on sound evidence for providing this needed support in the perinatal and neonatal settings. In its truest form, palliative care encompasses a whole range of caregiving strategies that are more about living with a difficult diagnosis than about dying from a disease. The current comprehensive definition of palliative care has prompted a mind shift for many of us, yet there are still others who hear the words and shudder rather than sigh with relief, “Yes, we need that support.”

What we believe to be palliative care has changed over time. This evolution has occurred as more and more infants and children are living longer with the complexities of chronic diseases and, thus, changing the approaches to quality of life for them and their families. What we do know is that families of infants and children with complex needs require more support and that this type of support needs to begin at diagnosis rather than near the end of the infant’s or child’s life. Technological advances have provided avenues for diagnosing many problems in the prenatal period. These early diagnoses for the infant also provide opportunities to put in place life-saving intervention that would not have been as helpful had the diagnosis been made later. Yet, knowing that their child has a life-limiting diagnosis before birth increases concern and stress for the family. Beginning palliative care with diagnosis is about making sure that both the infant and family have the highest quality of life possible, regardless of the diagnosis or the length of time they are together.

This book provides not only the evidence to support this work but also real-life case studies to facilitate the integration of the evidence into routine practices. Palliative care is most often delivered within an environment in which ethical decisions must be made every day; thus, having a roadmap to guide clinicians in provision of this care is important. The definition of perinatal and neonatal palliative care focuses on the ill fetus or infant and has evolved to encompass the needs of the parents, siblings, and other family members. Perinatal and neonatal palliative care require decision-making, planning, and a consistently compassionate approach. The strategies to support both the physiologic and psychologic needs of these infants and their parents are well delineated in this text. Today the focus of palliative care interventions is more about increasing quality of life than it is about dying in comfort. Given these fundamental truths, the provision of palliative care has become somewhat more complex, requiring increased understanding of how these individual strategies must come together to more wholly support the entire xviiifamily. In working with students, I often remind them that we meet families on their worst day, when nothing is going right. In those moments, we need to truly be present to help families find the strength to keep going. This book provides the focus for families not only to “keep going” but to do it well—to come away from the experience with a greater potential to be in a better place.

Throughout this text, you will encounter case studies, questions to increase critical thinking, summaries of the evidence, and bulleted lists of clinical implications, as well as recommendations for use of supportive online materials that can be easily translated to the clinical setting. A comprehensive listing of national palliative care resources is provided along with the URLs to these resources. The online materials include video clips detailing family interactions, photos of supportive materials, keepsakes, and lists of available books or other supportive materials. Providing the materials in this way allows for seamless transition of these resources to practice. I encourage you to access these wonderful online materials that go well beyond the pages of this book. I applaud the editors and chapter authors in writing and bringing these materials together such that we are able to continue to change practice, so it is more holistic yet individualized to the unique needs of this infant and this family. Every family we encounter deserves care that allows the family to reach the best quality of life, no matter the complexity of the diagnosis or length of the child’s life. Provision of palliative care must be an option we consider sooner rather than later to engage families and their care providers in working together toward reducing suffering and finding joy and hope amidst uncertainty. I encourage you each to consider the unique privileges we have when working with families in crisis and our collective professional opportunities to create a healing environment in every encounter we have with infants and their parents and their family.
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xixPreface

Welcome to Handbook of Perinatal and Neonatal Palliative Care. The purpose of the book is to provide clinicians from multiple disciplines the opportunity to examine key topics that can be practically considered for implementation into practice. The editors chose the term handbook as a reflection of this down-to-earth approach to subjects associated with perinatal and neonatal palliative care. The perspectives of many disciplines are intentionally included in this handbook, including those of nurses, physicians, child life specialists, chaplains, social workers, administrative officials, genetic counselors, respiratory therapists, and others. The aim is to provide information from a wide variety of viewpoints that will enable individual team members to forge interdisciplinary approaches to care, assess current programs, develop strategies to improve the quality of care, and tailor new models of care for patients in need of palliative care services. The authors have written in a voice that speaks to those who wish to move the domains of perinatal and neonatal palliative care forward.

Within the last decade or so, perinatal (PPC) and neonatal (NPC) palliative care have moved into distinct areas, separate from pediatric palliative care. Generally, PPC includes families whose expected baby is diagnosed during pregnancy with a life-limiting condition. These conditions may include (among others), anencephaly, the trisomies, holoprosencephaly, renal agenesis, and severe cardiac conditions. NPC is an approach to care that recognizes the needs of infants after birth who may be receiving continued palliation associated with the diagnoses listed, may have been born prematurely, or whose conditions may have developed shortly after birth. Regardless of the circumstances that bring families and their little ones to the place where palliative care is necessary, every clinician who encounters vulnerable families will find useful information in this handbook. No matter the size of your organization or the number of families you will serve, quality of care depends on someone taking charge and the entire care team having appropriate training, education, and support that optimizes sensitive and timely palliative care. If you are in a medium-to-large-size organization, coordination is needed because the number of families can be quite high. When you serve fewer people, the need for coordination is every bit as critical because you have a situation of high acuity, but with a low volume, for which you nonetheless will need to be prepared.

Perinatal and neonatal palliative care create a possibility for a complete continuum of care beginning with pre-birth care on into late adulthood, with a complete spectrum of palliative care available to those who need comfort when they are suffering and have (or whose parents or guardians have) chosen to complete their lives seeking a peaceful xxexistence, surrounded by those to whom they matter, and armed with ways of easing pain, relieving anxiety, and soothing their worries. In palliative care, parents and families become our teachers. Palliative care, at its root, seeks neither to hasten death nor prolong life, while providing sensitive, compassionate comfort care; in PPC and NPC, this may often occur concurrently with curative treatments. As listed in the Appendix, the recently updated 2018 Palliative Care Guidelines (4th edition) from the National Consensus Project is a landmark document that includes PPC for the first time.

To assist with the varying needs of infants and families, the book’s authors have written about broad topics that have clinical relevance, helping readers to design and implement programs and services, or to strengthen existing resources, for the families who will need PPC and NPC care in the future. Grief and bereavement surround palliative care. This handbook highlights the necessity to provide sensitive anticipatory guidance and emotional support at the time of diagnosis, allowing optimal time for families to consider options that can honor even the brief life that their child may have. The Appendix includes a robust listing of relevant palliative care organizations, providing readers with a wide variety of information, education, and up-to-date guidelines.

Embedding any new program or service requires thoughtful planning from the beginning and a seamless flow of care among and between inpatient, outpatient, and all disciplines that care for the family. One element of success is the strong voice and clinical support of a physician, whether an obstetrician, neonatologist, and/or maternal–fetal medicine specialist. Additionally, the role of a coordinator or liaison is necessary for a program or service line to have quality outcomes. Such a role may be met by an advanced practice nurse, a physician, social worker, genetic counselor, or a team of individuals in close communication.

The worldwide focus of palliative care for the unborn and for newly born babies and their families provides a larger group of researchers, additional expertise in clinical practice, and, most importantly, makes palliative services accessible to a larger group of families who need what palliation offers. Perinatal palliative care alone has grown from 27 programs in 2006 to 317 as of this writing, including programs in 47 states and 24 countries (https://perinatalhospice.org/).

With such growth in the United States and internationally comes both opportunity and challenges. The next decade will see continued advancement and commitment to improve services, create accessible educational and training opportunities, and enhance quality. With the help of our readers and authors, such goals are achievable. We welcome you to form networks, attend relevant educational events, publish your stories, and continue your fine work.

Rana Limbo, PhD, RN, CPLC, FAAN

Charlotte Wool, PhD, RN, FAAN

Brian S. Carter, MD, FAAP

A supplementary Image Bank is available from springerpub.com/limbo.
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xxiiiAbout the art and Artists

Frontispiece: Wyatt Wolfgang Kelso, born on April 3, 2015 and died on April 4, 2015, inspired his parents to create an outdoor memorial service along the northern shore of their favorite pond in the Lower Hudson Valley. The service included the planting of this tree, a sycamore, which they fondly refer to as “Wyatt’s Tree.” This painting, Mandy’s first portrait of the sycamore after Wyatt died, hangs in Robbie and Mandy’s home as an artful reminder of their dear son. Their story, which includes 12 miscarriages before and between Wyatt’s death and the birth of his sister Reilly Violet in 2018, always included hope. The beautiful sycamore, as it cycles through the four seasons, is a reminder of how tragedy can be so closely intertwined with joy and better days to come. Copyright 2015 by Mandy Kelso. mandykelso.com.

Section I: The image featured in section I was provided by Maureen and Dennis Pronschinske. Their daughter Eden lived for 11 days. During her short life, Eden was almost always in someone’s arms. In this photograph, she is being held and read to by her cousins and sister. The accompanying text is an excerpt from the poem “Our Lives” written by Mandy Kelso and featured in her book Poems for Wyatt: An Archive of Infant Loss and Recurrent Pregnancy Loss (p. 11).

Section II: The image featured in Section II was created and provided by Mandy Kelso. It is a detail from her encaustic painting entitled “Calamity,” which features gold leaf and burled maple on a wood panel. The accompanying poem, “Home Today,” was written by Mandy and is featured in her book Poems for Wyatt: An Archive of Infant Loss and Recurrent Pregnancy Loss (p. 18).

Section III: The image featured in Section III was provided by Maureen and Dennis Pronschinske. In the image, Dennis holds their daughter Eden, and Maureen holds their son Rhett. It was a cold and snowy February, and they were discussing their farm after eating lunch. For this family, the image depicts the balancing act of living day to day while dealing with the knowledge of the upcoming death of their child. Eden lived for 11 days. The accompanying text is an excerpt from the poem “Your Name” written by Mandy Kelso and featured in her book Poems for Wyatt: An Archive of Infant Loss and Recurrent Pregnancy Loss (p. 27).

Section IV: The image featured in Section IV was created and provided by Mandy Kelso. It is a detail from her encaustic painting entitled “Catastrophe,” which features gold leaf and burled maple on a wood panel. The accompanying text is a quote from the article xxiv“Perinatal palliative care: Parent perceptions of caring in interactions surrounding counseling for risk of delivering an extremely premature infant,” written by Kavanaugh, Roscigno, Swanson, Savage, Kimura, and Kilpatrick (p. 152).

Section V: The image featured in Section V was created and provided by Mandy Kelso. It is entitled “Wyatt’s Spring.” The painting depicts the cherry willow blooming in the Kelso’s front yard as they came home from the hospital without their son Wyatt shortly after his birth. Wyatt was born April 3 and died April 4. The accompanying text is an excerpt from Mandy’s poem “By the Stone,” which is featured in her book Poems for Wyatt: An Archive of Infant Loss and Recurrent Pregnancy Loss (p. 49).

All images and poetry featured in this book are used with permission.
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3Our Lives [excerpt]


Stay here in our lives in the moment

which will never be the same, can never be undone
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Advancing Palliative Care to Perinatal and Neonatal Settings



CHARLOTTE WOOL | BETH PERRY BLACK


The needs of parents anticipating a short life span for their infant have driven the advancement of perinatal and neonatal palliative care. Expanded fetal and neonatal diagnostic capabilities, the growing base of evidence, and the experiences of healthcare professionals are key factors in the holistic care of women electing to continue pregnancy after diagnosis of a life-limiting fetal condition and guide the care of the newborn infant. Perinatal palliative care is clinically unique because the two patients embodied in the maternal–fetal dyad are assessed simultaneously, with plans of care tailored to the needs of each. In the aftermath of an emotionally devastating diagnosis, women seek information, participate in prenatal and postnatal consultations, make difficult decisions, and ultimately prepare to give birth and care for an infant with significant physical needs or who may require thoughtfully rendered comfort measures. Regardless of where along the childbearing trajectory women and their families interact with providers, they are vulnerable and in need of support and anticipatory guidance. Foundational in all palliative care settings, advance care planning allows providers to give guidance, share clinical wisdom, and administer compassionate care throughout the remainder of the pregnancy, birth, and neonatal period. In this chapter, we highlight some historical developments in palliative care and its progression into the perinatal and neonatal domains. We review cornerstones of palliative care delivery, as well as feature the importance and benefits of educational initiatives benefiting patients, providers, and other stakeholders.

 





CASE STUDY

Healthcare providers planning to initiate palliative care services for expectant parents or families whose infant is admitted to the neonatal intensive care unit (NICU) need evidence-based resources and strong cooperation across disciplines.

Dr. Manning, an OB/GYN resident physician, attended a palliative care symposium that sparked her interest in palliative care for families in the medical center where she was 5doing her resident training. She realized that support from administration and colleagues from other disciplines would be critical to successful implementation.

Dr. Manning sought palliative care champions from the perinatal high-risk units and the NICU. Two RNs agreed to partner with her to appraise available evidence on the implementation of palliative care beginning at prenatal diagnosis and extending through neonatal care. Using guidelines from organizations, they brainstormed how the philosophy and principles of palliative care could be embedded into their health system and respective units. They sought cooperation from professionals within and outside the organization who would refer patients for palliative care services. Primary goals were (a) to create a consistent way to communicate patient encounters among the team and (b) to provide formal education to providers across disciplines.

Case Questions



  1.  What resources would be most useful when implementing palliative care into perinatal units and the NICU?




  2.  What would need to occur in your organization to ensure seamless communication among team members and across disciplines?




  3.  What are three approaches, from least expensive to most expensive, to providing formal palliative care education for providers in the perinatal unit and the NICU?










 

 





OBJECTIVES



  •  Discuss the history of palliative care and its progression to neonatal and perinatal populations

  •  Define terms related to neonatal and perinatal palliative care

  •  Describe educational initiatives available to improve practice in perinatal and neonatal palliative care

  •  Examine the benefits of ongoing education for providers and administrators

  •  Consider future opportunities in perinatal and neonatal palliative care






 

BACKGROUND AND SIGNIFICANCE

Care of children of all ages with serious chronic or life-limiting illnesses poses significant challenges for families and healthcare providers. Recognizing the needs of families facing the tremendous challenge of their child’s life-limiting illness prior to birth and during childhood is an expansion of the field of palliative care, the goal of which is to maximize quality of life in persons of all ages with significant threats to their health and comfort 6across physical, social, spiritual, intellectual, and emotional domains.1 Not simply “little adults,” children vary widely in their developmental needs, as well as in their physical care. Care of children, the ages of whom in this context range from the prenatal period to age 21 years, is very complex. Children respond to treatments differently from adults, so they might receive treatment for cure even as their disease appears to be progressing. Known as concurrent care, this complex situation requires provider expertise to help families who seek continuing treatment to effect a cure for their child, to manage symptoms associated with treatment and with the illness itself, and simultaneously to prepare for the end of life if treatments prove ineffective.

Palliative care as both a philosophy and practice is “an approach that improves the quality of life of patients and their families facing the problem associated with life-threatening illness, through the prevention and relief of suffering by means of early identification and impeccable assessment and treatment of pain and other problems, physical, psychosocial and spiritual.”2(p1) The attributes of palliative care according to the World Health Organization (WHO) are:



  •  Provision of relief from pain and other distressing symptoms

  •  Affirmation of life and a regard of dying as a normal process

  •  Intentions to neither hasten nor postpone death

  •  Integration of the psychological and spiritual aspects of patient care

  •  Support system to help patients live as actively as possible until death

  •  Support system to help the family cope during the patient’s illness and in their own bereavement

  •  A team approach to address the needs of patients and their families, including bereavement counseling, if indicated

  •  Enhancement of quality of life, which may also positively influence the course of illness

  •  Application of palliative care early in an illness, in conjunction with other therapies intended to prolong life, such as chemotherapy or radiation therapy, and includes those investigations needed to better understand and manage distressing clinical complications

The expansion of fetal diagnostic evaluation coupled with widespread use of ultrasonography during pregnancy has led to the increased diagnosis of fetal congenital defects, with a wide variation in severity. Antenatal care is administered to the maternal–fetal dyad because both the expectant woman and the fetus require assessments and a potentially wide range of healthcare services. In the presence of life-limiting fetal conditions (LLFC)—for example, acrania, bilateral renal agenesis, or thanatophoric dysplasia—women face difficult choices regarding continuation of pregnancy. Women choose to continue the pregnancy for a variety of reasons, and according to a recent study, 97% of 405 parents who did so expressed no regrets, citing their rich experiences of spending time with their expected baby or newborn infant to bond, and to give and receive love and comfort, if even for a short time.3 Families whose infants have severe congenital 7problems are likely to face crucial decisions about the extent to which they want intervention for their child. These interventions range from comfort therapies to curative treatments, as in the case of some cardiac and other structural defects. While facing these circumstances, families, including their newborn infants, benefit from palliative care services.

The WHO definition provides a sound foundation for expanding palliative care to the perinatal and neonatal periods. Perinatal refers to the interval between 22 completed weeks of gestation and 7 completed days after birth,4 and neonatal refers to the first 4 weeks after birth. Palliative care in the perinatal period refers to care of pregnant women whose expected infant is diagnosed with an LLFC and the women’s families, while neonatal palliative care (NPC) refers to supportive care (curative and/or comfort), of infants with a life-limiting condition, such as renal agenesis, certain cardiac defects, severe genetic conditions, and extreme prematurity. Perinatal palliative care (PPC) and NPC involve a distinct focus on the care of families and their infants who are facing severe illness, and even death, during the childbearing period, typically considered a time of joy and hopefulness.

PURPOSE OF THIS CHAPTER

In this chapter, we introduce the historical development of palliative care, including its roots in the hospice movement, the expansion of palliative and end-of-life care to the pediatric population, and then, by extension, to perinatal and neonatal populations and settings. We introduce readers to common terms and definitions in palliative care. For healthcare providers interested in offering palliative care to patients in their communities and healthcare systems, expertise and guidance are available from numerous organizations, some of which are listed in the appendix to this book. Finally, because of the critical importance of structuring palliative care on best practices supported by evidence, we include information to encourage participation in ongoing education opportunities.

HISTORY OF PALLIATIVE CARE

The mid-20th century was a time of tremendous social change during which two important and seemingly unconnected movements took place: (a) the transition of dying and death into comfortable settings outside the confines of hospitals and (b) the women’s movement, which included, among other societal changes, an insistence that birth practices become less paternalistic and more family-centered. Specifically, women began to demand that their spouses be included in the birthing process, that they learn about and have natural childbirth options, and that they have a voice in creating a birth plan that included opportunities to access support measures they preferred. These two important movements served as background for practices embedded in the sociocultural context of today: the inclusion of and guidance by family, with the support of providers, in two of the most meaningful and intimate occasions across the life span—death and birth.

8In 1967, after working for a decade toward the goal, Dame Cicely Saunders opened the St. Christopher’s Hospice in Sydenham in South London, UK, which would become “a model for emulation, embellishment and adaptation.”5(p60) Between 1958 and 1967, Dame Saunders, sometimes referred to as the “mother of the hospice movement,” published numerous papers and a book chapter on dying of cancer, care for the dying, and management of cancer-associated symptoms, the first written while still a medical student. Moreover, Saunders’s important work was not done in isolation but reflected a growing interest internationally in care for the dying. Although the opening of St. Christopher’s Hospice is often noted as the sentinel event marking the start of the hospice movement, it in fact reflected the extensive effort of the previous decade by Saunders and others in England, the United States, Australia, and Europe devoted to an alternative to death in hospitals, where death was “sanitized, sequestered and removed from public gaze.”5(p45) Elizabeth Kübler-Ross, whose work is well known in the United States, reflected a similar view of care of the dying—that is, to be respectful and honest in communication, and to move discourse about dying out of the shadows and into the public.

Saunders died at the St. Christopher’s Hospice in 2005. The BMJ (formerly the British Medical Journal) published an extensive obituary describing Saunders as “more than anybody else … responsible for establishing the discipline and the culture of palliative care”.6 She advocated not simply for a comfortable setting for dying patients, but also for the relief of pain in its various manifestations (physical, emotional, and spiritual) of patients dying from cancer.

The term palliative care was first used in 1974 by Balfour Mount, a Canadian surgical oncologist, to offset what had become a negative connotation of the word hospice and its close alignment with dying and death. Despite foregoing the word hospice, Mount continued to promote Saunders’s view of holistic care, extending these principles to care of persons with chronic or life-limiting illnesses and their families.7

In the United States, in 1997 the Institute of Medicine (IOM; now the National Academy of Medicine) published Approaching Death: Improving Care at the End of Life. In 2003, it published a second report focusing on children: When Children Die: Improving Palliative and End-of-Life Care for Children and Their Families. And in 2015, a third report, Dying in America: Improving Quality and Honoring Individual Preferences Near the End of Life, was published. Recognizing that persons of all ages encounter death, the report notes that the goal of care should be “person-centered, family-oriented, and evidence-based,” with a palliative approach offering “the best chance of maintaining the highest possible quality of life for the longest possible time.”8(p1–2) The authors of Dying in America noted that persons can and do live with life-limiting illnesses over long periods; thus, palliative care is ideally suited for management of symptoms to improve and sustain quality of life for those patients. The report also noted that hospice care is a form of palliative care for patients and their families as the patient approaches death;8 thus, palliative care is not necessarily hospice care, but all hospice care is palliative care. Palliative care for children and their families is woven throughout the Dying in America report, underscoring the perspective that serious illness and death occur at all ages and that human needs for dignity, respect, and comfort transcend age.

9Although the human needs of children with chronic, complex, or life-limiting illnesses are the same as those of adults, distinct differences characterize palliative care for the pediatric population. The age range of children with palliative care needs crosses widely diverse developmental stages, extending from the prenatal period in the event of a diagnosis of a life-limiting fetal condition to beyond age 21 years in the case of persons with long-term illnesses and conditions managed by pediatricians.9 Illness trajectories may be less predictable in pediatric conditions; moreover, fulfillment of the social needs of school-age children and teenagers is an important determinant of quality of life. Families facing the illness and eventual decline of their children with a life-limiting condition have tremendous challenges in creating a sense of normalcy and balance in their day-to-day lives and in the lives of their other children. Quality palliative care requires the resources and talents of providers across healthcare disciplines, whose expertise may need to be focused on other members of the family affected by the child’s illness.

Progression of Palliative Care to the Youngest Patients and Their Families: Perinatal and Neonatal Palliative Care

The childbearing period is a time typically associated with hope and expectations for a healthy baby born full term; however, the increasingly widespread use of prenatal technologies assessing the health of the developing fetus has resulted in an increasing number of pregnant women faced with diagnoses of a fetal defect, the meaning or prognosis of which may be unclear until after the infant’s birth. Although the absolute number of congenital defects has not increased, the prenatal diagnosis of fetal defects has increased, meaning that some pregnant women and their families face the difficult prospect of choosing whether to continue the pregnancy and, if they choose to continue, planning for the birth and uncertain outcome for their newborn.

Complex issues surround prenatal diagnoses, decisions regarding treatment in the presence of severe or life-limiting fetal defects, and care of women and families in these difficult circumstances. PPC offers a means to assist these families in significant ways and has been endorsed by a variety of professional groups and stakeholders. In 2019, the American College of Obstetricians and Gynecologists (ACOG) Committee on Obstetric Practice and Committee on Ethics published an opinion on perinatal palliative care which was endorsed by The American Academy of Pediatrics and the Society for Maternal-Fetal Medicine.10 In this publication they expanded women’s right to choose by presenting the need for providers to give patients faced with a LLFC information about palliative care, of “sufficient depth and breadth to make an informed voluntary choice.”10(p84) The ACOG committees noted specifically that “perinatal palliative comfort care is one of several options along a spectrum of care, which includes pregnancy termination (abortion) and full neonatal resuscitation and treatment.”10(p84) For women who choose to terminate, bereavement support may be beneficial. Women should be informed that, depending on the nature of the termination, some bereavement interventions—infant remembrance photography, for example—will not be possible.

10In 2015, the National Association of Neonatal Nurses (NANN) published a position statement on palliative and end-of-life care for newborns and infants in which they affirmed that palliative and end-of-life care are integral to neonatal care and that neonatal nurses should be trained to provide essential services and assist families in setting goals of care.11 The introduction to the statement affirms the concurrent use of palliative care and curative treatments, emphasizing the importance of ongoing assessment in order to recognize when it is necessary to shift goals of care to comfort rather than cure. This point of emphasis underscores the need for neonatal nurses to be exceptionally skilled in providing care across a wide range of conditions affecting infants admitted to the NICU and their families—from those otherwise healthy infants needing a few days of supportive care before discharge home to those for whom limitations of gestational age, congenital conditions, or birth trauma limits their lives to hours or days.

In 2017, the American Academy of Nursing (AAN) published a policy brief in which it made six recommendations regarding PPC as a collaborative effort across several disciplines: (a) development of effective models of PPC providing for ongoing communication with the pregnant woman and family when the fetus has a life-limiting condition; (b) allocation of adequate resources by healthcare organizations to ensure adequate training of PPC team members; (c) congressional mandate for funding of PPC advance care planning services and evaluation of quality; (d) recognition of nurses as key members in the PPC team, including as care coordinator and advanced practitioner across care settings; (e) PPC credentialing mechanism; and (f) increasing public awareness of the role of PPC using a variety of media.12 As a newer form of palliative care, PPC has yet to become widely and consistently implemented; however, application of these policies has potential to advance the mission of PPC providers to implement comprehensive, supportive care to women and families for whom pregnancy is likely to end in fetal or neonatal death.

PPC, the importance of which is increasingly being recognized, is then distinct in its focus on emotional, social, and functional support of pregnant women and their families and is provided by a team of providers across various disciplines. These may include maternal–fetal medicine physicians, who typically make and convey the diagnosis and follow fetal development over the course of the pregnancy and often are the primary maternity care provider for the pregnant woman. Neonatologists or pediatricians are often part of the PPC team, or at a minimum consult with the family in advance of birth to discuss potential management and care of the neonate, and consultations with genetic counselors and medical and surgical specialists are not uncommon. Depending on the composition of the PPC team, social workers, RNs in the prenatal clinic and in the birthing suite, childbirth educators, and lactation consultants may be involved in the care of the families. Some PPC teams include pastoral care and child life specialists.

Functional support occurs in the form of birth planning and contingencies related to the outcome of the pregnancy. Because prognostication related to fetal and neonatal outcomes can be difficult, answers to questions of “What is going to happen?” may be vague or simply “We don’t know.” The lack of certainty accompanying the diagnosis of an LLFC heightens parents’ vulnerability, which is typically coupled with worry and 11anxiety throughout the remainder of the pregnancy. Effective PPC requires providers to be skilled in assessing family responses to the diagnosis, prognosis, and potential range of outcomes and to provide anticipatory guidance throughout the pregnancy trajectory. PPC serves uniquely as a bridge from pregnancy to parenthood, and from fetus to newborn.

NPC and PPC overlap in the immediate aftermath of a live birth. Although for some parents the answer to “What is going to happen?” is stillbirth or neonatal death soon after birth, for others the infant might remain with the family while the mother is hospitalized or until discharge. Still other parents’ infants might require supportive care in the NICU to ensure his or her comfort or for intensive life-support measures. PPC typically includes care of the mother and family at the time of birth, including comfort care of the live-born infant expected to die soon after birth. Most PPC teams work to keep dying newborns with their mothers and family members as long as the parents desire, and their care is administered by RNs in the birthing suite, many of whom have training in bereavement support.

The need for NPC is not always anticipated. Sometimes infants born with congenital, life-limiting conditions live beyond their expected short life span, surviving to be discharged home with their families after supportive care in the hospital. Some pregnancies end unexpectedly in the presence of maternal complications requiring obstetric intervention or when a woman goes into labor prematurely, giving birth to a neonate on the edge of viability. For others, congenital defects or metabolic disorders may have been undetected prenatally, or maternal trauma or obstetric accidents such as umbilical cord prolapse may result in conditions necessitating the use of both intensive care services and palliative care focusing on preparation for the end of life in the event of an irreversible injury or untreatable condition.

No longer an either/or choice of curative treatment or palliative care, NPC current best practices suggest concurrent curative treatments and palliative care as the gold standard. Because palliative care encompasses symptom management, its early adoption for fragile infants facing a long recovery and potential developmental challenges introduces families to its benefits for their child. Moreover, once an infant is discharged home, the family may benefit from community-based pediatric palliative care services. If the infant has a life-limiting condition, palliative care provided in the home by expert healthcare providers can prepare a family for the use of hospice services when the infant’s health declines. Unfortunately, community-based neonatal and pediatric palliative care services are not uniformly available across the United States. Thus, care for an infant at home with a life-limiting condition can pose a challenge to families and their local providers in the absence of adequate professional palliative and end-of-life support.

Define Terms

Conceptual clarity is important for ensuring that healthcare professionals, researchers, and other stakeholders define and interpret phrases and terms in a similar manner. As such, Table 1.1 presents a glossary of common palliative care terms and their definitions.
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	TERM
	DEFINITION





	Advance care planning
	Informed and shared decision-making about the care parent(s) wish to have during the birth process and for their infant after birth. Plans should be documented and shared with the healthcare team. Neonatal assessment findings, or parents who alter their decisions may require re-examination of the plan and flexibility in implementation



	Anticipatory guidance
	Information given by a healthcare provider to assist parents in understanding the expected range of physical and psychosocial experiences they may encounter for themselves and their infant during pregnancy, birth, and postnatally. Information should be shared at appropriate times in a compassionate and understandable manner. Prior to anticipatory guidance conversations, parental needs and understanding should be assessed



	Holistic care
	A philosophy that guides patient care based on an understanding of personhood that includes physical, psychological, emotional, and spiritual dimensions of health and healing. Holistic care draws from the biological, psychological, sociological, and spiritual dimensions of health, with an aim to achieve harmony that transcends physical wellness13



	Hospice, adult
	In the United States, older adults using hospice services use a Medicare Hospice Benefit Funding mechanism 
Attending physician and hospice medical director certify that an individual is expected to die within 6 months, assuming normal disease progression



	Hospice, pediatric
	Requires physician certification that child is within the last 6 months of life, assuming normal disease progression
  •  Hospice is a Medicaid benefit limited to end of life BUT can be offered in conjunction with curative measures

  •  Hospice and curative measures can be offered concurrently, and services will be paid for

  •  The Patient Protection and Affordable Care Act (ACA) requires all state Medicaid programs, or children insured through the Children’s Health Insurance Program (CHIP) to pay for both curative and hospice services for children under 21 years of age who qualify14

  •  Some states offer additional benefits that include benefits to children with life-limiting conditions rather than terminal illness with a 6-month life expectancy15





	Life-limiting condition
	An incurable condition that will shorten a child’s life, categorized as follows:
  •  Potential for cure: Conditions in which treatment may be feasible but may fail

  •  Period of normality with diagnosis incompatible with extended life: Conditions in which premature death is inevitable, but periods of participation in activities occur

  •  Unremitting deterioration from or before the time of diagnosis: Progressive conditions without curative treatment options; palliative care is common and may extend over time

  •  Unpredictable course: Irreversible but nonprogressive conditions causing a likelihood of premature death through complications16





	13Palliative care, neonatal
	Neonatal palliative care focuses on the infant and his or her mother and family members. Palliative care is holistic and can be combined with cure-oriented, disease-modifying care and intensify when curative therapies are no longer beneficial or appropriate. Interventions aim to prevent and relieve infant suffering and improve the conditions of the infant’s living and dying. An interdisciplinary team approach enables providers to relieve the physical, psychological, social, emotional, and spiritual suffering of the dying infant and the family17



	Palliative care, perinatal
	Comprehensive and holistic services for expectant parents who receive a diagnosis of a life-limiting fetal condition and choose to continue the pregnancy18



	Patient-centered care
	A model of healthcare services in which an individual’s specific health needs and desired health outcomes are the driving force behind healthcare decisions and quality measurements. The patient is an active participant and partner with the healthcare team. Providers tailor interventions and consider clinical needs as well as holistic dimensions of health. Elements include shared decision-making, tailored care, timely updates, and a focus on patient needs, not those of the providers or system19



	Team-based care, interdisciplinary
	Interdisciplinary teams are composed of members from more than one discipline who work interdependently with one another to achieve a common patient-centered goal. A respect and understanding of the roles of each team member allow for unique contributions. Processes are in place to ensure seamless communication and ongoing collaboration20



	Team-based care, multidisciplinary
	Multidisciplinary teams are composed of members from more than one discipline who work independently when providing patient care. Patient assessments and consultations are conducted separately in parallel efforts with each provider responsible for only his or her own area. Intentions to create a common plan are limited, as is communication across the disciplines20










Preparing Providers: Educational Initiatives to Improve Practice in Perinatal and Neonatal Palliative Care

Nurses, physicians, and others working in perinatal settings such as prenatal clinics, birth suites, and postpartum units may have chosen these settings for the typically good outcomes of a healthy baby born at term to a healthy mother. Poor outcomes are difficult and painful reminders that death occurs anywhere across the life span. Providers in NICUs may be more accustomed to dying and death because of the nature of the population admitted to those units; however, being accustomed to these difficult situations does not mean that one is necessarily well-prepared to meet the challenges posed when an infant dies.

14For a long time, nurses in labor and birth settings have participated in what have become routine acts associated with stillbirth, including taking photos, saving locks of hair, armbands, foot prints, and other memorabilia associated with the baby’s birth. These kind and well-meaning actions in fact are important: They are efforts to ritualize and make meaning of the short moments a family has with their child. Furthermore—even if inadvertently—these actions are consistent with the continuing bonds theory, which describes bereaved persons maintaining bonds of attachment even after the death of their loved one. Although describing various grief and bereavement theories is beyond the purpose of this chapter, we mention this as an example of an intervention well-entrenched in current maternity care practices and with a sound theoretical basis. Many maternity units have had for decades a mentor/mentee model of bereavement care, in which practices are handed down from experienced to novice nurses. As formal educational initiatives have expanded, providers have become increasingly knowledgeable about loss, grief, and bereavement, with an improved understanding of the complexities of loss in perinatal and neonatal settings. Providers in childbirth settings are now better positioned to implement effective care for families suffering these losses and their aftermath.

Dying in America includes a section on professional education and development in which the committee notes that, although education for providers has improved since the first report was published, “serious problems remain.”8(p13) These problems are twofold: (a) improved education has not been fully applied to clinical settings and (b) the number of end-of-life and palliative care specialists is inadequate to the need, such that clinicians in primary settings and other specialties (e.g., cardiology and oncology) continue to provide much of the care for patients approaching the end of life.8 These shortcomings are a function of three patterns of clinical education: (a) absence of hospice and palliative care in medical and nursing curricula; (b) single-profession educational silos, especially troublesome because end-of-life and palliative care are interdisciplinary fields; and (c) continuing lack of education, especially among physicians, regarding effective communication with patients and families in this population.8

Recognizing that most healthcare providers reading this chapter will be products of the educational system the IOM described as problematic, we will present ways in which clinicians can enhance their practice through education in order to provide quality, evidence-based care for patients in perinatal and neonatal settings. We begin by describing the most general education related to death and dying, end of life, and palliative care.

Death Education

In the broadest sense, loss, grief, and bereavement are located theoretically in the broad field of thanatology, the study of death and the various losses associated with death. Thanatology involves both the physical aspects of death and the psychological, emotional, and social responses to death. Practitioners across healthcare disciplines can study thanatology formally and receive certification from the Association for Death Education and Counseling. Thanatology programs often grant master’s-level degrees and can be found online. The study of thanatology is not specific to any one clinical setting or practice; it does, however, provide an in-depth study of the complex aspects of death 15and dying and theoretical perspectives related to grief and bereavement. Perinatal and neonatal clinicians may find the general focus of thanatology to be highly beneficial in deepening their understanding and broadening their communication skills in care for patients and families.

Many colleges and universities offer formal courses on death and dying. Increasingly popular, these courses may be interdisciplinary and provide the benefit of perspectives across disciplines that will work together on end-of-life and palliative care teams. For clinicians with limited time or inflexible schedules, courses offered through Massive Open Online Courses (MOOCs) hold an advantage over classroom-based courses with specific meeting times, especially if the MOOC content is asynchronous, meaning that students work at their own pace on their own schedule. The advantage to in-person (or hybrid online/in-person) courses is the opportunity to interact with classmates and faculty about the difficult topics undertaken in courses on death and dying. Finding courses through university continuing education centers or through search engines is not difficult; however, prospective students should explore the course objectives and faculty expertise carefully to determine the usefulness of the content for one’s own practice.

Clinical Education in End-of-Life and Palliative Care

More specific to clinical care, education in end-of-life and palliative care provides clinicians with knowledge and skills more directly applicable to patient situations. This form of education may take place in medical residency programs and fellowships in palliative care. RNs can study at the graduate level for advanced practice or can become certified as palliative care nurse practitioners. Although this type of education may perpetuate the educational “silos” the IOM discouraged, clinicians trained in these programs may be highly skilled and prepared to work in hospices and palliative care settings and have a broad knowledge base about physical care and well-developed communication skills.

Interdisciplinary education for providers interested in PPC and NPC is available from a variety of organizations (see Appendix A at the end of this book). Healthcare systems and organizations nationwide coordinate conferences and symposia with highly regarded and trained speakers who present current best practices and lead discussions into a wide variety of PPC and NPC topics. Benefits of such interdisciplinary events are many—for example, increasing communication among disciplines, fostering opportunities for brainstorming within and across healthcare systems, sharing clinical practices that are effective but not yet published, practicing effective team communication skills for use with parents, and enhancing understanding of one another’s challenges, among others.

Maintaining Quality Practice: Benefits of Ongoing Education

Ongoing education among healthcare providers is a professional responsibility regardless of practice setting. Providers typically think of ongoing education in terms of continuing education, that is, learning activities related to one’s profession providing continuing education units (CEUs) for participation. Although requirements for continuing education and accrual of CEUs vary across healthcare disciplines and state regulatory boards, providers 16committed to excellence in practice engage in ongoing continuing education beyond the minimum standards set forth by their profession and regulatory boards. Furthermore, continuing education equips providers with evidence-based tools for practice.

Evidence-based practice is a three-pronged approach to clinical care that is broader than simply the awareness of scientific evidence in the extant and developing literature, although that is crucial. Provider expertise and patient preference are the other two sometimes-overlooked prongs of evidence-based practice. Clinical expertise is enhanced through ongoing education, providing exposure to new thinking and developments in one’s field. Patient preference, although sometimes easy to discern, may be less obvious when patients and/or families are highly vulnerable, such as those times when expectant or new parents encounter the prospect of early death of their child. It is at this point that well-developed communication skills are extremely valuable in assisting families to determine what they prefer and to implement a tailored yet flexible plan of care accordingly. Ongoing education is a means of shaping all three prongs of evidence-based practice in order to ensure quality care.

A clinical staff that values and participates in ongoing education benefits not only patients (the first priority) but also the healthcare organization. Quality care rendered expertly has the best chance for good outcomes. Educational offerings often identify and address potential barriers to implementation of new models of care. Providers have opportunities to recognize organization-specific barriers and to create strategies to manage them. Comprehensive palliative care education also includes how to measure baseline and outcome metrics. The current trend of linking reimbursement to outcomes or value-based care means that it is in the best interest of the healthcare organization to support clinical staff development through ongoing education to maximize clinical skills and optimize outcomes. Success of any program rests on the ability of health professionals to demonstrate results meaningful to themselves, patients, and administrators. Data are necessary to monitor patient outcomes and program impact, as well as to facilitate ongoing quality improvement processes.

In addition to these benefits, organizational support of ongoing education creates a work environment with potential for efficiency and increased productivity and is thus an investment in both the clinical staff and the organization itself. Well-run organizations tend to retain employees, which reduces costs. Importantly, an administration that values ongoing education for its clinical staff means that administration values clinicians’ work and professional development and can promote shared purpose and mission. Support for ongoing clinical education then becomes a win-win-win situation across three important stakeholders: patients, providers, and administrators.

THE FUTURE OF PERINATAL AND NEONATAL PALLIATIVE CARE

The history of perinatal and neonatal palliative care continues to unfold. As diagnostic technologies become increasingly more sophisticated, the integration of palliative care with prenatal counseling is likely to increase. Postnatally, NICU providers will continue 17to work toward expanding access to palliative care interventions for infants with prognostic uncertainty, those born at the cusp of viability, infants with life-limiting conditions resistant to curative treatments, and those for whom curative interventions are considered burdensome. Opportunities to forge strong interdisciplinary alliances will emerge as palliative care specialists, geneticists, maternal fetal medicine physicians, neonatologists, obstetricians, and nurses develop models of care that target best practices for patient-centered services. Palliative care training is likely to become increasingly incorporated and standardized into the educational training for physicians, nurses, and geneticists, who will then be able to lead teams and capture important metrics.

The future of PPC and NPC will rely upon researchers who are willing to conduct carefully designed studies that examine the breadth of interventions common in palliative care in careful partnership with healthcare providers who can speak to the very real needs of the patients and systems-level challenges. Although knowledge gaps still exist, the palliative care field will continue to grow as we determine how to minimize communication problems and care fragmentation, and to enhance patient-centered models of care.

CONCLUSION

In 2002, Catlin and Carter published results from a Delphi survey addressing the creation of a neonatal end-of-life protocol still in use today by providers caring for neonates.17 Since this early work was published, a body of research for perinatal and neonatal palliative care has emerged to guide practice. A national survey of palliative care programs in the United States confirmed that the number of PPC programs has increased and that the coordinators of these programs aim to provide tailored, patient-centered, exceptional care. Although attributes such as continuity of care, reimbursement models, and quality assessment vary,21 stakeholders continue to work to improve delivery systems. Carter, several years after publication of the neonatal protocol, noted that neonatologists, who typically manage the care of newborns likely to die from sequelae of prematurity or congenital defects, continue to have opportunities to “comprehensively address the continuum of interdisciplinary palliative, end of life, and bereavement care” needed in the NICU.22 In the last decade, PPC and NPC have notably improved, with parents having more opportunity to participate in shared decision-making and advance care planning. Parents are recipients of care from providers, who examine the eight domains of palliative care and consider innovative ways to bring comprehensive services to bereaved parents. Care of neonates is focused on pain and symptom management and facilitation of family bonds; these efforts honor their brief lives.

In this chapter, we have shown the benefits to women, their infants, and families when perinatal and neonatal palliative care are delivered seamlessly by providers whose abilities are closely aligned and evidence-based. Furthermore, we have shown the importance of education to keep one’s practice up to date with current developments in the field of palliative care. Although the field of palliative care is still developing, many providers have collaborated to move a new model of care forward that respects and gives dignity to parents’ choices and the lives of their infants for whom life is fleeting.
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Neonatal and Perinatal Palliative Care Services and Programs



STEVEN R. LEUTHNER | EMILIE LAMBERG JONES


Perinatal palliative care (PPC) traditionally has been reserved for families who choose to continue a pregnancy following a confirmed life-limiting fetal diagnosis. However, when PPC is viewed as a philosophy of care rather than as a separate program, all families facing a fetal diagnosis may benefit from aspects of this care. A PPC philosophy should guide care as soon as a concern is detected in order to support families through the uncertainty of diagnosis and decision-making. In this way, PPC practices may support care not only of families in traditional situations but also of families when the prognosis is uncertain, when concurrent attempts at fetal and/or neonatal curative therapies are desired, and in the care of families who may consider ending a desired pregnancy early.

PPC programs may be categorized into offering primary, secondary, or tertiary PPC depending on providers’ mission, differences in their skill or comfort level, the types of care in which providers engaged, their education, their experience, and/or the availability of specialized pediatric consultation. The needs of the family may necessitate referral to a higher-level program. While PPC programs vary in terms of setting, staffing, and other aspects, key components of most programs include bereavement and spiritual support, care coordination, and birth planning. Barriers to the involvement of PPC include provider bias and/or lack of experience with non-traditional cases, perception by patients or providers that PPC is equivalent to “giving up” or the perception that PPC practices are only applicable once decision-making is completed.

 





CASE STUDY

This chapter provides a description of the range of services a PPC program may offer depending on the infrastructure of the program and the availability of specialized care. We make the case that aspects of PPC should be offered to any family following fetal diagnosis regardless of the perceived severity of the diagnosis, the gestational age of delivery, or if parents choose concurrent attempts at curative therapies. We begin with a description of the 20Fetal Concerns Center, initially developed by the authors in 2000. The goal is to show how our program has continued to evolve and incorporate a perinatal palliative care philosophy over a broad range of cases.

The Fetal Concerns Program began with the goal that all families learning of a fetal health concern should receive information, counseling, and support from the pediatric-based practitioners who may care for those babies after birth. Program development accelerated with the hiring of a nurse who partnered with a neonatologist and a maternal fetal medicine physician to provide care coordination for these families. We have described the critical role of a nurse coordinator of care in PPC in a 2007 publication.1

The care coordinator identified and developed access to a large, multidisciplinary team of pediatric medical subspecialists and supportive resources available to a family. For example, as the program exists today, the care coordinator arranges consults with pediatric cardiology and neonatology for a family whose fetus is expected to have a cardiac anomaly. Once the family is knowledgeable about the expected medical care planned for their baby, their attention turns to how to integrate these plans into other aspects of their lives. Consultations with lactation consultants, child life specialists, and spiritual care providers assist families in addressing questions such as, “Can I still breast feed?” “How do I explain all of this to my other children?” or “Can the child be baptized before surgery?” Addressing the comprehensive needs of the family and acknowledging their fears and goals are common core components of the Fetal Concerns Program and of all PPC services. While the initial focus of the program was not developed specifically for families who experienced a life-limiting fetal diagnosis, there was recognition that all families with a fetal concern experience a loss of their normal or expected pregnancy.

While developing the program, the founding medical director (co-author) began to develop an interest and expertise in neonatal palliative care and first wrote about expanding this care to families following fetal diagnosis.2,3 There was a natural progression of integrating this palliative care framework when caring for families who decided to continue their pregnancy following a confirmed life-limiting fetal diagnosis such as anencephaly. The care coordinators provided PPC support, worked with families on care planning and legacy creation, and provided bereavement follow-up. Practitioners who saw the benefits of this care soon asked whether families who chose to end a desired pregnancy after a fetal or maternal diagnosis could also benefit from these same aspects of care that are the foundation of PPC practices. For example, families opting for an early induction with palliative care may create birth plans that outline intentions for memory making, pain and symptom management, and respectful disposition, just as they would if the pregnancy were continued to later in gestation.4 Thus, the Fetal Concerns care coordinators began integrating PPC practices into the care for these families as well.

At the same time, this philosophy of care led to the offering of palliative care services to families for whom the neonatal outcome was uncertain. In such cases a tailored care plan is developed that may include a trial of resuscitation and evaluation with possible 21limitations on extent of curative treatment attempts depending on the response. More recently, the philosophy of PPC is integrated into the counseling and care plan development for families undergoing fetal surgical interventions such as in utero spina bifida repair and treatment for twin–twin transfusion syndrome—procedures that carry with them the risk of death of a fetus and require complicated, difficult, and sometimes ethically challenging decision-making and the need for family support during the process.

Each of the care coordinators in the Fetal Concerns Center are trained in PPC practices because each family may be experiencing a loss even if, as noted, it is simply the loss of the expected pregnancy. No matter what decision a family makes, ranging from termination of a pregnancy to continuing a pregnancy with plans to allow natural death, from a trial of neonatal treatment or an attempt at a fetal intervention, the family receives consistent and seamless care from a known care provider. This model of relationship-based care provides a familiar face and someone who knows the specific story to the family facing difficult times of decision-making. Our program affords availability of this range of options for families as it is a cooperative program of an academic medical center, a high-risk birth center, and a children’s hospital with the highest level neonatal intensive care unit that includes access to multidisciplinary specialized care.

The concept is that PPC need not be reserved for families who decide to continue a pregnancy following a confirmed life-limiting fetal diagnosis, but that PPC practices can be integrated into the care of many different types of patients in a larger fetal program. Indeed, a PPC philosophy of care can be applied to any family concerned about their baby’s quality of life.

Case Questions



  1.  Review the chapter objectives in the next section. Which objectives did the authors cover in the case study you just read?




  2.  List the various types of family circumstances that would warrant the inclusion of perinatal palliative care practices.




  3.  Describe the role and key components of a care coordinator providing PPC services.










 

 





OBJECTIVES

This chapter addresses the following objectives regarding PPC services and programs:



  •  Reviews the evolution of PPC services and programs

  •  Describes a range of types of programs and levels of service a PPC program may provide

  •  Explains the key components and services most PPC programs offer

  •  22Explores in more depth several key components including the role of the coordinator of care, the goals of care planning, and the importance of institutional/organizational support

  •  Clarifies the concept that PPC should not be thought of as program but as a concept/philosophy of care that can be integrated across all perinatal and neonatal care






 

BACKGROUND AND SIGNIFICANCE OF THE TOPIC

THE EVOLUTION OF PERINATAL PALLIATIVE CARE PROGRAMS AND SERVICES

The neonatal and PPC program movement began with the application of hospice concepts to neonatal care, first published by Whitfield.5 That article describes the decision-making process, the family room or essentially the physical environment, the involvement of family, and the hospice training of neonatal intensive care unit (NICU) nurses. The provision of perinatal bereavement practices in birth centers and NICUs has subsequently become more standard, and continuing education in this specialty is available. For example, Resolve Through Sharing® (resolvethroughsharing.org) offers three trainings that include palliative care: perinatal bereavement (PPC), neonatal and pediatric bereavement, and adult bereavement. The first medical publication reporting on home death and hospital follow-up of dying infants occurred in 1990.6 This was a case series of six patients that included infants with Potter sequence, myelomeningocele with severe hydrocephalus, trisomy 18, triploidy, and two with Werdnig–Hoffmann disease. The authors described how home medical care was provided on an intermittent basis by pediatric house officer visits. Once death occurred, the family was asked to bring the baby to the emergency department for the death to be pronounced.

A decade later, perinatal hospice was first described in the obstetrical literature, essentially as an alternative to termination of pregnancy.7 At the same time, more publications emerged describing the outcomes of neonatal palliative services and end-of-life care.3,8–11 Catlin and Carter described clinical situations in which one should consider neonatal palliative care and came up with three generalizable categories: (a) newborns at the limits of viability, (b) newborns with congenital anomalies considered incompatible with prolonged life, and (c) newborns with overwhelming illness.11 Leuthner then questioned whether these categories could be reasonably predicted prenatally when the disease or condition was diagnosed in utero.2 He suggested that PPC decision-making is reasonable, yet dependent on a level of diagnostic certainty, a level of prognostic certainty, and the meaning of a prognosis to the prospective parents. “Meaning” refers to the ethical principle of what the parents consider to be in the infant’s best interest.2,3 Growth of PPC programs has been highlighted 23in an ever-increasing number of professional publications.1,12–14 Indeed, 70% of PPC programs responding to a recent survey were less than 10 years old.12,13 End-of-Life Nursing Education Consortium (ELNEC) and Initiative for Pediatric Palliative Care (IPPC) are two examples of educational programs in palliative care, with the National Hospice and Palliative Care Organization (NHPCO) representing an opportunity for both membership and education in the field.

Types of Programs and Levels of Service

PPC programs exist in a wide variety of settings, including those associated with healthcare institutions and community or faith-based organizations.12,13 In some healthcare organizations, PPC services are based within neonatal or pediatric palliative care programs, or are separate programs to which a specific referral must be made. Our case example described the growth and development of PPC services that are integrated in a fetal diagnosis and treatment program based within a large, regional academic medical center that provides the highest level and greatest range of maternal‒fetal and neonatal care services. In contrast, regional or community hospitals, local hospice programs, or community-based organizations may provide PPC for more straightforward or predefined cases and may refer those families who require more specialized care to other resources. (Appendix A: List of Resources provides a link to the Perinatal Hospice website, which maintains an up-to-date list of international programs providing PPC.)

It makes sense, then, that programs may have varying levels of ability and comfort in providing PPC, based on different clinical scenarios, specific levels of diagnostic certainty already described, access to multidisciplinary specialists, and the mission and vision of the program. This phenomenon seems to follow what we consider a “stairway model” of palliative care service development (Figures 2.1 through 2.3). This model is adapted from the work of von Guten, who categorized in-hospital palliative care services as primary, secondary, or tertiary, based on resources available and maturity of the program.14 We suggest that PPC services or programs can be similarly categorized, based on differences in skill or comfort level, the types of care providers engaged, and education (Figures 2.1 through 2.3). We also assert that each category has staff with distinct capabilities to counsel and support families and their differing needs. In turn, needs are defined by the certainty of the diagnosis and the parents’ desired goals.

Primary Perinatal Palliative Care

In this stairway model, primary palliative care services may be offered by most obstetric and pediatric providers, and in any labor and delivery unit. Families facing a life-limiting fetal diagnosis that has diagnostic and prognostic certainty, and who have the goal to allow for a natural death, may be cared for in most PPC programs. A typical example might be a family who wishes to continue their pregnancy while accepting the lethality or shortened life for their infant, such as a baby with anencephaly. All programs, no matter size and location, should be able to offer essential, core-component services for a family with these PPC needs. Obstetricians, pediatricians, certified nurse midwives, and other primary providers commonly receive education in their training to provide basic competence in this care. When cases are less certain diagnostically or ethically, or when needed services or providers are not available to meet parents’ goals, then these primary providers should be able to refer to the next level up.
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FIGURE 2.1  Stairway model: skill level.

Source: © Steven R. Leuthner, MD, MA, Medical College of Wisconsin.
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FIGURE 2.2  Stairway model: practitioners

Source: © Steven R. Leuthner, MD, MA, Medical College of Wisconsin.
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FIGURE 2.3  Stairway model: education

Source: © Steven R. Leuthner, MD, MA, Medical College of Wisconsin.





Secondary Perinatal Palliative Care

The secondary level of PPC services may include situations in which there is diagnostic certainty but prognostic variability or uncertainty and, therefore, in which more specialized maternal–fetal, neonatal, and/or pediatric subspecialty evaluation and counseling may be required in conjunction with palliative care support. For example, a baby may be diagnosed with a fetal diagnosis of trisomy 18 with associated growth restriction and a complex cardiac defect. The parents have decided to continue the pregnancy but are uncertain about the level of aggressive medical intervention they desire at birth. A family in this scenario is well-served by more specialized counseling to support decision-making. Should the family choose limited attempts at curative therapies, a secondary PPC level of support could provide consultative services and resources in a setting where more advanced neonatal care and inpatient PPC support are available. Other examples of care needed at this level are a baby diagnosed prenatally with hypoplastic left heart syndrome with an associated chromosomal anomaly or a baby who has a severe renal/urological anomaly and early anhydramnios. Babies with these anomalies require specialized counseling and the support of a palliative care consultation to assist in supporting the family’s 26goals, once those goals are determined. Again, cases such as these have reasonable levels of diagnostic and prognostic certainty, and the program’s providers are comfortable managing them.

Secondary PPC may also include more complicated cases that require planning for the delivery and initial care to take place in a fetal or neonatal center because the family is less accepting that the fetal diagnosis is lethal and desire evaluation or that “everything be done” for their baby in terms of attempts at curative treatments. Their choice could be based on disbelief, hopes for a miracle, experience in which the medical community was wrong, differing levels of trust, or even anger. Maternal–fetal and pediatric specialists, along with palliative care, can provide education regarding limited options for trials of therapy and how the integration of PPC can assist families in meeting their goals for their babies. For example, a trial period of attempts at curative therapies along with discussion and documentation of limits to when the attempts are not working requires more complicated services. Clinical examples that might fit this situation include a fetus with trisomy 13 with severe intrauterine growth restriction (IUGR) and complex, inoperable cardiac disease, or renal agenesis with associated very early-gestation anhydramnios and small chest, leading to pulmonary hypoplasia.

Tertiary PPC

Another set of circumstances that could lead to discussions of a trial of therapy are those cases with prognostic ambiguity in the short term, such as preterm, premature rupture of membranes or bladder outlet obstruction with more uncertain pulmonary hypoplasia, congenital diaphragmatic hernia with poor prognostic fetal lung measurement estimates, or severe central nervous system abnormalities. Counseling may include discussion of planned neonatal resuscitation and intervention with an adjunct of potential limitations or transitions points after birth. In these types of cases, the question is not only about whether the infant can survive, but also about the meaning of a prognosis or the making of a best interest decision for the baby. Situations such as these require neonatal and subspecialty provider input for a family to make informed decisions, and clinical access to these services in conjunction with in-house tertiary palliative care. Referral to larger pediatric/fetal centers is recommended early in gestation to allow time for counseling, decision-making, and subsequent delivery planning.

Families who choose to end a desired pregnancy following fetal or maternal diagnosis also benefit from education and counseling from an experienced team of providers. Access or referral to pregnancy termination services that provide care coordination of delivery planning, memory making, and bereavement support should be facilitated so that families receive compassionate care.4

 





PPC services, in unison with plans for fetal intervention, provide support and guidance for the family. This level of complicated decision-making, including considerations of trials of therapies and setting limits based on goals and best interests of the child, require a high level of palliative and ethical consultative expertise.






 

Medical centers that offer fetal interventions also need a tertiary level of PPC.15,16 In the past, fetal interventions were performed on a fetus who could not otherwise survive. In this scenario, 27palliative care can begin to work with the family regarding their hopes and fears and help in preparing them if the intervention does not work. More recent developments in the field, such as in utero spina bifida repair, may attempt to reduce neonatal levels of disability but carry with them the risk of significant prematurity (which could worsen disability) and/or the risk of fetal death. Therefore, counseling must include discussions about what will happen if the procedure is not successful or if the fetus does not survive. PPC services, in unison with plans for fetal intervention, provide support and guidance for the family. This level of complicated decision-making, including considerations of trials of therapies and setting limits based on goals and best interests of the child, require a high level of palliative and ethical consultative expertise.

Barriers

Barriers to including PPC are encountered at every level and have been well addressed in the literature.17,18 Practical considerations, such as distance and/or socioeconomic status, may be barriers to secondary or tertiary levels of care if accessing those services would require time and travel. On a broader scale, palliative care is still viewed by many patients and providers as the equivalent to doing nothing or giving up. Some providers delay or avoid including PPC services for as long as possible, may refer only clearly lethal cases, or may see palliative care as counter to aggressive care. Bias, lack of comfort in providing difficult news, and lack of experience offering prognostic information may also lead providers to hesitate or decline to refer a family. Similarly, many PPC programs traditionally provide services only to families who continue a pregnancy with plans to allow for a natural death; thus, families in the midst of decision-making may be excluded from this beneficial support. Primary care providers may believe that they and/or the family must be certain about the diagnosis, prognosis, and/or decision-making prior to involving PPC, when in fact, PPC services may be beneficial from the start and may help support families as they live with the uncertainty of their situation.

The Commonalities and Key Components Most Programs Offer

Most childhood deaths occur in infancy. Yet publications about PPC services continue to lag compared with literature regarding childhood oncology palliative care. Leuthner and colleagues first described infant death and hospice utilization for infant home deaths by comparing infant death certificate data and a state hospice survey.19 They found that only 10% of infant deaths occurred at home. Of the hospice/home agencies surveyed, 40% claimed to be able to provide infant and pediatrics services, but of these, only 54% cared for an infant home death. Common services provided by virtually all programs were support from nursing, chaplaincy, and social work. Many programs worked with the local pediatrician, while others worked with the academic tertiary care facility palliative care program.

More recently, in their survey of PPC programs, Denney-Koelsch et al.12 and Wool et al.13 reported on the key components and services provided by present-day programs.28 A vast majority have a coordinator of care, but the roles vary from direct patient care to program administration. Every program reported on attending to the spiritual and bereavement needs of the family. Support and respect for parent preferences and choices were the most important components of care. Desired program outcomes included parental satisfaction with physical and psychosocial support, help with the decision-making process, opportunity to parent their infant, infant comfort, and positive personal and family growth.12

The basic principle that should help direct any PPC service is that of providing seamless coordinated care. The family and their goals for their child are at the center of care with recognition that each child and family is unique. See Chapter 3, Creating Seamlessness in Palliative Care Services, for a more in-depth discussion of this care.

The Role of the Coordinator of Care and Care Planning, and the Importance and Significance of Institutional and/or Organizational Support

Reflecting on the growth and development of our program (this chapter’s case study), development was significantly enhanced with the hiring and further education and development of the coordinator of care role in our fetal center. Physician consultation took place prior to that time, but consults occurred in isolation and without a consistent guide for the family. In our program, the coordinator role is filled by nurses, but other programs have used genetic counselors, advanced practice nurses, chaplains, or social workers. Importantly, there should be medical leadership supporting the coordinator because ethical considerations and other controversies will occur. The person best suited for this type of program is someone who has or will develop a solid understanding of both maternal–fetal and neonatal clinical issues, palliative care concepts, and continuing education in perinatal bereavement.

In this role, the coordinator becomes the primary point of contact for the family, providing nonjudgmental, nonguided options counseling.1,20 Initial encounters serve to establish a relationship with the family21 by explaining the role of the coordinator, beginning to address the family’s most pressing concerns, and then arranging care to help address these concerns. In fact, one metaphor for the care coordinator is that of a mountain guide (or sherpa) who helps guide the family over the mountain they are now facing by helping them find their path and suggesting tools for their journey. When appropriate, the coordinator can provide basic education on the fetal condition, providing anticipatory guidance regarding next steps. Recognizing that the coordinator cannot have expertise in all fields, the next step is to arrange appointments with specialists who can provide more advanced education and support. Once the family has met with specialists and has a better understanding of their baby’s potential health issues, they may have needs and concerns that could be supported by other multidisciplinary consultative resources such as child life specialists, lactation consultants, social workers, financial counselors, spiritual leaders, childbirth educators, and psychologists, among others.

29The coordinator stays in contact following consultations to provide ongoing support. Such support may include clarification and medical interpretation, active listening, as well as providing anticipatory guidance on what to expect for the remainder of the pregnancy, at the time of delivery and how death may occur. The use of guided participation, a relationship-based practice recognized as a theory of teaching and learning, allows focus to be provided on the topics or issues that are most pertinent to the family or must be addressed immediately due to the clinical situation.22,23 In addition to addressing specific issues, guided participation practice consists of processes and competencies. A guide, generally someone with more knowledge and experience, works with another who is equally resourceful but in need of competency development in a certain area. As a team, they work to define family goals, subsequently translating these goals into written care plans for the pregnancy, birth, and initial newborn care. In such a scenario, the competencies of communicating and engaging, problem solving, and knowing and relating to others will address the issue of an outcome—namely, the need for clear planning prior to the baby’s birth.

Working with the medical and support specialists with whom the family has met and, most importantly, with the family themselves, the coordinator guides the development of a care plan that balances obstetrical and neonatal goals and includes the input of both professionals and parents. A care plan then becomes a tool for communication and should cover aspects of care for the family and baby as they reflect parental goals. It is important that the obstetric and neonatal plans are consistent and balanced in relation to these goals.3 The coordinator explores with family members their values, expectations, and intentions, which ensures that the plan is co-created, another aspect of guided participation that defines a process that is reciprocal and tailored to what is best for each family. For example, a family planning to allow for a natural death may forego antenatal fetal testing such as nonstress testing or biophysical profiles, may choose not to have continuous fetal monitoring during labor, and may have the goal of a vaginal delivery. The neonatal plan, in turn, would include plans to allow for a natural death and orders for comfort medications and measures. Alternately, a family whose goals include the desire for a live birth and initial assessment and intervention in the NICU may desire antepartum and intrapartum fetal monitoring, a surgical delivery for fetal intolerance of labor, and plans for initial resuscitative measures. Once written, the palliative care plan becomes a tool that communicates parental and physician goals with the labor and delivery and NICU staff so that care is seamless no matter when delivery occurs and even if the primary care team members are not immediately available.

The coordinator goes beyond the plans for medical aspects of care by exploring the social, spiritual, and psychological spheres of palliative care that may support the family. Understanding that family is not defined as only the parents and the baby, care planning should include consideration of the siblings, grandparents, and other significant support people as appropriate. The care plan should communicate the pragmatics surrounding the delivery, such as who should be present, plans for spiritual support and rituals desired, and desires for legacy creation or memory planning. The care plan should 30include dispositional goals, which can encompass topics of autopsy and funeral arrangements, further diagnostic evaluations, plans for routine newborn care such as feeding, and discharge planning.

While a written copy of a blank care plan template can be a useful tool in guiding the conversation, it must be recognized that, like a checklist, it is only a tool. Relationship-based care will allow the care coordinator to assist the family in the creation of a truly individualized plan based on their particular goals. The care plan may also include parents’ wishes for routine care that they do not want. For example, although it has become a routine perinatal bereavement practice to offer parents the opportunity to spend time with their baby’s body after death, some individuals may choose not to do so or may not desire other routine practices, such as photography. That said, “[w]hether parents want to be with their baby or not, parents need an experienced, knowledgeable, compassionate bereavement care provider to offer a safe and sacred space where they can do what is emotionally and spiritually meaningful to them.”20

Beyond being an important communication tool, the care plan and its development serve several additional purposes. First, the care plan is important to the families because it allows them to focus on being a good parent for their child who will not survive.24,25 It makes a time of anxious anticipation more real and concrete, gives the parents tasks to consider and perform, and prepares them for the events that will come next. Many families feel a sense of relief after developing a written plan because it takes away some of the unknowns. The parents have a sense that they are not powerless to care for their babies and have a sense of reassurance that their babies will be treated with dignity and respect and will not suffer. Secondly, care plan development is important for staff because it helps prepare them to care for the family in a nonjudgmental way.26 The fact that the family has a developed plan reassures the staff that honest, caring, detailed discussions have been had and the family has made the most informed decision possible. Finally, having a PPC service that assists in the development of these plans suggests there is the appropriate institutional or organizational support for this care. It validates that care of the dying is just as important as care of the living. This work can be emotionally and ethically challenging, but it can also be very fulfilling. Having staff feel that their care is supported can reduce stress or strain. The presence of a coordinator of care within an organization can also assist staff in gaining greater competence in this care by modeling interventions and/or through the provision of training opportunities.

PPC as a Philosophy of Care Integrated Across All Perinatal and Neonatal Care

We consider PPC to be part of an all-inclusive supportive framework of care rather than an isolated program. Our Fetal Concerns Center has evolved from initially providing PPC to the most straightforward cases, to supporting women who choose to end a pregnancy early following maternal or fetal diagnosis, to recognizing that PPC may benefit even those families who have chosen to attempt a trial of fetal intervention or neonatal care. Indeed, aspects of this framework may be implemented to support families through a grief reaction following a fetal diagnosis, even one as treatable as a cleft lip. These 31families, too, can benefit from the support, guidance, and advocacy that PPC programs can provide. Families facing decision-making for a fetus likely to die, or to survive but with a poor long-term neurodevelopmental outcome or with significant disability need even more support. Although families will have variable grief reactions, they all deserve some supportive concepts of PPC.

According to the World Health Organization (WHO), the goals of palliative care are to affirm life while accepting death as a normal process, to neither hasten nor postpone death, to offer support to help family cope by offering interventions aimed at comfort and quality of life, and to consider values beyond the physical needs of the dying.27 WHO goes on to suggest that we should apply palliative care early in the course of illness in conjunction with other therapies intended to prolong life, and that palliative care begins when an illness is diagnosed and continues regardless of whether a child receives treatment directed at the disease. With this in mind, PPC concepts can be integrated alongside a plan for fetal intervention, a trial of care in the NICU, and in conjunction with a host of prenatal diagnoses in which the goal is curative therapy, but the disease may be life-limiting.

When counseling parents facing a potentially life-limiting fetal diagnosis with an ambiguous or unknown prognosis, providers should not adopt an all-or-nothing approach. Rather, this uncertainty should be an invitation to begin difficult conversations, explore goals of care with families, and introduce a PPC approach. Unfortunately, prognostic uncertainty is a significant barrier to, rather than an impetus for, referral to a PPC program.17,28,29 By introducing the concepts of hope, healing, and comfort soon after fetal diagnosis, care becomes integrative rather than a separate pathway followed only after a definitive plan of care has been decided.30

CONCLUSION

The Resolve Through Sharing position statement on PPC states, “The optimal model should create a continuum of care (including support, information, and guidance) for family among providers, across settings, and over time.”31 With these themes in mind, every family facing a prenatal diagnosis of a fetal health concern should receive key components of care coordination and birth planning no matter the setting, location, or experience level of their providers. Individual organizations and institutions should provide integrative care, partnering with providers with greater expertise and/or resources as needed so that all families feel supported in their decision-making and receive seamless care.
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Creating Seamlessness in Palliative Care Services
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Perinatal palliative care programs have expanded in the past decade and are available in almost every state of the United States. Services provided vary widely, and programs are often regionalized. Some programs offer hospital-based services only, whereas others offer integrated services from academic medical institutions, community hospitals, local adult or pediatric hospice programs, or community-based support systems. Families and providers alike face challenges when caring for infants with life-limiting conditions (LLCs)—among them, timing of referral, creation of a birth plan, choosing the delivery hospital, and availability of hospice or home care services near the family’s home. The multidisciplinary complexity of services needed by families of infants with LLCs can intensify system-level challenges, affect quality of care, and lead to fragmented care. In this chapter, we examine challenges to the delivery of quality perinatal palliative care when that care is provided by more than one healthcare delivery system. Awareness and proactive diligence can facilitate transition from hospital to home for families. We present a quality improvement framework that can facilitate program development and improve access across delivery systems.

 





CASE STUDY

The following case demonstrates a variety of systems barriers that can occur in the delivery of perinatal palliative care and hospice. It also highlights how maternal clinicians, inpatient pediatric clinicians, outpatient teams, and home health providers can collaborate to overcome such barriers.

The Smiths are expecting their second child. At their 22nd gestational week obstetrics appointment, they receive news that their yet-to-be-born baby girl, Anna, has severe congenital heart disease. The couple is devastated, confused, and scared. They live in a small rural town and are referred to maternal–fetal medicine (MFM) at a prominent academic center 150 miles from their home.

The MFM team confirms the suspected diagnosis. The Smiths are offered pregnancy termination but declined. The parents are then referred to a pediatric cardiologist, a pediatric 36thoracic surgeon, and a neonatologist. The cardiologist and surgeon deem the baby’s lesion inoperable. The neonatologist and the neonatal intensive care unit (NICU) chaplain, part of the hospital’s perinatal palliative care (PPC) program, meet with the parents, who wish Anna to be as comfortable as possible. A perinatal hospice referral is made, and a birth plan is formalized. In the birth plan, Anna’s parents state that they do not want invasive or painful procedures and hope they can take Anna home to spend as much time with her as possible. Owing to Anna’s complex cardiac lesion and lack of perinatal palliative care support at the Smiths’s local hospital, the decision is made for Anna to be born at the academic center.

The palliative care team’s chaplain as well as the perinatal hospice team support the couple throughout the remainder of the pregnancy via telephone and texts. The inpatient palliative care team confirms with the newborn nursery that Anna can remain in couplet care until death or discharge. Unfortunately, Anna is born precipitously at the local community hospital. As instructed by the perinatal palliative care team, the Smiths have a printed copy of their birth plan and are able to share it with the obstetrics team and on-call pediatrician before Anna’s birth. Anna was discharged home after 36 hours. The Smiths’s rural town had no local pediatric hospice, but they were supported by the perinatal hospice program, which followed Anna until her death at 1 week of age.

Case Questions



  1.  What system barriers to perinatal palliative care existed for this family?




  2.  Which system barriers required innovation on the part of inpatient clinicians?




  3.  Which system barriers required innovation on the part of the hospice team?










 

 





OBJECTIVES

This chapter addresses the following objectives:



  •  Describe the different healthcare delivery systems for perinatal and neonatal palliative care, including hospital, clinic, community, and home-based care

  •  Discuss the challenges these different delivery systems pose to care delivery

  •  Discuss and explain how to provide seamless care across the continuum of healthcare delivery systems for perinatal and neonatal care






 

BACKGROUND

Perinatal palliative care (PPC) is a rapidly growing subsection of pediatric palliative care. PPC follows the tenets of palliative care, that is, to provide high-quality patient- and family-centered care with special attention to family values, decision making, and psychosocial support.1 However, PPC is unique because it intersects care during pregnancy and involves care coordination for an unborn patient (Figure 3.1).
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FIGURE 3.1  Components of perinatal, neonatal, and pediatric palliative care.





As is true for palliative care services for adults and older children, healthcare delivery systems for PPC have evolved over time. Some of these changes have allowed for improved care delivery for families of fetuses and infants with LLCs. At the same time, as more infants with LLCs are identified prenatally, providing seamless care across health systems that cover the care continuum from prenatal to postnatal to death and bereavement has proved to be challenging. Care can be fragmented when services from different health delivery systems (e.g., perinatal hospice, hospital-based palliative care, and community-based palliative care) collide, work in parallel, or overlap. A discussion of seamlessness draws one’s attention to the myriad of services often needed for a family who has chosen perinatal and neonatal palliative care services (Figure 3.2). The multidisciplinary complexity of services needed by families of infants with LLCs can intensify system-level challenges such as communication and coordination across inpatient and outpatient settings.

One indicator of potential system-based challenges with PPC is the small number of infants with LLCs who die at home or in a hospice facility, compared with the number of older children and adults with LLCs. According to the Centers for Disease Control and Prevention, 23,161 infants died in 2016, approximately two thirds of whom were neonates. Only 7% of these deaths occurred at home or a hospice facility, a number that has remained fairly stable since 2003.2,3 Not only are infants more likely than adults to die in the hospital, but the distance from home at the time of death is also disproportionately higher for infants, especially neonates, than for adults.4 This is likely because many families who receive a prenatal or postnatal diagnosis of an LLC transfer care to tertiary and quaternary institutions. Acute-care hospitals are often far from parents’ homes, which 38may interfere with planning for home-based palliative care services. Despite the growing number of hospital-based PPC programs (235 programs in 46 states at this writing), the services each provides varies significantly.5 Some may offer only hospital-based services, whereas others may integrate services from academic medical institutions, community hospitals, local adult or pediatric hospice programs, or community-based support systems. These system differences have a substantial impact on what PPC services infants and families receive and where.
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FIGURE 3.2  Mother and baby surrounded by the halo of multidisciplinary palliative care services they might require.





In this chapter, we examine the challenges to delivering seamless care across the continuum—from prenatal encounters to bereavement—and across healthcare delivery systems. We offer recommendations for identifying and navigating those challenges for individual families and suggest opportunities for advocating for broader health system change.

HEALTHCARE DELIVERY SYSTEMS

Antenatal

Pregnant women whose fetus is diagnosed with a potential LLC often receive their initial obstetric care in locations where PPC support is limited. Women often change healthcare 39systems entirely to access high-risk obstetric care and consultation with pediatric specialists and PPC. Some women maintain a form of hybrid care, receiving some services locally with their primary obstetric team and others at a referral center for specialized obstetric and pediatric care at a distance from their home.

When families receive services across settings, it can be challenging to ensure seamless care. For example, families referred to a private, prenatal hospice before delivery by the obstetrics team may also receive hospital-based services from an academic PPC team after the infant’s birth. Thus, even families fortunate enough to have robust access to palliative care can experience fragmented service delivery that increases the risk for gaps in care.

Ideally, families are referred to PPC programs shortly after diagnosis and before the infant is born. Given the heterogeneity of PPC program structures, referral processes vary. Some families are referred to PPC by maternal–fetal-medicine specialists prior to meeting any pediatric clinicians. Others are referred to PPC by pediatric subspecialists, for example, by cardiologists after an initial echocardiogram confirms complex congenital heart disease. Still other families are referred by neonatologists during prenatal consults but after the family has already met with multiple pediatric subspecialists. When systems are not in place (i.e., trigger criteria for PPC referral or consensus management of certain LLCs), the risk for either late referrals or delivery of conflicting medical information to a family increases. Data show that obstetric and pediatric medical and surgical subspecialists’ attitudes toward fetal surgical interventions vary according to physicians’ opinions on disability and their demographic, religious, and cultural characteristics.6 Conflicting recommendations regarding fetal and neonatal management can be confusing and stressful for families. Early PPC involvement can help to coordinate health team information and facilitate informed decision-making.

Some families are not referred to PPC until right around the time of delivery. Referral may be delayed when there is late transfer of maternal care to referral centers, a lack of PPC referral triggers, disagreement among clinicians on when PPC should be involved, or limited capacity of local PPC teams. Late referrals to PPC pose added stressors on inpatient teams, with less time to establish meaningful relationships with families and explore their values and goals of care. There may not be time to discuss whether resuscitative efforts or neonatal intensive care is reasonable or desired. Obstetrical staff may need to consider specific anesthesia/analgesia for certain palliative care cases. They need to determine whether the woman desires electronic fetal heart rate monitoring and whether, if that monitoring were to indicate fetal distress, she would choose to have a cesarean birth. Discussions about whether an infant will be a candidate for cardiothoracic surgery or hospice should not be rushed. Early referral to PPC can mitigate these hurdles. Centers or hospice programs offering PPC should advertise these services actively in their community so that obstetricians from other health systems are aware of these services.

It is important to anticipate the way that health system issues can challenge the delivery of antenatal palliative care services, such as birth plans. Birth plans are a key element of PPC for many families. The healthcare team’s ability to fulfill families’ wishes at the time of birth is dependent on a variety of system issues. For instance, parents whose infant may survive only moments to hours after birth may prefer to deliver at 40their local hospital to maximize the chance that extended family can meet the infant. But community hospital staff may not be familiar or comfortable with end-of-life care for newborns, be able to accommodate couplet care for a dying infant, or have access to NICU or PPC providers to facilitate symptom management or coordinate hospice care. Everyone involved in the mother’s and infant’s care, whether in a community hospital or regional referral center, should have access to the birth plan, which should be included in the medical record. This goal can be undermined by the local particulars of medical record standards, a problem exacerbated when maternal and infant care settings do not share the same medical record system. These system issues can increase the potential for miscommunications and weaken clinicians’ ability to fulfill parental wishes. Clinicians creating and carrying out birth plans for these families must be familiar with, and proactively address, any potential system problems. For example, making sure that parents have copies of birth plans and that birth plans are emailed prenatally to likely postnatal maternal and infant clinicians is one strategy to address medical record problems.

Inpatient Setting

Once the delivery hospital is chosen, communicating the birth plan to obstetric and pediatric team members is essential. Systems must be in place to help staff follow the birth plan. One approach is for one obstetrics nurse or social worker to become the consistent contact for all PPC birth plans and for that person to have routine meetings with his or her PPC supports. In situations where parents wish for the infant to remain in couplet care until death or discharge, obstetric teams must be trained in and comfortable with end-of-life symptom management, memory-making, and postmortem care. A cohort of obstetrics staff may wish to become the champions of this care, resulting in a small team of trained staff who act as resources for the broader obstetrical staff. In centers where the obstetrics team is not comfortable providing couplet care for dying infants, a pediatrician or neonatologist can support the family and the team. Palliative care protocols that clearly delineate staff responsibilities in these situations can be helpful, especially to clarify whether obstetrical or pediatric clinicians are responsible for ordering and delivering medications, such as opiates, for arranging home hospice, or for completing postmortem paperwork. Child life specialists can assist with preparing siblings and helping parents know what to say. Finally, social work, chaplaincy, or pastoral care resources can serve as an added layer of support for families and staff alike during and/or after an infant’s death.

For families who desire some degree of neonatal intensive care for their infant with LLCs, the plan of care and goals must be clearly communicated to all providers of care. Although NICU staff are better trained to provide cure-oriented care including resuscitation, they are usually very experienced in supporting parents through very difficult transitions. Centers may wish to identify a cohort of NICU staff who can receive extra training and protected time to act as NICU palliative care champions. If possible, the NICU might reserve separate rooms for families of infants with LLCs to allow for more visitors or cultural/religious rituals. Some NICUs have limited bed capacity and may need to proactively plan for a place where a family could spend 8 to 12 hours with their 41infant after death, if that is desired. Clinicians should also be aware of their hospital regulations regarding end-of-life care, including any limits on the time between death and when a body must arrive at the morgue.

Pediatric units may occasionally admit infants with LLCs who are transferred from the NICU or are readmitted from home. Delivery of palliative and end-of-life care may be uncomfortable for ward clinicians who rarely manage dying patients, and they may need extra support to provide this care. This support must extend to all team members, for instance, to respiratory therapists who may be uncomfortable with compassionate extubation or to nutritionists who may be uncomfortable withholding nutrition or hydration. The PPC team can help navigate ethically complex and morally distressing issues, such as discontinuation of artificial hydration and nutrition.

Where available, the inpatient PPC team is of tremendous support to the other clinicians caring for families around the time of birth. Their familiarity with serious medical decision-making, with end-of-life care, and with out-of-hospital resources can bridge gaps in knowledge among other team members. Many hospital PPC teams are small and not available around the clock, so colleagues must know what is reasonable to expect from the PPC team to avoid misperceptions or conflicts. In situations where a prenatal hospice has been involved with the family, inpatient teams should work with the hospice team to determine for this individual family who is best able to provide which services, both in and out of the hospital. It is important to note that prenatal hospice programs may not be authorized to bill for their services until the infant is discharged, creating another layer of complexity.

Perinatal Hospice

A proportion of neonates with LLCs survive to discharge. Those whose life expectancy is less than 6 months are eligible for hospice.

The availability of perinatal hospice across the United States has improved substantially in the past decade but remains limited in rural and remote areas. No official comprehensive lists of existing perinatal hospice programs exist, but at this writing the website perinatalhospice.org5 reports at least one program in nearly every state, with some states having 10 or more. Certainly, access to perinatal hospice services mirrors access to other healthcare services: Options are more limited in rural and remote areas. Where perinatal hospice is not locally available, adult and pediatric hospice programs may be able to support local home health agencies or general pediatricians via telephone or staff training. This can be one way to provide some perinatal hospice services to rural families.

The specific services offered by any individual perinatal hospice vary. Pediatric hospice programs may not be able to bill for services until after the infant is born because they are prohibited from billing for services provided to adults (the mother). Larger programs may absorb these financial losses and still provide robust prenatal services, including visits to the family home by nurses, social workers, chaplains, psychologists, and child life staff, but smaller hospice programs may need to limit their prenatal services to telephone consultation or electronic birth plan preparation. These hospice programs may benefit from close collaboration with inpatient maternal–neonatal teams to navigate 42cost-effective delivery of the services most needed by an individual family. Pediatric hospice programs are also challenged to accommodate care for the growing number of infants and children with medical complexity and medical technology. These patients are resource-intensive and may survive beyond the initial 6-month hospice period, leading to one or more extensions of their hospice period. Without a robust payment structure that allows cost-sharing for such patients, hospice programs may be challenged to continue providing a full range of services to these families.

We know that home-based deaths among infants with medical complexity in the United States increased in the years from 1989 to 2003, although mostly among White patients, suggesting some racial/ethnic disparities in receipt of palliative care services and/or variability in cultural preferences for end-of-life care.3 Furthermore, despite the growth of perinatal hospice across the United States, there continue to be few pediatric inpatient hospice beds.7 Existing pediatric inpatient hospice programs often do not have the staff or equipment capacity to manage neonates and infants, limiting the inpatient hospice options even further for families of seriously ill neonates. This may contribute to the number of neonates and infants who are dying in hospitals.

Home Care

A variety of home care services are available to infants with LLCs who can leave the hospital. The ability to bring the baby home can be quite appealing—while at the same time frightening—to a family. Providers can help prepare families for what is to come by being knowledgeable about available home care options. If a family enrolls in hospice, the hospice team will help the inpatient clinicians and the family throughout the transition out of the hospital. For families who do not feel ready to enroll in hospice, or when pediatric hospice is not an option, home care agencies can aid in assessing the infant’s needs and mapping those to available community resources.

Home health agencies adept at caring for infants are a good choice as home care providers. Pediatric home health agencies are available at some pediatric hospitals and throughout many areas in the country. When there is doubt about locally available services, every state Medicaid office has access to resources for the care of women and children, as do the National Hospice and Palliative Care Organization and The Joint Commission and the Association for Children’s Hospitals. More and more home health agencies are expanding services to include palliative care and/or are partnering with hospice programs to provide palliative care before the transition to hospice. This usually means nursing and therapy are supplemented with psychosocial care until hospice is appropriate or the family elects hospice. These are innovative models providing integrated, interdisciplinary care, blending hospital and outpatient palliative care with care at home.

In general, home health agencies provide skilled intermittent nursing services, physical and occupational therapy, and social work. Continuous home nursing is not commonly ordered for perinatal care, but the agency can work with the pediatrician and family to form an individualized plan of home care. Some infants, for instance, may have frequent appointments with specialists, so a care coordinator will be designated to work 43with the family. Others may be anxious about gavage feeding, other medical equipment, or when and how to deliver medication. Some families may want help figuring out how to let siblings hold, feed, or bathe the infant. Home care agencies can offer frequent visits during the first couple of weeks to help the family gain comfort in their new roles.

Home health agencies offer parents the benefit of being available day or night to discuss parents’ concerns. Common questions from families of infants with LLCs at home involve comfort measures, pain, and anticipated feeding or breathing difficulties. Despite initial choices to keep an infant at home until death, some parents will wonder whether they can later choose to take the baby to the emergency department for admission to an inpatient unit. Home care agencies will help prepare families for different care options, so they can have comfort in their decisions. Anticipatory loss and grief affects all family members, and the home care provider often is a bridge to identify additional counseling needs.

Providing Seamless Care Across Healthcare Settings

As noted throughout this chapter, the seamless provision of services remains a significant challenge for the perinatal and neonatal patient and family. The availability of services varies widely, and services such as respite may not be an option due to the lack of providers or insurance coverage. Evidence and experience have demonstrated that family satisfaction increases with less fragmentation of care. Less fragmentation requires better communication across all providers, ensuring clear understanding of parents’ goals for care and facilitation of those goals.8–10 The ability to meet this standard of care will often require creative, out-of-the-box thinking.

PPC programs, like other palliative care programs, can struggle with financial sustainability, often related to reimbursement. For PPC programs, reimbursement mechanisms differ according to setting. For example, more than half of the academic centers bill insurance companies for consultation services. For community-based support programs, billing is dependent on the type of agency (i.e., hospice versus home care agency) and licensing. In addition, billing is easier in those states where advance care planning benefits are included in Medicaid. Furthermore, program funding also varies significantly according to setting: 75% of local hospice programs rely on philanthropy versus 45% of academic center-based programs. Arguably, such challenges raise issues of PPC program sustainability.

Third-party reimbursement may be available; however, requirements and guidelines are often complicated and difficult to access. Providers often work for multiple agencies, including hospitals, home care, hospice, and outpatient centers, to name a few. The different types of providers and services further complicate the provision of services, as well as the availability of third-party reimbursement. Resources may be difficult to find owing to the complexity and differences. Although it is beyond the scope of this chapter to delve into this topic, it is important to note that reimbursement may be available but is often dependent on the third-party payer, state, or federal regulations. This chapter includes some links for additional information (see “Resources”), but readers are encouraged to contact the experts within their own organizations as a place to start.

44An important consideration is whether PPC saves healthcare dollars. At this point, the answer is unclear. Provision of overlapping services across settings can occur, which has the potential to increase costs. On the other hand, it may interfere with reimbursement if more than one program tries to bill the insurance for the same services. There is at least one study that demonstrated that a pilot community-based pediatric PC program reduced the cost of care; of note, 11% of those included in the analyses were children less than 2 years.11

Different models of care exist throughout the country to make the most of limited resources for perinatal and neonatal palliative care.12,13 What follows is one example of a quality improvement project that can lead to a model of PPC for seamless care including perinatal to neonatal to pediatric care. Readers are encouraged to follow a quality improvement model to assist in identifying, developing, and implementing a model of care that will increase services for this vulnerable population within an identified organization or region. A list of resources to assist in doing so can be found at the end of this chapter.

Sample Quality Improvement Project

The objective of this particular quality improvement project was to bridge the transition of having a child who may not survive birth to a child who has survived and has an uncertain future. The population of medically fragile children has been growing consistently over the past several years. Advances in medical care and technology are helping children live longer with complex healthcare needs. The population of children surviving the neonatal period is a significant part of this population. Formal PPC has only been recognized in the United States since the mid-2000s; the challenges, program models, services, and care providers are as different as the organizations that provide the services.

For this example, the geographical area has a wide variance in the types of fetal or perinatal palliative support available for women, and the primary tertiary care center is a standalone children’s hospital with several high-risk birthing centers in the region. If the mother and child have received supportive services, there are usually no clear means to ensure there is consistency among levels of care. Infants are often discharged home with confusing discharge plans and multiple follow-up appointments or transferred to a tertiary care center. At the tertiary care center, care is always initially focused on the physical issues challenging the infant and then in creating a relationship with the parents. It is critical that a detailed plan of care is communicated across all care settings.

These families can get lost in the high-tech environment of the NICU, and goals of care might not be addressed until the initial crisis of admission is over. By then, initial goals of care may not be possible or have been completely ignored. This is not by neglect but by the nature of the environment that is focused on cure, even when cure may not be an option. Referrals to palliative care are still inconsistent and often do not occur until the child is being considered for discharge rather than from admission when suffering from an LLC.

The following activities can be used to achieve these goals:



  •  Review current practices, identify loss/gaps in care, and identify key stakeholders and advocates in addition to those already identified. Review data, including population, referral sources, and conditions/diagnoses. Identify current resource availability.

  •  45Meet with the departments of fetal medicine, perinatology, and neonatology to outline services, timing of referrals, triggers for referrals, and process for referrals.

  •  Meet with development and financial advisors to identify potential sources for reimbursement and philanthropic/grant support to assist with program sustainability.

  •  Meet with electronic health record staff to determine what capacity already exists or needs to be built for documentation and data tracking across the continuum of care for fetal/perinatal referrals and transfer of care.

  •  Draft templates, processes, policies, and procedures using a concept map for the continuum of care of patient and family from fetal/perinatal diagnosis through to pediatric palliative care program for the first year of life.

  •  Walk through pilot patient- and family-identified areas for improvement and revise the model before target implementation date. A patient care navigator would be helpful to ensure clear communication across care settings.

An evaluation plan should be drafted throughout the process of development and implementation. Determination of all outcome criteria continues throughout the first year of the project and with ongoing evaluation. Quality-of-care indicators included in the services can include



  •  Diagnosis of life-limiting/life-threatening condition

  •  Time to initial referral

  •  Services involved, timeline of services provided, number of occurrences/visits

  •  Identification and documentation of plan of care, changes, additions, adherence, challenges

  •  Interventions consented to, not consented to, with reasons

  •  Ethics committee involvement, if indicated

  •  Ancillary supportive services

  •  Number of subspecialists, hospitalizations

  •  Number of family meetings, topics discussed

  •  Code or out-of-hospital orders for nonresuscitation status

  •  Family and provider satisfaction and challenges

As noted, what the authors outlined is one proposed model. The key to success is open communication and inclusion of the PPC team from the time of the fetal diagnosis. This requires breaking down silos and building bridges, which is often much easier with a collective group who share the same vision.

CLINICAL IMPLICATIONS



  •  Establish trigger criteria for PPC referrals.

  •  Understand triggers for hospice or home care referrals.

  •  46Connect hospital-based services with community-based services enhancing communication among providers and ensuring adherence to the plan of care; one way this can be accomplished is with monthly shared interdepartmental team meetings.

  •  Develop consensus guidelines for the management of certain LLCs (e.g., trisomy 13).

  •  Identify PC champions in several hospital units (e.g., labor and delivery, neonatal intensive care, pediatric intensive care, and across disciplines).

  •  Identify community resources, such as home health agencies.

  •  Partner with hospice programs in your community and be familiar with their services.

  •  Ensure clear communication across care settings. Meeting with all providers and the family before transitioning to new services/providers will help with ensuring clear communication and realistic expectations. If this is not possible, then identifying a key person, such as a care coordinator or patient navigator, can assist in helping to bridge between care settings.

  •  Implement quality improvement strategies to develop your PPC program.

Future Directions

As the field of PPC grows, so will the opportunities for quality improvement and research. Although the structure of programs will vary greatly, goals and outcomes should be consistent and based on quality care standards and guidelines. Identification of stakeholders and advocates is critical to determine how best to create seamless delivery systems.

CONCLUSION

In this chapter, the challenges in the delivery of quality PPC encountered across different healthcare delivery systems were examined. PPC is most effective when referrals are made early; however, PPC programs are often regionalized, which limits access. Partnering with hospice programs and home health agencies in one’s local community can help families make the transition from hospital to home. Anticipating system challenges and addressing these from a quality improvement perspective can facilitate PPC program development.

RESOURCES

Many of the organizations listed in the following include lists/links to additional programs and support.

State Resources



  •  State Department of Health, Children’s Services, and/or Medicaid

  •  Wisconsin Association for Perinatal Care (www.perinatalweb.org)

47National Resources



  •  Courageous Parents Network (www.courageousparentsnetwork.org)

  •  National Association for Home Care and Hospice (www.nahc.org)

  •  Society of Pediatric Nurses (www.pedsnurses.org)

  •  Association of Women’s Health, Obstetric and Neonatal Nurses (www.awhonn.org)

  •  National Organization of Rare Diseases (https://rarediseases.org)

  •  Perinatal Quality Forum (www.perinatalquality.org)

  •  Perinatal Quality Collaboratives (many are state-specific)

  •  Perinatal–Neonatal Quality Improvement Networks (state- or regional-specific)

  •  State Quality Collaborative Chart (https://www.acog.org/About_ACOG/ACOG_Departments/Government_Relations_and_Outreach/∼/media/
Departments/Government%20Relations%20and%20Outreach/StateQualCollabChart.pdf)

  •  Institute of Quality Improvement (www.ihi.org)

  •  National Quality Forum (www.nqf.org)
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49Home Today


Home today

Empty belly, empty bassinet

Stitched up womb stuffed with Percocet

My strong husband in a pile on our bed

Cold cabbage leaves pressed to aching breasts

Our son’s ashes on their way.




My friends and family say

We are thinking of you,

Tell us what you want us to do

Tell us, we are grieving for you,

But I have no words, only pictures

Of his last moments in our arms

No requests, except make it all untrue.
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Comfort in Perinatal and Neonatal Palliative Care: An Innovative Plan of Care Focused on Relational Elements



ELVIRA PARRAVICINI | FRANCES T. MCCARTHY


Perinatal detection of congenital anomalies leads to the identification of infants who are affected by life-limiting conditions with a short life expectancy. Moreover, a significant number of newborns admitted to the neonatal intensive care (NICU) unit in critical condition face potentially adverse prognoses and/or end of life. Perinatal and neonatal palliative care offer a plan for improving quality of life when extending the patient’s life is no longer the goal of care or the complexity of the medical condition is associated with an uncertain prognosis. While there are evidence-based recommendations for pain management in this population, there is no consensus about best clinical practice in promoting comfort for the neonate. A state of comfort is achieved when basic needs such as bonding, maintenance of body temperature, relief of hunger/thirst, and alleviation of pain/discomfort are met.

This chapter reviews the most recent experiences of perinatal and neonatal palliative care and provides recommendations for the implementation of innovative guidelines to achieve the baby’s comfort.

 





CASE STUDY

“We don’t want our baby to suffer” is the wish expressed by the parents of a baby diagnosed prenatally with a life-limiting condition at their first prenatal consult with the neonatal palliative care (NPC) team. The Randall family has transferred their prenatal care to a major medical center owing to the diagnosis of trisomy 18 and hypoplastic left heart syndrome in their baby. Their desire is to continue the pregnancy and to have a palliative care plan for him after birth, but they are not sure what this entails. This is their first pregnancy and they appear overwhelmed—especially the mother, who has a flattened affect when 51seen on the first prenatal visit with the NPC team. Over the course of multiple prenatal consults with the NPC team, the Randalls become relieved and grateful as they learn that their baby’s condition is not painful and that, as parents, they can provide comfort to their baby after birth by skin-to-skin holding, feeding, including breastfeeding, warmth, and medications, if necessary. A plan for the baby to room-in with the mother after birth is made. A hospice referral is made as well, in case the infant survives the first few days of life and can be discharged home.

Case Questions



  1.  What interventions can support a family’s desire for comfort of their baby facing a life-limiting condition or end of life?




  2.  Explore the meaning of liminality and consider this concept for families facing the birth of a baby with a life-limiting condition or at end of life.




  3.  How can the comfort of the baby, as the focus of care, change your clinical practice?










 

 





OBJECTIVES

This chapter focuses on the state of comfort of the baby, whether born at the cusp of viability, affected by life-limiting or life-threatening conditions, or after redirection of goal of care from intensive to end-of-life care. The chapter addresses the following objectives:



  •  Explain how comfort is a state in which the baby’s basic needs are met

  •  Describe strategies that help to achieve a state of comfort in babies with life-limiting, life-threatening, or terminal conditions

  •  Explore the relational elements of comfort measures

  •  List the tasks that professionals should consider when caring for babies with life-limiting, life-threatening, or terminal conditions






 

BACKGROUND AND SIGNIFICANCE

When prolonging a patient’s life is not an achievable goal, a proper plan of care focused on the infant’s comfort is essential. Although managing end-of-life care is a fundamental part of neonatology, medical professionals struggle with the challenges of caring for infants affected by life-threatening conditions because of a lack of guidelines,1 differences in level of care provided,2 barriers with implementation,3–5 or limited formal end-of-life education.6

One of the most challenging elements of perinatal and neonatal palliative care is that different clinical scenarios require individualized plans of action. Although most infants 52born with a prenatal diagnosis of a life-limiting condition have a short life, some of these babies can go on to live for days, weeks, months, or years, depending on the primary diagnosis, associated anomalies, and potential medical interventions.7–9 In these cases, short- and long-term plans of care are necessary to allow these infants to live their natural life in a state of comfort by meeting their basic needs.

Another challenging scenario is an infant who has been admitted to the NICU, often for weeks or months, owing to severe or chronic conditions, but does not respond to treatment and displays no progress toward healing. These infants, who face a burden of care and little hope for long-term survival, need to have an adjunctive plan focused on quality of life added to their concomitant intensive care. A multipronged plan is necessary to allow these babies to gain some comfort and facilitate conversations with their families to explore options and alternatives to intensive care.

When a baby enters the end-of-life stage, that is, a state of imminent or impending death, whether he or she is a newborn with a diagnosis of a life-limiting condition or becomes terminally ill after a course of intensive care, the goal of palliative care remains the same: to achieve a state of comfort. However, the tools utilized to provide comfort at birth can be quite different from those needed for infants still treated with intensive care.10,11

Recommendations for palliative care management of infants with life-threatening conditions have been published in recent literature.4,10,12 Several studies highlight the complexity of medical and nonmedical needs of infants whose disease is not responsive to curative treatment. Comfort in these patients is measured primarily through pain assessment,13–15 but for a newborn, comfort is not mere lack of pain; rather, it is better defined as a state in which the patient’s basic physiologic and psychosocial needs are fulfilled. Studies of parents’ perceptions of the comfort of their infants with life-limiting conditions suggest that families envision the state of comfort of their baby well beyond the absence of pain. Most parents reported that comfort for their infant entailed bonding (opportunity to spend time with their baby and to show their love) and the fulfillment of primary needs (baby was not cold, thirsty, hungry, or in pain).16 Perinatal and neonatal palliative care also focus on the support and comfort of the family. Indeed, the needs of the family are an integral part of the care of any baby or child.17–21

Thus, the lack and/or limitations of professional guidelines regarding the goals of perinatal and neonatal palliative care must be addressed. Essential elements of care include identification of the baby’s basic needs and provision of consistent and safe medical care, with the goal of achieving a state of comfort for the baby. What gives a baby comfort? How do we measure comfort? How can we provide comfort? These questions, along with attention to the needs of the family, help to form the basis of guidelines to achieve a state of comfort for newborns receiving palliative care.

PURPOSE

Healthcare providers have the privilege of supporting families facing what is likely the most difficult experience of their lives. The purpose of this chapter is to explain how 53comfort is a state in which a baby’s basic needs are met, including bonding, maintenance of body temperature, relief of hunger/thirst, and alleviation of discomfort/pain. We present practical applications of theoretical- and evidence-based research, as well as first-hand experience, to create a framework of care for babies at the end-of-life or with life-limiting or life-threatening conditions, with comfort as the central foundation and focus of that care. This chapter also explores the relational elements of comfort measures and lists tasks that professionals should consider when caring for babies with life-limiting or terminal conditions.

Current Evidence and Principles of Practice

Comfort as a State in Which the Baby’s Basic Needs Are Met

In his best-selling book The Happiest Baby on the Block,22 Harvey Karp reports observations of “calming tricks used around the world” and proposes that calmness can be achieved by reproducing a womb-like experience for the crying newborn. He states that newborns “love womb-like holding, rocking, and skin-to-skin touch” and suggests following a checklist as a guide to achieve comfort: “If she is hungry … feed her; if she is wet … change her diaper; if she is cold … bundle her up; if she is lonely … pick her up.” These simple observations are essential elements in the identification of the basic needs of any newborn, including those affected by life-threatening conditions.

Scientific evidence related to the achievement of a state of comfort is provided in a policy statement by the American Academy of Pediatrics.23 The document underlines the effectiveness of nonpharmacological strategies, such as holding, swaddling, massage, skin-to-skin care, sucking, breastfeeding, and oral glucose in reducing stress and discomfort in healthy newborns undergoing painful procedures. These same strategies can be used to promote a state of comfort in a newborn with a life-limiting or terminal condition, even in the absence of pain.16

Bonding, maintenance of body temperature, relief of hunger/thirst, and alleviation of discomfort/pain are the essential elements of neonatal palliative care (Table 4.1).

However, the achievement of comfort for patients with different clinical scenarios, such as newborns with life-limiting conditions (Box 4.1) versus NICU infants with life-threatening or terminal illnesses (Box 4.2), requires individualized and creative plans of care adapted to each infant’s medical and nonmedical needs. The medical/nursing team should make daily rounds at the mother’s bedside (delivery room or postpartum room) or in the NICU and provide recommendations for a detailed plan of care focused on comfort, with the help of multidisciplinary professionals if available (social worker, speech pathologist, lactation consultant, child life specialist, chaplain, occupational/physical therapist, psychologist). Professionals should routinely assess the clinical status of the infant and create plans of care to address new areas of need.

Relational Elements of Comfort Measures

It is interesting to note that the word comfort derives from the Latin roots cum and fortis, the meanings of which (cum = with, together; and fortis = strong) suggest a relationship that provides strength. This terminology perfectly describes the relational nature of the essential elements of comfort measures. Whether we consider bonding, feeding, maintaining warmth, or the alleviation of agitation, discomfort, or stress, fulfillment of these needs always occurs in a physical relationship between the baby and his or her family and the medical–nursing team. These strategies not only succeed in achieving comfort for the baby, but also provide great benefits to their parents, since the comfort of the baby gives comfort to the family.16



54TABLE 4.1 Essential Elements to Achieve a State of Comfort for Newborns Treated With Palliative Care









	ESSENTIAL ELEMENT
	STRATEGY





	Bonding
	Encourage holding, skin-to-skin care
Provide parents the opportunity to take care of their baby’s needs (breast/bottle feeding, nutrition via NG/OG/G-tube, diaper change, bath, dressing, etc.)
Provide parents the opportunity to help with their baby’s medical needs (taking temperature, suctioning, help with medical dressing, etc.)
Promote bonding in delivery room, on the postpartum floor while the baby rooms with the mother, or in the NICU. A private space should be provided. If no family members are available, healthcare personnel or trained volunteers should hold the baby



	Maintenance of Body Temperature
	Skin-to-skin care, holding
Warmer, heat lamps, swaddle in blankets



	Relief of Hunger/Thirst
	Breast/bottle feeds (breastfeeding/lactation consultant/speech pathologist support)
Special nipples or devices (speech pathologist support)
Use of NG/OG/G-tube as appropriate
Infant NPO or end-of-life care: colostrum care, sucrose drops, nonnutritive strategies (speech pathologist support)



	Alleviation of Discomfort/Pain
	Assessment of respiratory distress (air hunger, agitation, increased work of breathing, gasping) and use of nonpharmacological strategies (gentle suctioning upper airways, positioning) or pharmacological treatment (morphine sulfate PO/IV; fentanyl IN; lorazepam PO/IV; midazolam IN)
Assessment of pain by validated clinical scores and use of nonpharmacological strategies (positioning, skin-to-skin, sucking) or pharmacological treatment (acetaminophen PO/PR; morphine sulfate PO/IV; fentanyl IN; lorazepam PO/IV; midazolam IN)









G-tube, gastric tube; IV, intravenous; IN, intranasal; NG, nasogastric; NPO, nil per os; OG, orogastric; PO, per os; PR, per rectum.

Source: Modified with permission from Parravicini E. Neonatal palliative care. Curr Opin Pediatr. 2017;29:135–140. doi:10.1097/MOP.0000000000000464





Although comfort of the baby is the focus of this chapter, it is also important to consider how to comfort the family. After a life-limiting diagnosis has been made and the family is seen for a prenatal palliative care consult, it can be very helpful for them to be reassured that their baby is not experiencing pain in utero. While in utero, the baby to be born is receiving oxygen, nourishment, and warmth from his or her mother. For some babies, their time in utero will be their entire lifetime. Encouraging families to embrace this time of parenting and experiencing their baby’s life can help to give precious memories that might not have been realized otherwise. Furthermore, giving families an opportunity to express their dreams, fears, and desires regarding a plan of care for their child’s brief life allows them some measure of control in a situation that affords them very little.

 





55BOX 4.1 PROVIDING COMFORT OVER TIME TO NEWBORNS WITH LIFE-LIMITING CONDITION

STAGE

Prenatal Counseling

Discuss comfort measures in detail including skin-to-skin touch, warmth, feeding/hydration, and relief of symptoms including gentle suctioning and medication for discomfort if needed

Assure parents that a state of comfort for their baby can always be achieved, regardless of his or her condition

Involve multidisciplinary services*

Formulate a tentative plan of care with the family according to their preferences and cultural/social/religious background and post it on mother’s clinical chart

Before Delivery

Review plan of care with family

Notify multidisciplinary services* of the impending delivery

Collect items for special dressing if needed (anencephaly, gastroschisis, limb–body–wall complex, etc.)

Obtain clothing appropriate for the baby’s clinical condition and size

In the case of cesarean birth, book a private room for recovery

After Delivery

Bring baby to warmer; dry baby and provide gentle suction if needed

Quickly evaluate baby’s clinical status

Place hat, apply dressing as needed, and wrap in clean warm blanket

Bring baby to mother for skin-to-skin or holding

In the case of cesarean birth, place baby cheek-to-cheek with mom or, if mother is unavailable (medical complications), have father or support person hold baby

The baby should be kept with the family unless they request otherwise

Facilitate bonding by involving siblings and extended family per the family’s wishes

Promote interventions by multidisciplinary services*

If baby is in state of impending death, then



  •  Facilitate bonding and warmth by skin-to-skin or holding

  •  Consider colostrum care

  •  Assess for discomfort/pain and treat if needed

  •  If the baby dies in the delivery room, help parents with bath and dressing and allow family to take the body with them to postpartum, if they so desire

56If baby is relatively stable, then



  •  Facilitate bonding and warmth by skin-to-skin or holding

  •  Baby can be put to the breast if able

  •  Mother should be given a breast pump as soon as possible if she desires to breastfeed or give her baby breast milk

  •  Assess for discomfort/pain and treat as needed

  •  Discuss administration of vitamin K, eye prophylaxis with family

  •  As the mother transitions to postpartum, the baby should be transferred with her for rooming in

Postpartum Course

Provide a private room

Do not resuscitate/do not intubate (DNR/DNI) and medical orders including:



  •  Vital signs: Heart rate, respiratory rate, temperature, and pain score every 12 hours or as needed if there are changes in the baby’s status

  •  No blood or other tests should be obtained, unless needed for confirmation of diagnosis

  •  Discuss whether to obtain the Newborn Screening Test with the family

Feedings:



  •  In the first 12 to 24 hours, feed the baby ad lib (breast milk or formula)

  •  At 24 hours, continue to feed ad lib and establish a minimum total fluid intake to guarantee relief of hunger/thirst (breast milk or formula)

  •  Breastfeeding should be encouraged; lactation specialist may be consulted

  •  If baby is unable to breast or bottle feed, speech pathologist should be consulted

Facilitate bonding by involving siblings and extended family as per the family’s wishes

Assess and treat discomfort and/or pain based on pain score, parental assessment, or change in clinical status (grunting, increased respiratory effort, actively dying)

* Multidisciplinary services include social worker, child life specialist, chaplain, and psychologist if needed.






 

 





57BOX 4.2 TASKS TO PROVIDE COMFORT TO NICU INFANTS WITH LIFE-THREATENING OR TERMINAL CONDITIONS

INFANT’S NICU STATUS

Critically Ill but Receiving Full Intensive Care



  •  Discuss baby’s clinical status and potential comfort interventions with primary medical/nursing team.

  •  Discuss with parents a plan of comfort interventions following conversation with medical/nursing team.

  •  Provide privacy.

  •  Facilitate baby/parents bonding by holding, gentle touch; occupational/physical therapy may be consulted.

  •  Consider colostrum care or nonnutritive strategies; speech pathologist may be consulted.

  •  Provide parents the opportunity to take care of their baby’s needs (feedings as appropriate, diaper change, sponge bath, dressing, etc.).

  •  Provide parents the opportunity to help with their baby’s medical needs (taking temperature, suctioning, help with medical dressing, etc.).

  •  Involve multidisciplinary services.*

At End-of-Life Stage After Redirection of Goal of Care



  •  Discuss plan for removal of life-sustaining support with parents.

  •  Assure parents that a state of comfort for their baby can always be achieved, regardless of his or her condition.

  •  Involve multidisciplinary services.*

  •  Provide a private room.

  •  Do not resuscitate/do not intubate (DNR/DNI) order and removal of life-sustaining support in appropriate fashion and following family’s wishes.

  •  Maintain IV access, if present, for pain management.

  •  Facilitate bonding and warmth by skin-to-skin or holding.

  •  Consider colostrum care or nonnutritive strategies; speech pathologist may be consulted.

  •  Assess for discomfort/pain and provide medication as needed.

  •  After the baby dies, help parents to bathe and dress their baby.

  •  Facilitate bonding by involving siblings and extended family per family’s wishes.

* Multidisciplinary services include social worker, child life specialist, chaplain, and psychologist, if needed.






 

58Strategies That Support a State of Comfort

Bonding

Watching a mother cradling and calming her crying child is a scene that exemplifies the first of four cornerstones of perinatal and neonatal palliative care: bonding. The first need of a newborn is to bond with the family.

Human beings are by nature social and relational and do not do well when left alone or are isolated. Since the very beginning of their intrauterine life, babies develop in direct contact with their mother, constantly listening to the maternal heartbeat. Once they are born, crying babies typically calm down when allowed to continue to listen to mom’s heartbeat, either by skin-to-skin contact or simply by being held. An infant’s neurological development strictly depends on interaction and stimulation. In adult life, our social nature manifests itself in affective relationships among family, friends, and colleagues and extends to interactions in team work, team play, and belonging to clubs or associations.

Bonding is often referred to as attachment and can be defined as the process by which emotional and physical connections occur between a parent and the baby. As a developmental psychiatrist, John Bowlby recognized that humans are biologically “prewired” to be connected, beginning at birth. In addition, Bowlby described a secondary process that he called caregiving.24 Other research has posited that caregiving is a process that begins in pregnancy and continues through birth and afterward—a reciprocal process between the mother and the baby.25 For most newborns, this mutually beneficial and dynamic relationship fosters healthy physical, psychological, and social development. The process is similar for families whose babies have a life-limiting condition, although the death of the baby will obviously change some of the dynamics.

In the context of neonatal palliative care, the promotion of parent and infant attachment is a primary goal. Parent and baby bonding and the interaction with siblings and other family members can be implemented in the delivery room, in postpartum, in the NICU, and eventually, when possible and appropriate, at home with hospice support.

Skin-to-skin care, also called “kangaroo care,” has been used largely in the NICU population, and numerous benefits, such as physiological stabilization, thermal regulation, maternal lactation, and improved brain maturation, have been documented.26 Moreover, skin-to-skin care has been shown to successfully decrease pain during painful procedures.27

As we consider infants with life-threatening or terminal conditions, we recognize that skin-to-skin holding greatly facilitates bonding, can be implemented by both mothers and fathers, and is the preferred caring practice among nurses in end-of-life care settings.28 Interviews conducted with NICU nurses revealed that this strategy provides parents with an opportunity to spend time with their infant without all the tubes and wires and gives the dying baby the opportunity to feel his or her parents’ proximity and to experience closeness, touch, and comfort. Moreover, skin-to-skin care was also perceived by nurses as a way to prevent suffering, since babies would experience comfort and safety in hearing the mother’s heartbeat and voice.28

For babies born with life-limiting conditions, skin-to-skin contact as soon as possible after birth is vital. These babies should be brought to an open warmer in warm towels, 59dried, suctioned if needed, and quickly evaluated. The father can cut the cord above the umbilical clamp at this time. A hat is placed on the baby, and dressing is applied as needed in the case of severe physical anomalies. Then the newborn is wrapped in a blanket and brought to the mother for skin-to-skin holding. Photographs should be taken. If the parents desire blessings or rituals, they may be done at this time. Mothers having a cesarean birth can have the baby brought to them and placed cheek to cheek so that they can feel each other’s warmth. The father or support person can help to position the baby on the mother’s chest or next to the mother so that she can see her baby. The mother should be recovered in a private room where she can more easily hold her baby, spend time with family, and receive pain medications if needed. Often this time is spent having the baby held by all the family members or friends who are visiting. Frequently, the baby dies in someone’s arms so calmly and quietly that no one realizes it. Preparing the family for the physical changes that are seen in a dying baby is essential and is discussed later in this chapter.

A baby who survives the early postnatal course in the delivery room should be admitted to a private postpartum room with his or her mother and family where they can enjoy time together. Parents should be encouraged to provide care as they would with any other baby.

If the infant dies in the delivery room or while in postpartum, parents should be able to spend as much time as they need with their baby’s body. This is the only time they have to parent their baby and they should not feel rushed. Commercially available cooling pads can be offered to parents who want to keep their baby with them through the maternal admission or until they are ready to say goodbye. Use of a cooling mattress is very individual, and families should not be pressured to use one or not. In addition, the amount of time a family may wish to keep their baby’s body with them will vary greatly. Whatever makes them most comfortable is the right choice.

Bonding in the NICU presents its own unique challenges. The NICU environment is filled with the sights and sounds of intensive care, and a lack of privacy is the norm in most NICUs. It may be possible to pull a curtain around the bedside, but a curtain cannot block sound. The sounds of alarms can be quite disturbing and distracting for a family that wants to create a quiet, intimate space for bonding. NICUs are also filled with numerous staff members who are rounding, providing bedside care, performing tests, moving equipment, and transporting patients. Parents might be asked to leave their baby’s bedside when another nearby infant needs an intervention or undergoes a procedure. In these situations, quiet, private, uninterrupted bonding time might not be guaranteed.

Palliative care and intensive care are not mutually exclusive. Bonding should be facilitated for critically ill infants with a potentially adverse prognosis, but the baby must still be fully treated in the NICU. Care should be given to identify private and relatively quiet spaces within the busy NICU for patients in need of family time.

Infants who become terminally ill after an unsuccessful intensive care course in the NICU can be transferred to a quiet and private environment while still on mechanical ventilation so that the process of withdrawal of life support can happen in a controlled 60fashion following the family’s desires and expectations. Here, the family can spend unlimited time during the dying process and after.

Time for baby–family bonding is often limited by distance, medical treatment, and the baby’s condition, but palliative care can optimize the parenting experience by providing safe and practical opportunities for attachment and comfort. Interventions such as skin-to-skin, touch, holding, bathing, and massage may be offered, based on the baby’s condition, family desires, and discussion with the primary medical/nursing team.

Parenting activities are also part of bonding. Simple tasks such as taking a temperature or changing a diaper help parents connect with their child.29 Parents have been preparing for the birth of their child and the opportunity to care for him or her. Empowering families to feel capable of providing care and comfort for their baby reinforces bonding, helps to reduce anxiety, and creates experiences and memories for the family to recall. Another parenting activity is bathing. Families should be offered an opportunity to bathe their child or to have the nurse bathe the baby with them or in front of them. Bathing should be offered to families whether the baby is alive or has died. Some families might be surprised that bathing their baby’s body is offered to them, and staff can normalize this for the family by modeling behavior. Handling a baby’s body can be difficult. Since there is no muscular activity, the baby’s head and body need to be well supported. This can afford an opportunity to invite the parents or family members to help the professional with the bath. Some commercially available bathtubs have a sling that cradles the baby’s body while it is being bathed, allowing whoever is bathing the baby to have two hands free. Before bathing, gather a washcloth, soft towel or blanket, baby soap, baby lotion, and clothing. Using warm soapy water and a heat lamp or radiant warmer, invite family members to help with the bath. If the family is uncomfortable holding the baby, they can assist by washing the body while it is being held by the nurse or by pouring warm water to rinse the baby after bathing. Placing the baby in the soft towel and assisting the family in drying the baby, combing the hair, and dressing the baby provide precious memories for the family. Taking time to do this with the family and treating the body reverently are important ways to communicate your respect and honor for their precious child. If the parents wish, photographs should also be taken while the bath is being given.

Maintenance of Body Temperature

Maintenance of body temperature is another essential element to implement comfort. Any infant can easily maintain body temperature by being managed with skin-to-skin holding or by being held and swaddled in warm and soft blankets. Several studies demonstrated the efficacy of kangaroo care in maintaining a stable body temperature in full-term newborns.26 Moreover, it has been shown that extremely low birth-weight infants warm up and are able to maintain a stable body temperature when kept skin-to-skin with the mother.30

Although other methods to maintain stable body temperature in dying babies have been proposed, skin-to-skin strategies are preferred because they facilitate an experience of bonding at the same time. Mothers and fathers can successfully provide skin-to-skin care. Commercially available sling carriers can hold the baby against the body of the 61person wearing it, keeping the baby warm and the holder’s hands free. Care must be taken to position the baby with the head well supported and the mouth and nose free.

Relief of Hunger or Thirst

Being nourished is not only a basic need, but also a pleasurable experience of bonding for the baby and their parents. Mothers have an instinctual and deep desire to nourish their babies because nutrition is associated with life, no matter how short it might be. Mothers and fathers bond with their infants while feeding them, and feedings are aimed at providing comfort to the baby and the person feeding the baby.31 More importantly, by offering nutrition to babies with life-limiting conditions who can tolerate feedings, we respect their natural length of life. The American Academy of Pediatrics recommends that “children who are hungry or thirsty, who are capable of oral intake, and for whom there are no medical contraindications to eating and drinking should be given food and fluids by mouth.”32

Feeding is an essential element of comfort for newborns with life-limiting conditions who are not in a state of impending death.12,16 Parents should be encouraged to feed their baby because feedings are intended to be a joyful and comfortable experience for both caregiver and child. Women who opt to provide breast milk may benefit from a visit from a lactation consultant, who can offer assistance with infant latching, breast care, expressing milk, and recognizing feeding cues from her baby. Even if the baby is expected to have a short life, breastfeeding can be a very pleasurable experience, and mothers should be offered this aspect of bonding.

A speech pathologist should be consulted for babies with a weak suck or physical anomalies like a cleft lip or palate. The speech pathologist can assess the infant’s oral motor reflexes, secretion management, oral and pharyngeal phases of swallowing, physiologic stability, and his or her readiness to suck and swallow with acceptable coordination. Special nipples, bottles, or feeding devices are available to help these infants feed safely and comfortably. Some infants may require a nasogastric or orogastric tube, or placement of a gastrostomy tube. These techniques can be taught to the parents by the bedside nurse.

Nutrition/hydration for an infant in a state of impending death, whether in the delivery room after birth or in the NICU after redirection of the goals of care, is focused exclusively on comfort and may include withholding IV nutrition when death is expected over the next few hours. Relief of hunger and thirst can be achieved in several ways. Colostrum care is one method. Drops of colostrum can be hand-expressed onto the baby’s lips or swabbed in the baby’s mouth. In addition, small amounts of breast milk, formula, or sucrose can also be given via syringe/dropper. Nonnutritive strategies, such as offering an emptied breast, a pacifier, or gloved finger, can also be done. Moreover, a speech pathologist or lactation consultant can be asked about how to utilize these strategies to reach a state of comfort for babies at the end-of-life stage.

Mothers whose babies have died may continue to produce a great deal of breast milk, or they may have stored breast milk if their infant was in the NICU. Mothers may be interested in becoming breast milk donors. These principles are discussed elsewhere in this text.

62The following comments, collected by a speech pathologist during conversations with parents, underline the importance of feeding as a relational element essential to achieving an experience of comfort and bonding between the baby and the family. Parents are indeed concerned about the ability of their babies to be nourished: “Will my baby ever be able to eat like her sister and brother?” Moreover, parents desire to “be able to do something with their baby.” Mothers recognize their own need for motherhood: “It’s a mom’s first instinct to want to feed her baby,” and parents stated that “feeding my baby provided us with lasting memories.”

Alleviation of Discomfort/Pain

The greatest desire of families, next to having their child survive, is not wanting their child to suffer. Most congenital life-limiting conditions do not cause pain per se; however, during the dying process, some degree of discomfort can occur. Moreover, infants who are in the end stages of life after unsuccessful treatment in the NICU are at high risk of experiencing pain. Pain management in palliative care is discussed in full in another chapter of this book. Therefore, we provide only a few recommendations here.

A state of comfort includes, among other factors, alleviation of discomfort and pain. Increased work of breathing, air hunger, agitation, or gasping must be assessed and can be successfully treated with nonpharmacological strategies, such as gentle suctioning of the upper airways and positioning, or with pharmacological treatments, such as opioids or benzodiazepines. As an infant faces the end-of life stage, it is essential to explain the physical changes of the infant over time (change in color and breathing patterns) and the expected length of time to death. Family can freely bond with the baby and be aware of the ongoing end-of-life process, while the medical/nursing team can discreetly assess the baby’s basic needs and address each symptom.

Pain scales and parental assessment should be used to evaluate pain. If a parent feels that the baby is uncomfortable or in pain, this needs to be addressed immediately. If the use of nonpharmacological strategies does not bring relief, pharmacological treatment should be employed.

For infants able to be discharged home with hospice care, signs and symptoms of distress should be discussed with parents before discharge to prepare them for the physical changes occurring at the time of death. Changes in feeding tolerance and breathing patterns, the presence of gasping, body color changes including duskiness and pallor, decreased motor activity and alertness, and temperature fluctuations are anticipatory signs of impending death. Parents should be reassured that hospice will provide round-the-clock coverage by telephone to offer immediate support to them until the nurse arrives to evaluate the situation.

Beyond these basic needs, there are specific medical and nonmedical needs for each infant according to diagnosis, clinical condition, and family preferences. Thus, the medical/nursing team needs to establish a personalized plan of care for each patient.

Most babies affected by life-limiting genetic conditions have associated physical anomalies that must be considered. For instance, in the presence of omphalocele or gastroschisis, a surgical dressing to contain and protect the intestines will be needed while 63the baby is alive. Similarly, babies with acrania, exencephaly, or anencephaly will need dressings with petroleum jelly, dry gauzes to cover the scalp wound, and a hat that ties under the chin to keep the dressing in place. A large diaper can be used to cover and contain abdominal or spinal anomalies, such as limb–body wall sequence or open myelomeningocele. It is important that staff be prepared for how the anomaly will look and how to care for it. Equally important is that staff do not show any expression of shock, fear, or disgust to the family. Staff must remain calm and stoic in the face of a surprising feature. Parents appreciate when staff point out normal features of their newborn and comments on what is “cute,” “perfect,” or “beautiful” about their baby. Physical anomalies should be described to the family before they meet or view photographs of their baby because the family’s fantasy about what an anomaly looks like can be vastly different from the reality. It also allows the family to see what caused the death of their baby. One medical photograph should also be taken. This photograph can be in a separate envelope or covered by an index card so that the family will see it only if they choose to look at it.

Lastly, cultural and spiritual competence are essential to formulate a plan of comfort suited for infants and their family members. Clinicians should be aware of whether the options being discussed are considered acceptable to families of different cultural and religious beliefs. To this aim, collaboration with a multidisciplinary team including social workers, psychologists, chaplains, and cultural/religious representatives is warranted.31,33

Tasks to Consider When Caring for Babies With Life-Threatening or Terminal Conditions

Establishing a state of comfort for babies with expected short lives is indeed always possible, as reported by parental perceptions of their babies’ comfort when their newborns were treated by a standardized palliative care program.16 However, identification and satisfaction of the complex medical and nonmedical needs of these precious infants and their families can be problematic. A list of detailed clinical suggestions (see Table 4.1, Box 4.1, 4.2) and the list of online resources provided at the end of this chapter may help navigate this challenging journey for babies, their families, and the professionals caring for them.

CONCLUSION

The goal of perinatal and neonatal palliative care is to achieve a state of comfort for infants affected by life-limiting or terminal conditions or complex illnesses with the potential for adverse prognoses. Bonding, maintenance of body temperature, relief of hunger/thirst, and alleviation of discomfort/pain are basic needs for any infant. And for babies whose lives are expected to be short, as well as for their families, these are essential relational elements to consider for the achievement of comfort.

Standardized guidelines should be implemented at birth and throughout the course of illness to identify and address these basic needs. Moreover, professionals should develop a personalized plan of care for each of these fragile infants according to the baby’s diagnosis, clinical status, expected length of life, and family desires.

64RESOURCES

Neonatal Comfort Care Program at Columbia University Medical Center website (www.neonatalcomfortcare.com)

Video made by NewYork-Presbyterian Morgan Stanley Children’s Hospital (https://www.youtube.com/watch?v=WSf8gh41Ml4)

Talk by Elvira Parravicini, MD, in Dublin, Perinatal Hospice Conference (https://www.youtube.com/watch?v=5cfuf8KMVsU)

Talk by Fran McCarthy, RN, in Dublin, Perinatal Hospice Conference (https://www.perinatalconference2016.com/speaker/francesmccarthy)
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Suspending Judgment: Being With and Knowing the Family of a Critically Ill Neonate



TERRI MAJOR-KINCADE | LESLIE L. HARRIS | STACY C. SMITH


Despite increasing growth and recognition of the family’s importance within perinatal and neonatal care, discussions with the family regarding redirection of care and hospice remain marred by healthcare provider judgment and/or bias. It was once thought that only certain groups of people were subject to bias, but all humans carry with them often unconscious biases and judgments learned within cultural settings. Communication skills are rarely taught in medical schools, and communication is just beginning to be recognized as crucial to providing patient care. In this chapter, we base our discussion of judgment and bias on a common vignette regarding an infant with a possible terminal condition in the neonatal intensive care unit (NICU). This discussion provides a segue into the importance of families and their belief systems and the impact that those belief systems may have on both caretakers and patients. We explore key aspects of conflict resolution and how suspending our own judgments and biases may be helpful while interacting with families with belief systems different from our own. Finally, one of the authors discloses an amalgam of experiences with her own child in many settings, illustrating that when people are placed under undue stress and concern, they may be affected by physiologic processes that affect their ability to process information and to make difficult decisions. Therefore, there may be a need for different care and communication styles with families experiencing chronic and terminal disease in the NICU and beyond.

 





CASE STUDY

In their early 40s, Mr. and Mrs. Thomas were surprised, yet delighted, when they found out they were expecting another baby. They had two other children, ages 7 and 4. After living in a small Midwestern town for most of their married life, they had recently moved to a large urban area for Mr. Thomas’s job as an engineer. This move allowed Mrs. Thomas to be a stay-at-home mother. During their initial fetal ultrasound examination at 18 weeks, the couple was informed of several concerns that suggested a major chromosomal anomaly. Some of these concerns included a tracheoesophageal fistula (TEF), club feet, cleft lip and palate, atrial–septal defect (ASD), and overlapping fingers, 68all consistent with trisomy 18. Owing to their move to the new city, the hospital system and all of the physicians were new to the couple when they received this news. A week after the ultrasound appointment, they met with a perinatal specialist. Mr. and Mrs. Thomas were given two options: termination or “wait and see.” The couple, deeply religious, saw only one option: continue with the pregnancy. Terminating the pregnancy was contrary to their values and beliefs. Their daughter, Hannah, was born at 37 weeks weighing 4 pounds. Hannah cried briefly at delivery, and the Thomases requested that “everything” be done. Preliminary studies were consistent with the prenatal diagnosis of trisomy 18, including a TEF and an ASD. Hannah has been in the NICU for close to a week, requiring increasing ventilatory support each day. The team reports frustration that there is no clear plan of care, although multiple attempts have been made to talk to the family about Hannah’s prognosis. Mr. Thomas has been insistent that he would like the TEF and the baby’s heart condition to be surgically repaired. The nurses report that he seems to become angry easily, often raising his voice and shouting at staff. They also report that Mrs. Thomas remains hopeful that the initial diagnosis was wrong. Clinicians in the NICU overwhelmingly agree that continued treatment is not in Hannah’s best interest and that she should be allowed to die a natural death. The staff also express concerns about the Thomases’ decision-making, with murmurs of “What are we doing?” and referring to Mr. Thomas as “difficult.”

Case Questions



  1.  How do we best support this infant, her family, and the staff during this situation?




  2.  How do we evaluate our care from an ethical standpoint using conflict resolution skills?




  3.  How can we ensure that we see the family and suspend judgment and/or bias when their views may be different from ours?










 

 





OBJECTIVES

This chapter addresses the following objectives:



  •  Describe a common scenario and the effect of the healthcare team’s judgment and/or bias while caring for children with chronic or terminal illness

  •  Review recent data about family well-being and/or suffering while receiving perinatal/neonatal palliative care

  •  Explain key tenets of conflict resolution in difficult conversations and how they can support families receiving perinatal or neonatal palliative care

  •  Explore best practices for accepting and avoiding bias and/or judgment when providing perinatal/neonatal care through the lens of a physician and baby’s mother as a patient






 

69BACKGROUND AND SIGNIFICANCE

The fields of neonatal and perinatal palliative care, and most recently perinatal hospice, have grown steadily over the last 20 years.1 Limited discussions of palliation of incurable conditions have given way to recognition of the importance of end-of-life care: effective chronic or end-of-life symptom management, family-centered care, the value of the family in difficult decision-making, memory-making opportunities near the end of life, and anticipatory support and guidance while the fetus as patient is still in the womb.2 Even with this progress, several systematic reviews highlight that significant gaps remain in the literature regarding best practices for supporting parents and caregivers of critically ill infants.3 Parents continue to report dissatisfaction with conversations around the end of their child’s life. This frustration appears related to communication missteps, for example, the physician provides information that is insufficiently clear for informed decision-making or communicates in a manner that leaves the parent feeling judged, discounted, or unsupported. Unfortunately, this is often unbeknownst to the clinician.4 Providers continue to report discomfort with these conversations. Physician or healthcare provider discomfort stems largely from lack of tools to enable navigation of conflicts, perceived cultural nuances, and perceived ethical boundaries, which often lead to moral distress.

Because every family, child, and loss is different, is it even possible to create one protocol, approach, or practice guideline that helps all families to feel supported? Those who have done the most work to advance our understanding of this answer are also those who leave us with the most questions, which underscores the complexity of this subject.5 One area that remains particularly gray is suspending judgment and/or bias when meeting and working with a family experiencing a loss. At first glance, this may sound easy, but it may be the most difficult part of the provider’s job. An effective conversation demands that all our own cultural, social, and ethical belief systems are put aside, and we are willing to learn and work within the belief systems of a specific family.6 More often than not, this does not occur. In fact, both nurses and physicians have been shown to have strong feelings with respect to parental decision-making at the end of a child’s life.7 Healthcare workers have shared that they felt it more difficult to work with certain cultures and that certain family units were less likely to understand the breadth of decision-making.8 These challenges are inconvenient to providers, which may lead to further lack of meaningful conversation between the healthcare team and the family.

To discuss the suspension of judgment or bias, a deeper understanding of both personal bias and the infant’s place in the family system is needed. The Merriam-Webster dictionary defines bias as “an inclination of temperament or outlook. Especially a personal and sometimes unreasoned judgment: prejudice.” This chapter is, therefore, relevant to all healthcare providers because we all have conscious or unconscious personal biases (Box 5.1), usually learned in our cultural settings.9 Misunderstandings and pre-formed judgments may easily arise, often before seeing the patient or family. Patients, physicians, and healthcare providers increasingly hail from varied backgrounds and 70cultures, so close examination, constructive use, or suspension of our own frame of reference becomes more important for providing excellent clinical care to infants and families living in the context of terminal or chronic disease.

 





BOX 5.1 SUBTLE SIGNS OF POSSIBLE CAREGIVER BIAS

Labeling families as “difficult”

Questioning choices of families through the lens of our own unique experience

Expecting to validate stereotypes about parental choices based on cultural/economic/societal perceived norms

Minimizing conversations with families due to perceived expectations or prior encounters with the family during this vulnerable state

Viewing families as presenting an innate challenge to moral or ethical decision-making

Judging parental decision-making by concrete timelines






 

Quantitative evidence of healthcare providers’ bias and/or judgment is lacking, and most studies are based on hypothetical vignettes.10 To make matters even more multifaceted, a family’s fragility and vulnerabilities when facing the unimaginable or processing the aftereffects of a loss may manifest in different ways. Thus, we must rely on carefully examined qualitative studies, personal experience, and input gained from families grieving a loss and their experience of the event within the hospital setting.11

PURPOSE

The purpose of this chapter is to explore, through a familiar vignette, the nuances of human judgment and bias that impede the ability of the healthcare provider to know and be with the patient and family, explain key tenets of conflict resolution in difficult conversations, and discuss best practices for accepting and avoiding bias and judgment while providing perinatal and/or neonatal care through the lens of a physician and patient mother.

Conflict Resolution in the Clinical Setting

Stories like the Thomases’ are not uncommon in NICUs. Families are often faced with unbearable decisions regarding the life or death of their newly born child—decisions they will carry with them for the rest of their lives. Owing to the incredible advances made both in technology and the care of extremely premature neonates or those with chromosomal anomalies, parents are frequently faced with complex choices regarding treatments to sustain the lives of their newborns. Sometimes, none of the choices before a family are ideal, and they must choose from an array of imperfect options. The Thomases are in an impossible situation: They are the arbiters of their daughter’s life or death.

71In NICUs across the country, clinicians and families struggle with the ethical dimensions of decision-making for infants born with complex medical conditions. Ethical conflict is often value-laden, and it is easy to believe that what we perceive to be morally right is the only way to proceed. It is therefore important for clinicians to incorporate multiple perspectives when faced with an ethically challenging situation so that the values of any one clinician will not carry undue weight.12 Has the team explored a range of ethically justifiable pathways in the situation? Or have we assumed that our view is the morally superior path? As we approach ethical decision-making as clinicians, it is important to be aware of any biases we have that may shape how we view a situation. It is also imperative to remember that families may have moral reasons behind the choices they make for their child.13

In the Thomases’ story, clinicians are questioning whether the interventions provided are in Hannah’s best interest. The best-interest standard requires that we examine treatment options through a lens of potential benefits and burdens to Hannah.14 However, in and of itself, this is a quite subjective approach.15 There may be differences of opinion about what is beneficial and what is burdensome. One clinician may view certain treatment as harmful, whereas another may perceive that same treatment to be in Hannah’s best interest. We are ethically obligated to provide care that will clearly provide benefit to a child. Conversely, we should not provide treatments that are likely to harm a child. Yet, on this continuum of ethical obligation, there is a gray zone. It is within this gray zone that the line between what is in a child’s best interest and what will cause harm becomes blurred, and parents are rightly afforded a wide latitude of decision-making for their children.

It is also in this gray zone that clinicians often experience the phenomenon of moral distress. Sometimes, care requested by family conflicts with a clinician’s core values and beliefs, creating a challenging balance between what a clinician feels is the correct action to take and the care he or she is asked to provide. Moral distress is a subjective experience that occurs when individuals feel that their moral integrity has been compromised because they are unable to act in accordance with core values and obligations or because their actions fail to achieve the desired outcome.16 Moral distress has also been described as the anguish clinicians feel when they have made a clear moral judgment about what is ethically appropriate but are constrained from acting accordingly.17 The recurring nature of moral distress in neonatal intensive care can lead to what Epstein and Hamric refer to as “moral residue,” that is, the feelings that linger after a morally problematic situation has passed.18 Moral residue can shape how clinicians view subsequent, similar situations. Our perspectives on ethically challenging cases are easily colored by our own values, worldviews, and previous experiences with moral distress and moral residue, which can create conflict with families who have not previously had these same experiences.

In Hannah’s story, it appears that the conflict between the Thomases and the clinical team is beginning to escalate. Conflicts surrounding life-or-death treatment decisions can have a lasting impact on families. In a recent joint position statement of multiple clinical specialties, the authors highlighted increased efforts to enhance conflict resolution skills in the clinical settings. This joint position statement also recommends that conflicts with families should be managed by a fair process of conflict resolution.19 Historically, clinicians have received little training in transforming conflicts. A good place to start 72with is to understand the building blocks of conflict transformation: positions, interests, values, motivations, needs, and identity (Box 5.2).

 





BOX 5.2 ELEMENTS OF CONFLICT TRANSFORMATION IN THE CLINICAL SETTING

Positions

Interests

Values

Motivations

Needs

Identity






 

If we imagine a conflict as an iceberg, positions are what we see of the iceberg from the surface of the water. They are the things that are seen and said: what we say we want. In the Thomases’ story, Mr. Thomas assumes the position that surgical repair is the best course of action for his daughter. Mrs. Thomas’s position is that she hopes the diagnosis is wrong. It appears that some members of the clinical team hold the position that continued treatment for Hannah may be inappropriate. Many opinions are converging regarding Hannah and her plan of care. How do we come together to determine what is an appropriate plan of care when we all see the situation so differently? It is a common mistake to focus conversations on positions, resulting in increasingly entrenched, escalating conflicts. It is unlikely that a conflict can be transformed without investigating the interests that lie beneath the surface: the needs, values, motivations, and identity concerns of the parties in conflicts.20

Interests define the conflict.21(p970) Over a relatively short period of time, the Thomases moved to a new city, were given devastating news that their unborn child might not survive, witnessed the birth of this child who did survive, and are now faced with decisions regarding the child’s life and death. The hope to which Mrs. Thomas clings is normal. As healthcare providers, we likely have seen other infants with trisomies and are aware of the trajectories involved for these children. It is unlikely that Mr. and Mrs. Thomas have that same experience and understanding. In fact, Hannah may be the first infant they have ever encountered with a trisomy. Families commonly experience prognosis fatigue with the ongoing cycle of information they receive regarding their baby. The Thomases probably were warned that Hannah might not survive pregnancy. And then she did. Or that Hannah may not survive labor. And then she did. And now they are expected to make decisions for their child who survived her first week of life. They want what is best for Hannah and are struggling to identify what that means. The playing field in clinical conflicts is not level; parents and families are at a disadvantage because of inherent knowledge and power imbalances. How can we minimize these disparities so that parental perspectives can be heard?22

73The decisions Hannah’s parents face are part of the collective family identity: Will they have a special needs child, or will their baby die? Their identities as mother and father are crucial components of this conflict. Are they seen by staff as the decision makers for their daughter, or do they feel a lack of control over Hannah’s care? In the book Negotiating the Nonnegotiable, Daniel Shapiro writes, “The moment we feel threatened for who we are or what we stand for, a set of emotional forces swoop in and lures us into conflict. We become stuck in an adversarial mindset.”23 The staff report that Mr. Thomas is quick to anger. Anger is a reactive emotion. Naturally, we tend to react defensively in response. How do we shift our experience with others who are angry and transform the situation to expose the underlying causes of that anger? What lies below Mr. Thomas’s anger? What is his underlying message? Taking the time to truly listen and identify his concerns will likely assist Mr. Thomas in regulating his anger, helping to de-escalate the conflict. We must also ask ourselves how quickly we might become angry or difficult if the stakes were life and death for someone we love.24 Labels such as “difficult” can be dangerous for many reasons. Is this label passed along in shift change? Within medical rounds? Do we begin to interpret Mr. Thomas’s intentions and behavior on the basis of the label we have given him? We tend to see what we want to see, focusing on information that confirms our perceptions, while disregarding information that may challenge our perceptions.21(pp683-689) We often mistakenly attribute bad intentions to others while attributing good intentions to ourselves.25

Likewise, those of us who care for these infants and their families have interests that shape our positions. Does moral residue shape the way they experience Hannah’s story? How does a role that tasks a person with doing good and preventing harm for infants affect his or her position in this conflict? In Hannah’s case, is the treatment being offered within the range of what is considered appropriate for a child with trisomy 18? Has genetic testing for mosaicism been offered or completed? Is the team in agreement about an appropriate treatment plan with achievable goals? Or is the team fractured on what are appropriate choices to offer? Has surgery already been offered to the Thomases with the hope that they would not make that choice? Have the Thomases been asked what they value most in making decisions for their daughter?

The best way to uncover interests is to open dialogue with a spirit of curiosity. Often, we assume that because our positions are opposed, our interests are in opposition as well.21(p997) Ask questions. Approach conflicts with an assumption of neutrality while gathering as much information as possible from various stakeholders. Cultivate an attitude of openness to different perspectives, understanding that we filter our own experiences through the lens of our own beliefs and values. Putting ourselves in a family’s shoes to try to see the situation as they do—withholding judgment and expanding our perceptions—may be one of the most important skills a clinician can possess.21(p970) By uncovering interest, we may find that even though our positions are diametrically opposed, we may share similar values within the conflict that could lead to more open dialogue and common ground to move forward.20 From there, we may identify a common interest through which we can shape a plan of care for Hannah that honors both her and her parents.

74The risk in using a label to negatively describe a parent lies in the inherent power differential that exists in a hospital or outpatient setting in which one person or persons is dependent on another group for help. Physicians, nurses, social workers, chaplains, and those from numerous other disciplines may forget how they are viewed by those whose loved one needs care. Consider that the Thomases rely on the staff to protect and nurture Hannah in their absence. Parents who come to feel that they are seen negatively by some (or perhaps all) staff members can feel very vulnerable and afraid as they consider how their daughter is cared for in their absence. Staff members who have not reflected on such a scenario need to take time to discuss these types of conflict-laden scenarios, focusing on sensitivity and compassion as appropriate responses to Hannah. Unconscious motivations may not be recognized, which is why confidential, careful conversations among staff members are essential in providing a safe place for parents and child to regain the sense of companionship and collaboration that existed earlier in the parent–professional team.

A View From Both Sides

I am a coauthor of this chapter. I am board certified in pediatrics, neonatology, and hospice and palliative medicine, as well as a mother to a previously 31-week premature child with a chromosomal abnormality, a history of respiratory collapse, and near death at 16 months of age, two seizures, and a later diagnosis of hyperIGE, or a Job syndrome variant. My child and I have interacted with nearly every division of the local pediatric tertiary care center hospital. Thus, I present to you a dualistic view of judgment and bias of chronic illness and near death from the simultaneous standpoint of a parent and physician.

Here I recount a difficult conversation I had regarding my child, a conversation condensed from several events. I was given no warning about the subject of this particular conversation. Difficult news was shared with me while I was alone, without concern for my need to call my husband or others for support. During the meeting, several individuals were present in the room with me, and all of them asked difficult and complex questions in quick succession, making a reply to any of them almost impossible. The knowledge that my child was near death caused me to lose all peripheral vision; all I could see was through a small dark tunnel ahead of me. My hearing was impaired by a constant buzzing noise; I was therefore neither able to hear nor understand all that was being said. I asked for the conversation to be repeated or written down, but my request was not honored.

Best Practices for Avoiding Bias and Judgment

The love parents have for their children is not cognitive; rather, it is something visceral and primal. Healthcare providers often think of the child in isolation as a patient, but in reality the infant is part of an entire family system and would not exist without the family. It is therefore not possible to treat the infant without treating the family. It is also unrealistic and unkind to expect a family to easily accept a difficult diagnosis of their child and allow death to take their child away without resistance.

75Early medical paternalism has given way to possibly too much family empowerment in difficult situations. Offering the family a menu of care choices for their chronically ill or dying infant from which to choose without specific physician recommendation often leaves medically naive family members in a confusing and difficult position. They wish to do the best for their child and make the “correct” decision, but they are unsure of what that decision might be. A recent study suggests that physicians and healthcare providers should not only offer the family every available option, but also provide a professional recommendation of care.26 Furthermore, if the family disregards that recommendation, it is the provider’s fiduciary duty to abandon neither the infant nor the family and to continue to provide exceptional care for the patient and communication with the family.

Many assessments need to be made and tasks must be completed, to provide medical care and ensure the comfort of the chronically ill or dying infant and the family amid grief and loss. In the face of these challenges, our role as care providers may be awkward at best. At worst, our own unconscious judgments and biases may be psychologically damaging to surviving relatives. We must therefore be attuned to our own biases while remaining open to the family’s wishes. Finding a sense of balance as we walk this difficult path is vital. Despite the often almost impossible stakes on both sides of the parent and provider relationship, suspending our own bias while working with a family to deliver the best possible care to an infant during a chronic illness, at the end of life, or after a medical error can be taught to physicians and other healthcare workers using simulation.27

Drawing from the National Consensus Project Clinical Practice Guidelines for Quality Palliative Care,28 an understanding of the family system’s psychology can assist in forging a better relationship and improved care for the dying patient. For example, it is important to understand that a family described as “difficult” or “in denial” is displaying behavior or language that results from their psychology, which may be very different from that of the healthcare provider.

It is often helpful when speaking with families to set aside time to allow them to express all their emotions, be they anger or sadness or refusal to accept a diagnosis. When the family is finished speaking, instead of reacting to the negative or difficult emotions, remain calm, show interest in the emotions, and ask the family to tell you more. This may diffuse further outbursts and family members braced for resultant and expected physician or healthcare provider anger, and allow a deeper and more constructive conversation to take place. Retaliation against families expressing challenging thoughts or emotions is not helpful. Openness to hearing more about their feelings may be more useful and supportive. The family’s anger or other formidable emotions need not end the doctor–patient–family relationship.

The caretaker’s open mind toward the family’s psychology can deepen mutual understanding and improve physician–family alliance, no matter what the patient’s diagnosis and outcome. Remaining silent while the family grieves and expresses difficult feelings is also invaluable in building a relationship because those affected realize that they will not be abandoned during this painful time.

76Intuitive and Cognizant Interaction With Families: An Additional Case

This short case is shared to illustrate the importance of intuitive and cognizant interaction with family members while providing medical care to the ill or dying infant. One person should be the spokesperson, and all questions requiring lengthy or detailed explanations should be referred to him or her. The purpose of this is not to silence coworkers but to simplify information from the family’s perspective. Too many people asking questions is overwhelming. Multiple family conferences and repetition of information should be expected because of the body’s physiologic changes under stress that make it more difficult to process information. Other members of the care team should introduce themselves and their position and ask the family’s permission prior to performing any interaction with the infant or family. It is likely that the family will give permission; however, asking permission establishes immediate rapport and acknowledges the family system’s importance, as well as the baby’s role within it.

As previously stated, many assessments and tasks must be undertaken to care for a baby with a chronic illness or an infant at the end of life (Box 5.3). Some are discussed at length in other chapters.

The work of caring for families who have children with life-limiting illness is not easy. The toll it takes on families has been measured tangibly through psychological instruments demonstrating high levels of depression, anxiety, and stress for both mothers and fathers. However, we also acknowledge that the toll of this type of life-and-death decision-making on families is in many ways unquantifiable. When families perceive a level of judgment from clinicians and caregivers about their decision-making (which often is no decision at all), their grief, stress, anxiety, and depression are only compounded. Although data for long-term follow-up for families experiencing a neonatal or perinatal loss are innately limited by the nature of the problem, the literature has shown that families remember events long after the loss. A word, a gesture, an action—whether good or bad—can both positively and negatively affect families long after the time of infant death, and they may carry grief or joy of the moment almost daily just beneath the surface.

Likewise, caregivers immersed in this work are subject to burnout, which is often chronic. These individuals often report feelings of moral distress. One of the outcomes of moral distress among caregivers is a tendency to judge families in familiar scenarios based on prior experiences that the caregiver may remember as adverse. Caregivers and clinicians may find a tendency to want families to make decisions more rapidly and to achieve the so-called closure more quickly. But families have shared that closure in the finite does not exist. They do not want to forget or erase their love for their child. For families, these decisions are about life and death, hello and goodbye, rather than about ethical decision-making models.

Navigating this bridge between families and caregivers is an intentional action. Every family is different. Every diagnosis is different. In an obvious sense, this is intuitive, but in a practical sense our view is not uncommonly clouded by our expectations and our prior experiences with other families. Conflict ensues when we begin to believe that our views, our perceptions, our recommendations are more moral, more ethical, and more likely to be in the best interest of the patient than the family’s. Given this perspective as a background, we challenge the reader to review and reflect on the Thomas family (Box 5.4).

 





77BOX 5.3 ASSESSMENTS AND TASKS FOR CARING FOR A BABY WITH A CHRONIC ILLNESS OR AN INFANT AT THE END OF LIFE

Pain assessment

Pharmacological and nonpharmacological management

Determination of limitation or withdrawal of care

Developing consensus between the medical team and the family (and what to do if there is disagreement)

Imparting difficult information

Documentation

The transition to comfort care

Creating memories

Medical management of the dying infant

Pharmacologic management at the end of life

Transitioning to conventional ventilation from high-frequency oscillatory ventilation, if needed

Pronouncement of death

The option of no escalation of care

Organ donation

Contacting the medical examiner

Autopsy

Perinatal or neonatal hospice

Contacting the funeral home

Lactation support

Physician and/or hospital follow-up with the family






 

This work would be easier if the bulk of these decisions were black and white but, as noted in the case of the Thomas family and many others (no doubt the reader has already encountered some), many of those interactions will lie solidly in the gray zone. It is our job as clinicians and care providers to meet families in the gray zone. If we are intentional, if we are open, if we take time to see the family, and be with the family, maybe we will allow trust to grow. The development of trust in this most fragile of states is what empowers the family to make choices, the difficult and not-so-difficult, without perception of judgment or bias. What does the family want? Can it be achieved? If it cannot be achieved without causing additional harm to the infant, how can we continue to support the family, given what we know now? This should be the desired outcome of neonatal 78palliative care for every family. We will not be able to prevent every infant death or perinatal loss, but we can be intentional about preserving the human spirit and enabling the family to feel at the end of the journey that they did the best they could with the information they had and that they were supported in their choices.

 





BOX 5.4 THE THOMAS FAMILY: SUSPENDING JUDGMENT, SEEING THE FAMILY OF A CRITICALLY ILL INFANT



  •  How do we best support this baby, the family, and the staff during this situation?

  •  How do we evaluate our care from an ethical standpoint using conflict resolution skills?

  •  How can we ensure that we “SEE THE FAMILY” and “SUSPEND” judgment when their views may be different from ours?






 

 





CLINICAL IMPLICATIONS IN PERINATAL PALLIATIVE CARE

Decision-making at the end of life is hard.

Decision-making at the end of life for a child is even harder.

Bias and judgment are compounded by experience, empathy, perception, and expectation.

Seeing the family involves taking a pause and listening to the family … what do they want?

Provide tangible actions that the family can take/implement to be involved in decision-making.

Families need time to be able to express all of their emotions … only families know how much time is enough.

Opposed positions do not imply opposed interests; operate under the belief that everyone wants what is in the best interest of the child—but the path/perspective may be different.

Recognize that anger/defense is a manifestation of a bigger issue or concern, address the concern.

Moral distress is a manifestation of perceived conflict with decision-making between the patient and the provider/caregiver.






 

FURTHER STEPS

Research is needed that includes larger and more diverse sample sizes of bereaved parents at varying stages. Specifically, we need to identify factors associated with provider bias along cultural and racial lines for families experiencing perinatal/neonatal loss, including those that trigger providers to judge patients. It would be helpful to have more data exploring evidence-based solutions to ameliorate provider bias and parent perspectives following interactions with providers following targeted interventions. Providers can perhaps easily create a list of what might comprise the difficult patient or parent. But what would comprise the difficult provider? Are there communication red flags or styles that would likely be cause for concern in the provider–patient dyad? The beauty 79of a mutually beneficial relationship among families, staff, and providers is the openness and vulnerability all parties inherently bring to the relationship. Often this openness is compromised by the hierarchy that occurs naturally in patient–provider relationships. This all supports a greater need for additional data in conflict resolution as it relates to the neonatal and pediatric population and supporting caregivers. Given the advent of technology, the ability to diagnose conditions earlier, the ability to provide families with options earlier, and to support them comprehensively following delivery, we can no longer afford to conduct business as usual. Conflict resolution skills would do much to advance the support of families in this area.

CONCLUSION

By suspending our judgment and bias of families experiencing and reacting to an unimaginable loss, we are able not only to provide better medical management for the patient, but we also have the privilege to learn more about ourselves as human beings. Our willingness to do what is difficult—to take time and have patience, to be open and interested in another’s psychology, to share our emotions, and lend an experienced hand to those trying to see through dark holes of grief—allows us to learn what we most value and hope for in our own life and death.

RESOURCES

Preemie Voices. Parents perspectives of medical advice and long-term outcomes of adult preemies. https://vimeo.com/111486911

Choosing Thomas. https://www.youtube.com/watch?v=TRZjTLho9Hc

Ethics Consultation Case: NICU-Part 1. https://www.youtube.com/watch?v=-eexODWHsEE

I Will Carry You: The Sacred Dance of Grief and Joy. Interview with Todd and Angela Smith. https://youtu.be/KR2N8v78eT0

What really matters at the end of life? https://youtu.be/apbSsILLh28

Conflict transformation. https://www.beyondintractability.org
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81Chapter 6






Helping Siblings Connect, Relate, and Say Goodbye



MEGHAAN R. NGUYEN


The death of a baby is an experience that affects the entire family. While each family member experiences grief in a different way, sibling grief is sometimes misunderstood and overlooked. As complicated as grief is for parents, additional considerations must be made for helping siblings through grief.

Strong emotions, such as sadness, anger, fear, guilt, and confusion, can be difficult for children to manage on their own. Parents may have limited emotional availability as a result of their own grieving, and siblings may try to hide their own feelings in order to prevent their parents’ additional upset. The developmental stages of siblings will have a significant impact on their understanding and the type of support they will need.

Clinicians working with families can provide necessary resources and interventions to support the unique needs of grieving siblings. Educational materials about common grief reactions of children empower parents to take an active role in supporting siblings. Interventions at the bedside for memory making allow siblings to feel included and recognize the importance of the sibling relationship. Opportunities for play promote self-expression and return feelings of control often lost during the stressful family event. Through compassionate guidance, clinicians can empower both parents and siblings as they navigate their grief journey together.

 





CASE STUDY

When parents are told their baby has a life-limiting diagnosis, whether in utero or shortly after birth, it is common for them to seek guidance from the healthcare team on how to best support the baby’s siblings. In these situations, parents need age-appropriate resources and interventions to effectively traverse the uncharted terrain of a baby’s death. The following case study demonstrates the process of sibling interventions that begin when the diagnosis is discovered and continued beyond the death of the baby.

As the child life specialist for both inpatient palliative care and outpatient hospice services, I was contacted by the parents of Tanner and Jeff, 4- and 6-year-old brothers whose 82unborn baby sister was recently diagnosed with a rare fatal genetic disease. The family lived 8 hours from the hospital and was planning to temporarily relocate to the area 1 month prior to delivery. During the initial telephone call, I spoke with the parents about developmentally appropriate language that would help Tanner and Jeff understand the diagnosis, prepare for the death, and express grief emotions. I also provided the family with ideas for memory making. I encouraged them to create a bucket list of activities the brothers were looking forward to doing with their baby sister, activities that they could then adapt to begin making memories prior to her arrival. I sent the family written information reiterating what we talked about, as well as the children’s book Lifetimes. Throughout the pregnancy, the parents and I maintained open communication and discussed the brothers’ ongoing questions and behaviors.

When the family relocated, I was able to provide hands-on, in-person interventions. First, I gave a hospital tour where I used a feelings game to build rapport, assess the siblings’ understanding, increase comfort with the hospital environment, and promote identification and expression of emotions. I also began a memory-making activity using the family’s thumbprints while leaving space to complete the memory with their sister’s thumbprint.

After their sister was born, I met with the brothers at their temporary home for therapeutic play and memory-making interventions. Parachute play allowed for emotional expression and opportunities for control. I read a death-related children’s book, Gentle Willow, and both brothers shared thoughts about wishing their baby sister would get better. As the brothers spoke, I made sure to reflect their emotions and feelings back to them. For memory-making, the boys chose to make Batman-themed handprint and footprint keepsakes. Now I Lay Me Down to Sleep, a volunteer bereavement photography organization, took beautiful family pictures to capture memories of the whole family together. Tanner and Jeff spent a lot of time holding their baby sister, singing, and reading to her in the moments before her death. She died later that evening, and a few days later the family returned to their home. I then provided follow-up support via telephone calls and a list of resources both online and in their area.

Tanner and Jeff demonstrated appropriate coping and grief responses throughout my time with them. They were given honest, age-appropriate information, allowed to be present and involved throughout the experience, and provided with numerous outlets that encouraged emotional expression and memory making. These elements are essential to providing the best care to siblings during the death of a baby.

Case Questions



  1.  How could support have been adapted if Tanner and Jeff were not able to be present?




  2.  How could support have been adapted if Tanner and Jeff were teenagers?




  3.  What would be your approach if the parents had been resistant to sibling interventions?










 

83INTRODUCTION

The grief from perinatal death is long-lasting and affects the entire family. This can be illustrated by family systems theory as it states that the change of one family member, such as death, influences the whole family.1 In the midst of their own grief, parents frequently seek guidance from palliative care clinicians on how best to support the needs of siblings. Children express grief based on their developmental stage. Therefore, interventions not only must be tailored to meet their developmental needs, but also must fit within the social and cultural belief system of the family. Interventions can be aimed at helping siblings understand the diagnosis and prognosis, experience the baby, and process grief emotions. Sibling grief is multifaceted, and clinicians are uniquely positioned to provide guidance and support that can have a lasting impact.

With the goal of offering concrete guidance that can be adapted and applied to the given situation, examples of developmentally supportive language that can be used with siblings is found in italics throughout the chapter. In this chapter, the term parents was used with the understanding that another family member may be the primary caregiver based on family needs and circumstances. Definitions of siblings, family, and parents may vary among families. In accord with a family-centered care philosophy, clinicians are encouraged to allow the families they serve to define those words for themselves.

BACKGROUND AND SIGNIFICANCE

Embracing family-centered care means caring for the family as a whole while recognizing the needs of each individual member. In 2014, 79% of mothers ages 40 to 44 years living in the United States reported having two or more children.2 Therefore, it is likely that perinatal palliative care clinicians will provide care to babies who have older siblings.

Siblings are commonly labeled the “forgotten mourners.”3(p184) In the case of perinatal death, sibling grief is even more at the risk of being unrecognized because it may be assumed that siblings will be unaffected by the death of a baby they may or may not have met. On the contrary, multiple studies on perinatal death have reported that bereaved siblings with unacknowledged grief experience negative long-term grief outcomes, including guilt, helplessness, and detachment.4 In a study of bereaved siblings, all siblings—irrespective of age, blood relation, or familial relationship—indicated desire for support.5 Thus, it is imperative that clinicians recognize siblings as an integral part of the family unit and offer appropriate interventions as a standard plan of care.

PURPOSE AND OBJECTIVES

The purpose of this chapter is to provide information regarding a variety of developmentally supportive sibling interventions that can be used by palliative care clinicians.

84This chapter addresses the following objectives:



  •  Summarize how cognitive development affects siblings’ understanding and processing of death

  •  Give examples of developmentally appropriate language that can be used when supporting siblings

  •  Describe how to use multiple teaching modalities when preparing siblings to visit at bedside

  •  Discuss how different forms of memory making and play can be used to promote healthy coping

  •  Describe how interventions can extend beyond the hospital setting through resources, at funerals, and for siblings who were not present

ASSESSMENT

A common maxim when working alongside a family who is experiencing grief is to “meet the family where they are.” In order to accomplish this, the clinician must assess the family’s individual needs and each family member’s understanding of the illness and prognosis prior to providing sibling intervention.6 Sharing specific information on how children comprehend death at each developmental stage is the foundation for assessment of siblings. Although theorists have differing opinions on how children process death, it is commonly agreed that a basic concept of death can be gained as young as age 2 years. A more complete understanding of death emerges around mid-school age when children begin to comprehend that death is universal, irreversible, and involves cessation of all bodily functions.7 This does not negate the importance of providing support to younger siblings but emphasizes the importance of age-appropriate interventions to meet the needs of the child regardless of their developmental stage. Throughout the process of cognitive maturation, grief is reprocessed and experienced in new ways (Table 6.1).8

In addition to the siblings’ developmental levels, other mitigating factors must be considered to effectively guide interventions. Clinicians need to understand communication within the family system. For example, one could consider whether siblings have been active listeners versus involved peripherally during family conversations about the baby. If parents have provided prognosis information to siblings, clinicians should explore the content of the information, including words used and words purposefully avoided. Cultural variations should also be assessed because some cultures, specifically parents of children in Chinese and Korean cultures, tend to prefer that children be given limited information regarding prognosis.9 Any prior experiences with healthcare or death, including the death of a pet, can affect siblings’ understanding of death and grief responses. Clinicians can use information about a sibling’s temperament and previous coping styles as predictors for grief responses and expressions, while observations of new behaviors and displayed emotions can provide insights into the current coping status (Box 6.1).



85TABLE 6.1 Siblings’ Understanding of Death by Developmental Stage









	AGE
	UNDERSTANDING OF DEATH





	Infants
	Do not comprehend death but respond to the absence of caregivers and change in routines



	Toddlers/preschoolers
	Think death is temporary and reversible. Magical thinking affects thoughts toward causation



	Young school-age children
	Believe death only happens to others and often still think it is reversible. Worry that their own thoughts or actions caused illness or death



	Late school-age children
	Accept death as final. Develop personal fear of death. Often interested in more “morbid” details. Beginning to understand more abstract concepts



	Adolescents
	Have mature understanding of death and comprehend abstract concepts










Disclosing DiaWhen we’re in her room, we have a couple of rulesgnosis and Prognosis

Before any conversations happen with siblings, collaborating with parents first is wise to allow for a unified plan of care. Parents may be unaware of the importance of incorporating siblings early in the process. Additionally, parents need an opportunity to discuss their emotions because grief can impair their emotional availability and responsiveness to siblings’ needs.10 Many parents express fear of crying in front of siblings, but they should be assured that crying is normal and is a model for grief expressions. Attending to parents’ emotional needs allows them to be more prepared to engage siblings.

 





BOX 6.1 GUIDING QUESTIONS FOR PARENTS AND SIBLINGS

Guiding Questions for Parents



  •  What have the siblings been told about ___________? What was their response?

  •  What words did you use in describing ________ (the diagnosis/medical equipment/and so on)?

  •  What are some of the emotional reactions they’ve seen from the adults around them?

  •  What are you most worried about ___________ (in talking with the siblings/in allowing the siblings to see the baby)?

  •  What is important to you (specific memory making/experiences/words to use/and so on)?

Guiding Questions for Siblings



  •  What can you tell me about what’s going on with your brother/sister?

  •  Can you tell me what that means?

  •  What were you most looking forward to about being a big brother/sister?

  •  What is the most important thing to you right now?

  •  What is your biggest worry right now?






 

86Information is frequently withheld from siblings as a protective measure; however, research has found that bereaved siblings have better long-term psychological outcomes when they are provided with open and age-appropriate communication.11 Parents should be encouraged to be present and a part of disclosing the diagnosis or prognosis. Bereaved siblings who are encouraged to talk openly about their feelings to family members exhibit more positive coping behaviors.12 Even though honest communication is desired, some siblings have reported avoiding conversations throughout the course of illness for fear of upsetting their parents.13 To avoid this, a parent may say,


It is normal for both adults and children to cry when they are sad. This is a very hard time as we say goodbye to your sister. Mommy will cry but you didn’t cause that. Mommy is sad because your sister is going to die. And I love you just as much as I love her. I want you to feel okay with crying when you feel like it. I will do my best to be there for you.



The involvement of parents in initial conversations with siblings sets the stage for future family conversations.

To caregivers’ astonishment, siblings frequently know more about the illness or impending death than originally assumed. Siblings are very attuned to the emotional climate of those around then, and it is not uncommon for siblings to be alert to adult conversations even when they appear occupied in another activity. When siblings are not educated on the current situation, they may begin piecing together information on their own. Potentially harmful misconceptions can easily arise, especially for younger children. Asking siblings questions like, “What can you tell me about what’s been going on?” allows their own words to be used and can be a springboard for follow-up questions and clarification.

When disclosing information to siblings, try to follow the siblings’ lead by paying attention to the cues they demonstrate through their body language and emotional affect. Be prepared to take a break if the need is indicated. There are little things that can be done to make the conversation most effective: Give information in small bits, pause in between, and encourage questions; reflect their questions back to them to elicit their own thoughts; embrace silence as it allows time for processing. Siblings may have questions that are unanswerable, and it is okay to say, “I don’t know.” Or “That’s a great question, what do you think? We’ve done a lot of talking, why don’t we take a break for a little bit? You let me know when you have questions or when you’re ready to start talking again.”

Calling the illness by its medical name and providing a general description of its effects on the body reinforces understanding. It also differentiates the illness from something siblings may have had or could experience. Pictures or drawings can be a helpful way to absorb medical information and visually reinforce concepts. The following example provides a basic concrete description of an illness and encourages questions from siblings:


87When your sister was growing inside of your mom’s body, her heart didn’t grow the way that it was supposed to because her body is sick with something called trisomy 18. … I imagine you’re feeling pretty confused right now. If at any time you have a question, we want you to feel free to ask it. We might not have all the answers, but we can try to work through them together.



Many parents express feelings of apprehension when encouraged to use the words death, died, or dying, but it is crucial to use these words because siblings younger than 11 years have a literal understanding of the world.10 Softer euphemisms that are frequently associated with death, such as “he went to sleep” or “Jesus came to get him,” can create new misunderstandings and fears. It is common for siblings to take these euphemisms quite literally and become worried, for example, that they might also be “taken” in the night. Bereaved parents have voiced the importance of talking concretely about death.13 Here is a concrete discussion of death:


Because your sister’s body is sick with trisomy 18, her heart doesn’t work the way that it’s supposed to and she has a hard time breathing. Doctors are really good at fixing a lot of things, but they can’t fix trisomy 18. They think that one day soon her heart will stop working, and she will die. When someone dies their heart stops beating and their lungs quit breathing. They can’t move, eat, or play anymore because their body stops working. When someone dies, their body can’t ever work again.



Siblings of all ages experience a wide range of grief emotions, including anger, disappointment, fear, worry, confusion, and sadness. It is important to validate and normalize the variety of emotions,14 while also checking for any misplaced feelings. Some siblings have difficulty verbalizing their emotions, so a helpful opening phrase is “some siblings say,”; for example, “Some siblings say that they feel really confused about what’s going on.” Relating it back to other siblings also lets them know that they are not alone in experiencing the death of a baby.

Younger siblings may experience feelings of guilt and shame owing to magical thinking, that is, the belief that thoughts or desires can cause external events. Magical thinking is most common in toddlers and preschoolers.15 It is common for siblings to assume that something they may have done or thought is responsible for the baby’s illness or death. Thus, they could be struggling from the weight of that guilt and need reassurance that they are not to blame. Because they do not fully understand death, younger siblings’ illogical thought processes can lead to additional fears and worries. When being informed of the death of his baby brother, one 4-year-old sibling became almost inconsolable. After sobbing for a few minutes in his father’s arms, he verbalized that he did not want to die. Through further questioning, he revealed that he believed that when one brother dies, all brothers have to immediately die. Exploring emotions through compassionate questioning is an important strategy when supporting grieving children.

Older siblings may benefit from and seek out more detailed descriptions as they attempt to incorporate the death into their frame of reference. Parents have expressed surprise and concern at what has been described as siblings’ “morbid curiosity.” However, this curiosity is completely normal and aids them as they try to make sense of the death. 88Even though older siblings are able to think more logically, they still commonly experience guilt about the death.16 It is important to reassure them and to encourage them to ask questions. Older siblings frequently use humor as a way to hide their grief. They may make jokes or demonstrate silly behavior when they are attempting to cover grief emotions. To normalize the variety of grief emotions, one could say,


It’s no one’s fault that your sister has trisomy 18. It’s not because you did something, or your mom did something, or your baby sister did something. It’s just something that happened. Some siblings tell me that they feel really sad and want to cry. Crying is okay and it’s okay if you feel sad, too. Some siblings also say that they feel really mad. It’s okay to feel mad that this is happening because it’s not fair.



It is helpful to prepare parents for common behaviors that might be displayed by siblings. For example, younger siblings will need repeated explanations as they develop their concept of death.8 The manner in which they ask questions or make comments may be rather matter of fact, which can be distressing to parents. The outward display of siblings’ grief is different from that of parents and often occurs in recurring bursts. Children have the ability to express intense grief feelings and then quickly return to playful behaviors.8 Thus, parents can erroneously assume that siblings are not grieving and do not need support. For example, a mother expressed concern after learning that her 7-year-old son had periodic crying episodes 2 months after the death. She was surprised because he had been “doing so well” and had been engaging in all of his regular play activities. The mother was assured that such outbursts are common and was encouraged to discuss some of her own emotions and methods of coping with the sibling.

Visiting at the Hospital Bedside

Clinicians can do many things to facilitate a positive experience if siblings are allowed to visit at bedside. Studies have shown that many siblings desire and even benefit from the opportunity to see their sibling and say goodbye.12 This holds true whether the baby is still alive or has already died.13 Prior to the visit, it is important to assess the room from the height level of siblings and to make the room less threatening. Looking at the environment from the siblings’ height is encouraged because the focal point of attention changes depending on the eye level of the viewer. Removing unnecessary medical equipment and changing soiled linens or bandages are effective ways of creating a more welcoming environment for siblings. If the baby is in an open pod, it is important to create a sense of privacy and to protect siblings from unnecessary exposure to other medical equipment in the unit. Portable partitions and room dividers are quick and easy solutions for privacy.

Even if the baby is in the neonatal intensive care unit, bedside visits can be facilitated. Research demonstrates that children cope well in intensive care units when provided with developmentally appropriate explanations of what they may witness.17 This includes preparing them for what they may see, hear, and smell while also providing guidelines for what they can do while visiting. Pictures of the unit hallway, hand washing station, and nurse’s station can be used to prepare siblings for what they may see and to prepare them for the step-by-step process of the visit. When taking pictures of the baby’s room, 89start with a broad view from the doorway and progressively zoom in to the medical equipment and baby. Allowing siblings to manipulate medical equipment placed on a doll or stuffed animal as it is explained can reduce fears and promote understanding (Figure 6.1).18

It is helpful to have a bag with common medical equipment, such as an IV catheter, intubation or nasogastric tubing, pulse oximeter, or blood pressure cuff, prepared for this purpose and stored on the unit. A picture of the baby with arrows connecting medical equipment to descriptions of its purpose can be created and given to the siblings as well (Figure 6.2). Also see online supplemental information for documents that can be edited for use.

A laminated card attached to the clinician’s badge containing developmentally appropriate explanations of medical equipment can serve as a quick reference (Table 6.2). Also see kid-friendly definitions of medical terms at the end of this chapter for a more extensive list.

Visitation should certainly be encouraged, but it should never be forced. Parents and staff may wish to force the visit, but it is important to allow siblings to operate within their own domain of comfort. If the siblings choose to visit, setting guidelines regarding what they can do if they so desire creates an opportunity for choices and promotes feelings of safety and control. In a study with siblings who currently had a dying sibling, their self-described roles were found to fit within three categorizations: playmates, companions, and helpers.3 All participants in the study desired to be involved with their dying sibling as much as possible to carry out the aforementioned roles.

Clinicians can offer a wide variety of activities that promote sibling involvement. Drawing pictures, writing letters, singing songs, or reading books to the baby can give siblings a sense of purpose. Many sewing groups donate blankets to hospitals. These blankets can be used to make the room more child-friendly or for siblings to give as a gift to the baby. In a research study aimed to determine how they wish to be included, bereaved siblings encouraged healthcare professionals to involve them in the more practical matters of patient care when possible.5 As appropriate, siblings can actively participate in caregiving activities such as feeding, helping with diapers and bathing, and holding. The following examples of effective communication can be used to prepare siblings for their involvement.
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FIGURE 6.1  Placing medical equipment on stuffed animals can reduce siblings’ fears and promote understanding.
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FIGURE 6.2  Picture of a baby with child-friendly descriptions of medical equipment.






When we’re in her room, we have a couple of rules just to keep things safe. It’s really important to wash our hands before going in or out of the room to stop germs. We also have to use quieter voices to let the other babies rest. And only grown-ups can touch the medical equipment. Other than those three rules, you get to choose what you want to do when we’re in the room. If you want to stand by the crib and touch her hand, you can do that. If you want to hold her, a grown-up can help you. You can talk to her, read her a book, or sing a song. If you decide that you don’t want to get close to her crib and would rather sit by the window, that’s okay too. You can ask me questions at any time. And if you get in her room and decide you want to leave, all you have to do is tell me.





TABLE 6.2 Child-Friendly Explanations for Medical Equipment









	NAME
	CHILD-FRIENDLY EXPLANATION





	Blood pressure cuff
	Measures how hard the heart is working to pump blood throughout the body



	CPAP machine
	A mask that helps air get into the body to help the body breathe



	IV
	A small straw that helps medicine or fluids get inside the body



	Pulse oximeter
	Looks like a Band-Aid with a red light that tells how fast the heart is beating and how well the lungs are breathing









CPAP, continuous positive airway pressure; IV, intravenous.





91Clinicians should initially accompany siblings into the room to address any concerns or assist as needed. Once siblings are feeling comfortable, clinicians can ask the family if they would like time alone. Follow-up questions can be asked to guide further interventions (Box 6.2).

Memory Making

Clinicians can involve siblings in memory making in a multitude of ways. Parents have described the importance of including siblings in this process as it allows the family to share the experience together.19 Memory making can take on many different forms such as the creation of an item or it can be an experience. It allows the baby to take on a more tangible form for siblings in contrast to the more abstract form it was throughout the pregnancy.19 Memory making can occur before or after the death. Bereaved siblings who were actively a part of the creation of keepsakes report greater positive associations with the keepsakes post death.20

Caution should be exercised to ensure that activities are culturally appropriate and welcomed by the family. Religious beliefs can greatly affect how a dead body is handled. For some religions, such as Buddhism or Islam, the tampering with, touching of, or moving the body immediately after death is seen as sacrilegious.21 Regardless of the family’s religious identification, never make assumptions and always involve the family in the decision by offering a variety of options. Being present, listening, and asking questions such as “what would be most meaningful to you right now?” is key to tailoring memory-making activities to be specific to the family.

With imagination and creativity, ideas for keepsakes can be limitless. Handprints and footprints can be taken of the baby alone or with the entire family together. Offering color choices for prints allows for personalization and ownership. Siblings can help with the printing and afterwards cleaning the ink off the baby as a further caretaking activity. Prints can be made on paper, canvas, clothing, or anything that holds meaning. For example, in a family of musicians, a handprint was placed on a guitar, and for another family, a footprint on a baseball (Figure 6.3).

 





BOX 6.2 FOLLOW-UP QUESTIONS TO ASK THE FAMILY



  •  What was the best part about visiting your baby?

  •  Was there anything that surprised you?

  •  Do you have any questions about what you saw/what is going on?

  •  What are you most worried about right now?






 

92Impressions or plaster molds of hands or feet can also be created (Figure 6.4).

Many organizations make jewelry from fingerprint impressions, and prints can also be made to fit inside a pendant or locket. Recordings of the baby’s heartbeat can be captured on the voice memo option on smartphones or on other recording devices.

Siblings may desire a specific experience with the baby that can be adapted for the hospital setting. For example, when a family was told mid-pregnancy that their baby had a life-limiting condition, they created a bucket list of activities to complete while the baby was still in utero. The baby was born still during winter holidays, and the family expressed regret that they had not been able to take pictures with Santa prior to her birth. A local Santa was contacted, vetted, and came in to take pictures with the family. Taking pictures with a deceased baby was not a typical part of this Santa’s work day, so the clinician provided careful preparation and supportive follow-up. Another family had a tea party with manicures and pedicures prior to a compassionate extubation. A picture of bluebonnets was brought in to serve as a backdrop for photographs after the family spoke of a tradition of taking pictures together in a bluebonnet field.

Memory making can also include working with the siblings to create an item that represents the baby or the sibling relationship. Acknowledging the sibling relationship can be important because many siblings question whether they are still considered “siblings” after the death. One sibling decorated a cape after designating her baby sister to have a “superpower of love.” During her goodbye to the baby, she laid the cape over the baby as a blanket (Figure 6.5).

Siblings can create personalized memory boxes from blank pencil boxes or photo boxes. Scrapbook pages can be decorated with photographs, drawings, or letters. Blank books can be used for drawing or writing the baby’s story from the siblings’ perspectives. String or beaded bracelets can be made for themselves and the baby (Figure 6.6).
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FIGURE 6.3  Keepsake of an infant’s footprint.
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FIGURE 6.4  Keepsake of plaster cast of hands.





Memory making is also important for its support of continuing bonds after death. In a study examining continuing bonds, siblings were found to seek out concrete connections through keeping items related to the deceased, such as toys or clothing.22 Allowing siblings to keep items from the hospital, like the baby’s blanket or hospital bracelet, is one way to meet this need. Some hospitals provide stuffed animals as comfort items to specifically support siblings. These items frequently become a treasured memory. Bonds with the baby have also been found to develop with siblings who were born after the baby’s death or were too young to remember the death.23 These symbolic bonds are influenced by others telling the story. Memory making may support the needs of future siblings as they attempt to integrate the baby into their sibling identity.
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FIGURE 6.5  A sibling’s expression of their relationship through creation of a superpower cape.
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FIGURE 6.6  Beaded bracelets as keepsakes.





Utilizing Play

Play is considered an essential childhood task that has many meaningful benefits in the process of development. It can also serve as a vehicle for siblings to process grief. Through play, children can recreate their experiences and realities.8 Siblings may not be able to openly articulate their thoughts or questions, owing to their limited vocabulary or lack of comfort. Through the verbal and behavioral nuances of play, misconceptions and emotions are more naturally communicated and expressed.24 Death can bring feelings of chaos and unpredictability, and play helps return a sense of control and normalcy.10 Bereaved siblings describe it as a welcomed distraction and encourage clinicians to use it during difficult conversations.5 If time permits multiple visits between the baby and siblings, creating intentional play encounters based on the siblings’ previously expressed interests, can make siblings feel valued and important.

Having a space for play, such as a designated playroom, allows siblings to take needed breaks from the bedside. With consideration toward infection control and safety, it is important to have a variety of play modalities. Dramatic play with dolls, character figures, or medical equipment can prompt the “telling” of the story from the siblings’ perspectives (Figure 6.7). Gross motor play, such as banging on drums, throwing bean bags, or jumping, can be a safe way for the physical release of emotions. Creative activities, such as drawing, writing, collaging, or sculpting, can promote emotional expression. Siblings can be encouraged to continue using these mediums as emotional coping tools when they need them in the future.
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FIGURE 6.7  A feelings puppet created to promote emotional expression.





Although clinicians should set safety guidelines, siblings should be encouraged to lead the play activity as much as possible. Even offering the smallest of choices, such as “Would you like to play with the cars or the Legos?” promotes the role as the decision-maker and allows for a sense of control.18 In art activities, the benefit comes from the process rather than from the final product.25 Therefore, clinicians are encouraged to refrain from judgment statements25 like “I really like your drawing” and instead comment on the process: “I see you’re using a lot of dark colors. Can you tell me about that?” Instead of assuming what the creation is, ask, “Would you like to tell me about your picture?” Remember that siblings’ art and play is their mode of processing complex emotions, so they should not be forced to share or discuss if they do not want to.

A variety of grief- and feelings-related books have been written for children and teens. Clinicians can use these books directly with children as a way to initiate conversations and pair with activities. Books can be powerful tools because they give words to siblings’ inner experiences that they may be unwilling or unable to express.8 It also allows connections with characters who are going through similar circumstances, which can lessen feelings of isolation and loneliness.10 Through the stories, grief feelings and expressions are modeled and validated and coping strategies are demonstrated. They also promote further understanding of death concepts. For siblings who are beginning to build their emotional vocabulary, books can be used to help develop awareness about feelings. Some contain themes of afterlife, so the family’s religious beliefs must be considered before using them. A list of books for children and teens can be found at the end of the chapter.

96When Siblings Cannot Be Present

Siblings may not be able to be present because of distance or at the request of the parents. This does not mean they need to be shut out of the process altogether. Support can be provided through indirect methods. Developmentally appropriate information can be sent home to help guide parents in helping siblings understand and process the death. If hospitalization appears lengthy, updates can be provided to the sibling with pictures containing developmentally appropriate written descriptions. Gifts from the siblings, such as drawings or stuffed animals, can be placed with the baby and documented by photographs. The siblings’ handprints or footprints can be added alongside the baby’s prints later to create a keepsake item.

Funerals

Another aspect in which parents may seek guidance from clinicians regarding the inclusion of siblings is in funeral planning. In a study of families who experienced stillbirth, researchers found that families advised that siblings be included in the funeral and its planning because their involvement can further aid in their understanding of the death.13 Just as a sibling should be prepared to visit the hospital, they should also be prepared for what to expect at the funeral. Having a trusted adult available to act as a support person gives siblings added security in case parents become overwhelmed attending to their own grief. Siblings have expressed the importance of participating in commemorative rituals as a way of connecting with and remembering the baby.26

Clinicians should familiarize themselves with the many ways in which siblings can be involved in the funeral so that they are prepared to provide suggestions to parents who reach out for guidance. Siblings can be actively involved in funeral-related decisions by selecting the baby’s outfit, music, altar decorations, or pictures to bring. They can be offered opportunities to draw or write something that can be placed in the casket or be read during the service. Gifts, such as a stuffed animal or blanket, can be chosen to place with the baby’s body. One family planned a balloon release, and the sibling was asked to select the colors. She chose white balloons for all attendees and a special balloon for herself, thus validating her unique and important role as the sister. For siblings who may be too young to retain memories from the funeral, photographs or videos can be taken. This documentation can be especially helpful for siblings as they reprocess the death at later developmental stages.

Resources for Home

The grief of siblings can have lifelong implications. Bereaved siblings who felt they did not receive adequate social support during the time surrounding the death have been found to have higher levels of anxiety.12 There could be multiple reasons for lack of support. Caregivers may have limited emotional availability as they are processing their own grief. At the same time, support may not be provided from other social sources, owing to the United States’ death culture and its pervasive taboo regarding talking about death.10 The 97majority of siblings’ time outside of their home is spent in a school setting. However, in a survey of teachers, the majority felt ill prepared in meeting their needs.27

To help address gaps in support, it is important to provide families with multifaceted resources. (Also see the Resources list at the end of this chapter.) Literature regarding meeting the developmental needs of siblings can give guidance to caregivers. Providing a list of local and online support groups can promote connections with other grieving families. Hard copies of grief and feelings books can be purchased for distribution using departmental or grant funds or donations, or a list of suggested books can be provided. New York Life Company has resources for families and schools that can be ordered, shipped, and downloaded at no cost. Once families have returned to their home setting, they may benefit from bereavement follow-up calls from clinicians to further assess their needs.

CONCLUSION

Owing to cognitive and emotional developmental constraints, siblings require special considerations to make sense of the death of a baby. They are commonly unfamiliar with the intensity of their own grief emotions and those of their caregivers and need guidance to effectively process their feelings. Palliative care clinicians can provide a multitude of family-centered interventions to help support families during this heartbreaking time.

Specific support techniques can be used to help siblings understand the death and involve them throughout the entire process from diagnosis to ongoing grief. Clinicians can facilitate positive bedside visits by preparing siblings for what to expect and by offering opportunities for involvement with the baby. The sibling relationship can be honored through memory-making activities that can later contribute to continuing bonds. Play is a normalizing aspect of children’s lives and can be used as a coping tool to express and release powerful grief emotions. Follow-up support through grief resources is important to promote continued healing upon returning home. The grief of siblings is very real and has lifelong implications. Through compassionate guidance and supportive interventions specifically tailored to the needs of siblings, palliative care clinicians can effectively empower families to navigate their grief journey together.

Clinical Implications



  •  Siblings desire opportunities to be actively involved with the baby and want honest information about the diagnosis and prognosis. Concrete language should be used when talking about death and euphemisms should be avoided.

  •  Providing developmentally appropriate explanations, showing pictures, and allowing manipulation of sample medical equipment can prepare siblings to visit at the bedside.

  •  Memory-making activities can be personalized for families based on their individual expressed wishes and desires. Activities can include creation of keepsakes and specific experiences adapted to the setting.

  •  98Opportunities for play are important for siblings as play returns a sense of normalcy and control. Siblings also use play to process illness and death and express emotions.

  •  Resources such as children’s books, grief literature, and lists of community supports can continue to support families upon returning home.

Future Directions

Most of the research on the topic of sibling grief is focused on the siblings of children with cancer; however, when that research is compared with the limited research about perinatal death and siblings, there appear to be commonalities in the grief experience of both sibling groups. Further research could investigate grief differences in siblings based on the length of the sibling relationship prior to death. The effects of location of death on sibling grief are also unexplored. This is a frequently cited concern of parents when presented with an option for home hospice. In the author’s clinical experience, siblings can cope well if end of life occurs at home when provided with appropriate support. All the techniques outlined in this chapter can be adapted and applied in the home setting. Continued research examining the effects of perinatal death on siblings will help move supportive interventions forward to better address the needs of this population.

SUPPLEMENTAL INFORMATION

Books for Children



  •  Lifetimes: The Beautiful Way to Explain Death to Children by Bryan Mellonie

  •  The Invisible String by Patrice Karst

  •  We Were Gonna Have a Baby, But We Had an Angel Instead by Pat Schwiebert

  •  Something Happened: A Book for Children and Parents Who Have Experienced Pregnancy Loss by Cathy Blanford

  •  In My Heart: A Book of Feelings by Jo Witek

  •  Ida, Always by Caron Levis

  •  The Way I Feel by Janan Cain

  •  Fred and Red Say Goodbye by Austin Schlichtman

  •  I Miss You: A First Look at Death by Pat Thomas

  •  Gentle Willow: A Story for Children About Dying by Joyce C. Mills

Books for Teens



  •  Weird Is Normal When Teenagers Grieve by Jenny Lee Wheeler

  •  The Healing Your Grieving Heart Journal for Teens by Alan D. Wolfelt

  •  99Healing Your Grieving Heart for Teens: 100 Practical Ideas by Alan D. Wolfelt

  •  I Will Remember You: What to Do When Someone You Love Dies—A Guidebook Through Grief for Teens by Laura Dower

KID-FRIENDLY DEFINITIONS OF MEDICAL TERMS

Airway Obstruction: When something stops air from getting to the lungs and makes it hard to breathe.

Blood Pressure: How hard the heart is working to pump blood throughout the body. It is usually measured by placing a Velcro band around the upper part of the arm that hugs the arm and then lets go.

CBC: Stands for complete blood count. Blood is made up of different parts, such as red blood cells, white blood cells, and platelets. Each part of the blood has a different job. Red blood cells help carry oxygen to the rest of the body. White blood cells protect the body against germs that try to make a person sick. Platelets are like Band-Aids because when someone gets a cut, platelets stick together to help stop bleeding. Doctors sometimes do blood tests to count how many of each type of blood cells someone has.

CPAP: Stands for continuous positive airway pressure. A mask that helps air get into the body to help it breathe.

Diagnosis: This is a fancy name for how doctors figure out what is making someone sick. Doctors or nurses will ask questions, order tests (blood tests, etc.) or have pictures, like x-rays, taken to find out what is making a person not feel good.

EEG: Stands for ElectroEncephaloGram. Special stickers are placed on the head and show how the brain is working. Wires connect the stickers to a computer. The computer lets the doctor know how the brain is working.

Fever: A fever is when the inside of the body gets a little hotter than normal. This can mean that the body has germs that do not belong. The body tries to get rid of the germs by turning up the heat. A fever is the body’s way of trying to get better.

Grief: Feelings that happen after a death or a big change, such as a divorce or move. When someone is grieving, they might feel a lot of emotions, such as sadness, anger, worry, or confusion. Grieving is okay and normal. Talking to a trusted friend or adult can help make them feel better over time.

ICU: Stands for intensive care unit. This is a place in the hospital that people go to when they have a serious illness or accident. In the ICU, a patient can get extra attention from doctors, nurses, and other caring people.

Immune System: The body system that helps to protect the body from germs and sickness, so it can stay healthy.

Infection: An infection is when germs get inside of the body and can make the body sick. The body’s immune system tries to fight off the germs with special blood cells. Sometimes doctors can give medicine to help the infection go away.

100Intubation Tube: A thin tube that helps air get into the lungs to help a person breathe. The tube is connected to a special machine called a ventilator (vent). The ventilator is in charge of sending just the right amount of air.

IV: Stands for intravenous. It is a small straw that helps medicine or fluids get inside the body. A small poke helps the straw get inside a vein (the blue lines that are on your hand) and tape helps the straw stay in until the person does not need it anymore.

LP: Stands for lumbar puncture. It is also called a spinal tap. This is an important test doctors can do to try and understand what is making a person sick. It is a way of taking a sample of a special fluid that is inside the body. To get to the fluid, doctors put a very thin needle between two of a person’s back bones (in the lower back). The fluid can be looked at under a microscope.

Operation/Surgery: When doctors fix something in or on the body to help a person feel better or to help their body work better. Doctors give medicine, so the person does not feel anything or remember anything during the surgery.

Patient: A person who is sick or hurt and seeks treatment from a doctor to feel better.

Pulse: Tells how fast or slow the heart is beating.

Pulse Oximeter: This often looks like a Band-Aid or sticker with a red light and is how a person’s pulse is measured. It connects to a computer, so it can tell how fast the heart is beating and how well the person is breathing.

Sterile: Something that is very clean and has little to no germs.

Stethoscope: What doctors or nurses use to listen to a person’s heart beat and how they breathe.

There are many resources available that can help you find appropriate ways to explain medical terms. Below are two more resources that are often helpful:



  •  http://kidshealth.org/en/kids/word/

  •  Simply Sayin’ mobile app available for download

RESOURCES



  •  Now I Lay Me Down to Sleep https://www.nowilaymedowntosleep.org

         Remembrance photography by trained volunteer professional photographers.

  •  Project Linus https://www.projectlinus.org

         Provides handmade blankets to hospitals.

  •  Sing Me a Story https://singmeastory.org

         Partners with professional musicians to create personalized songs that are based on stories written and illustrated by children in need.

  •  Icing Smiles https://www.icingsmiles.org

         Provides custom celebration cakes for families affected by critical illness.

  •  101Binkeez for Comfort http://binkeezforcomfort.org

         Provides soft blankets for babies and children with life-threatening illnesses.

  •  KidsHealth https://kidshealth.org

         Website for children, teens, and parents. Presents medical information utilizing age-appropriate language, pictures, and videos.

  •  Simply Sayin’ https://play.google.com/store/apps/details?id=com.mediakube.pch.simplysayin&hl=en_US

         An app for medical professionals to guide them in their conversations with children by providing kid-friendly medical explanations.
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Barriers to Referring Patients for Perinatal Palliative Care



BARTHÉLÉMY TOSELLO | MARIE-ANGE EINAUDI

At the international level, perinatal palliative care constitutes a new clinical practice where challenges such as prognostic uncertainty exist, and infant survival and quality of life may be unknown. Identifying factors that can affect the way clinicians address these important ethical and clinical tensions is necessary. We explored the perceptions and professional practices of clinicians who work with parents who wish to continue a pregnancy diagnosed with a life-limiting fetal condition (LLFC) despite the uncertainty corresponding to the postnatal condition of a newborn.

Our research examined three perspectives: (a) a regionally based qualitative study of the perceptions, opinions, and professional practices of clinicians when an LLFC was present; (b) a national-level investigation of initiatives taken in perinatal care based on perceptions and professional practices; and (c) the ethical approach to the medical care as inspired by LLFCs and professional practices in perinatal medicine.

Current barriers to perinatal palliative care in France include lack of clear terminology, clinician’s emotional discomfort, lack of clinician training, and lack of referrals. The vast majority of professionals (92.5%) supported considering the practice of palliative care as a regular option to propose antenatally. Our work reveals the clear need for training perinatal professionals in perinatal palliative care and for the standardization of practices in this field.

 





CASE STUDY

A 45-year-old, 24-week gravida 5, para 4 came to the Multidisciplinary Center of Prenatal Diagnostics (MDCPD) for a pediatric consultation. A second-trimester morphological ultrasound examination had revealed a multiple malformation syndrome with an incurable complex of cardiopathy, intrauterine growth restriction, and brain abnormalities. The patient understood the likelihood of a chromosomal anomaly as well as a limited life expectancy for the infant. The couple refused any genetic investigation and wished to continue the pregnancy, explicitly requesting that the infant receive pediatric palliative care.

104Two meetings occurred between the pediatrician and the patient to discuss the treatment options, the purpose of each paraclinical examination, the uncertainty of the infant’s life expectancy, pain management, feeding options, family logistics for their large family, their geographical distance from the MDCPD, and their parenting wishes. The patient had a vaginal term delivery in the MDCPD maternity ward. Neonatal adaptation was deemed “correct” despite the presence of a heart murmur, hypotonia, hypotrophy, and facial dysmorphism with microretrognathia. As prearranged, the family’s religious observations were conducted in the delivery room. The infant experienced cyanosis associated with desaturations and bradycardias and experienced rapid recoveries from each episode. Suction-swallowing disorders prevented any feeding autonomy, and an umbilical venous catheter for parenteral nutrition was immediately followed by continuous enteral feeding.

Numerous interviews between the healthcare team and the parents included prognoses for the infant’s life expectancy, the family’s request for hospitalization, and genetic diagnostics testing by the medical team. Although the referring physician understood the irrelevance of these tests from the parents’ perspective, an attempt was made to explain how the siblings and their future offspring might benefit from these test results. The parents authorized a karyotype but did not wish to know the test’s outcome. They agreed, however, to have the results accessible to those siblings who asked for them.

After 15 days of supervised care and feeding, the family requested that the infant be discharged and permitted to go home. The medical team expressed concerns over the consequences of a hospital discharge given the infant’s limited life expectancy and the prospect of a home death.

Case Questions



  1.  How do clinicians receive and accept unexpected parenting requests given the place of parental autonomy in the care relationship?




  2.  How do clinicians apply the ethical principles of beneficence and nonmalfeasance when clinical cases include uncertainties and doubt?




  3.  What are some of the challenges caregivers may experience as the patient’s death approaches?










 

 





OBJECTIVES

This chapter addresses the following objectives:



  •  Outline results from a qualitative focus group addressing professionals’ perceptions of what constitutes a lethal fetal pathology and emotional reaction to such diagnoses

  •  105Present results from a French national-level investigation exploring clinicians’ perceptions and professional practices

  •  List clinician-reported criteria in which palliative care should be available and clinician-reported barriers

  •  Explain the psychosocial approach to lethal fetal abnormalities using the perinatal professional’s palliative approach

  •  Discuss recent developments and ethical considerations surrounding perinatal palliative care in France






 

BACKGROUND

Severe congenital malformations are one of the leading causes of childhood morbidity and mortality. Despite advances in perinatal medicine, some prenatal diagnoses preclude postnatal survival. From as early as the first trimester, perinatal professionals may be required to announce some unforeseen or bad news to the future parents.1 The emotional charge is then exacerbated. In the event of a serious, incurable, or lethal diagnosis, the parents face uncertainty and many difficult decisions, including the option of termination of pregnancy (TOP). Whatever decisions are made, they all affect the unborn child, the family, and the parents themselves.2 Parents have two choices: either continue the pregnancy and provide adequate care for the newborn while avoiding unrealistic requests or medical TOP. For most parents, these are two unbearable choices. Interrupting life or confronting the disease and opting for palliative care are not simple alternatives. Some parents decide to continue with the pregnancy.3 Not all fetal abnormalities are life-threatening at the time of birth, so perinatal palliative care (PPC) supports the infant during a sometimes limited lifespan and differs from TOP. It is not a question of choosing between two treatments to treat a disease, but rather of choosing between two different treatment plans with different time frames. The palliative care approach is an open-ended and uncertain pathway, whereas TOP ends a pregnancy but may involve psychological sequelae.

PPC, so named in English language scientific literature, is a new international specialty focusing on fetal and neonatal healthcare and prepares parents and providers for the continuity of postnatal care.4 Palliative care begins at the time of a complex and potentially life-limiting fetal diagnosis and continues into the postpartum period.5 This new area of clinical practice poses decision-making challenges for parents, as well as potential ethical dilemmas to be addressed by parents and clinicians.6

Within the context of a LLFC, and as a direct result of information exchanged between clinicians and parents, obtaining parental permission or consent (legal and 106proper care obligation) raises questions. How much decision-making liberty do the parents have? How can healthcare professionals offer a meaningful response when, despite the presence of a lethal pathology and postnatal uncertainties, parents request that the pregnancy continue? PPC decision-making practices are fueled by various dilemmas, and several of these challenges are addressed in this chapter.

PERINATAL PROFESSIONALS’ PERCEPTIONS OF LETHAL FETAL CONDITIONS

In France, the Voluntary Interruption of Pregnancy Act of 1975 (the “Veil Law”) allows a woman to request a termination of her pregnancy if the fetus is diagnosed with a high probability of a grave, incurable pathology. Yet, 1296 women in France eligible for termination opted to continue their pregnancy in 2015—100% more than in 2011. In 79% of these cases, the pregnancy resulted in a live birth.7

The very term lethal fetal pathology (LFP) is debatable, and the term life-limiting fetal conditions (pathology limiting postnatal survival) seems more appropriate.8 Postnatal life span with an LFP is unpredictable, and the list of inevitable and rapidly fatal diseases is open to discussion.9 Unfortunately, the ability to have an ideal prognosis to manage care is not currently within our reach.10 A recent report from Dominic Wilkinson in the United Kingdom recalls that pathologies commonly referred to as lethal11 could have a prolonged survival.9 The most striking example among these cases is trisomy 18, which now has a life span reported up to 50 years.12

In order to clarify the meaning of the term LFP, we conducted a qualitative study based on exploratory interviews with professionals from two multidisciplinary prenatal diagnosis centers in France.13 Our interviews focused on the professionals’ definition of an LFP, their perspectives, associated difficulties that arose from such definitions, and the context of professional practices in LFP situations. Most of the professionals defined LFP with the following components: limited survival time, level of the condition’s severity, and whether the fetus was viewed as noncurable or nonviable. Some professionals stated that a death in utero or at birth was to be the criterion for an LFP, whereas others viewed a pathology for which medical intervention was impossible (e.g., complex heart disease) as the criterion. These defining criteria question what actually constitutes “lethality.”

For some clinicians, LFP was also defined as a particular emotional experience: a situation that “tortures us” (gynecologist), which “often breaks our heart” (neonatologist), or which makes us want to “take up arms” (gynecologist). The LFP was considered from the perspective of the definition, the resulting difficulties, and within the situational context of professional practices. The focus group analyses showed the complexity of the issues and the difficulty in defining them. The practices mentioned are marked by the consideration of multiple issues (professional, informational, human, ethical, etc.) and questions the need and merit of a multidisciplinary approach.4,14,15

107NATIONAL-LEVEL INVESTIGATION EXPLORING CLINICIANS’ PERCEPTIONS AND PROFESSIONAL PRACTICES

As a follow-up to our pilot study, our second study’s objectives were to establish a national inventory within the MDCPD’s LFP practices of perinatal professionals in France: (a) to identify the criteria in which palliative care should be available when a potentially antenatal, lethal pathology is diagnosed; and (b) to identify the barriers to the acceptance of palliative care. We performed a quantitative national-level survey of 214 perinatal professionals practicing at the MDCPD.16

General Findings

More than a quarter of those surveyed believed that over 20% of fetal pathologies seen at the MDCPD could correspond to an LFP diagnosis. This reply was more often stated by pediatric professionals rather than gynecologists, testifying to a lack of clear terminology or definition of LFP. Professional practices concerning these LFP were heterogeneous: trisomy 18, major or syndromic diaphragmatic hernia, anencephaly, major hydrocephalus, and bilateral renal agenesis.16 The majority of professionals considered neonatal palliative care necessary to accompany parents anticipating their infant’s death and that a birth plan in palliative care can be considered as an alternative to TOP.

Criteria in which Palliative Care should be Available

Professionals reported that respect and support for the parental choices was the most important factor in the decision-making process. The item examining autonomy, “respect parents’ freedom of choice,” garnered support from more than half of the professionals (56.6%, n = 120). The item examining newborn presumed quality of life was also an important factor (97.1%, n = 204), despite the infant’s anticipated shortened lifespan. Additionally, diagnostic certainty for some infants affected decision making (98.1%, n = 207) and influenced the delivery of palliative care information antenatally.

Barriers to Palliative Care

Differences Among Specialists

Our study revealed differences in professional perspectives between pediatric and obstetric specialists concerning certain clinical, legal, and ethical aspects of the prenatal diagnosis of a “lethal” pathology (Table 7.1). There were varied perceptions of palliative care between obstetrical physicians and neonatologists regarding its definition as “an active and continuous care practiced by an interdisciplinary team in an institution or at home, focused on relieving pain, soothing mental suffering, safeguarding dignity, and supporting persons implicated in the infants’ lives.”
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Lack of Training

Fewer than half of the professionals received any practical training (more common among FCPs 59.6% vs 34.4%; p < .001), and fewer than a quarter received any theoretical training. The medical teams’ coherence, their training, and their multidisciplinary are essential tools to deliver the most appropriate information and to minimize the ethical and emotional difficulties that inevitably emerge in these situations. Training perinatal professionals on palliative care will lead to making qualified teams for this approach: caring for any doubt with a high level of confidence and respect, a good level of communication, and with a capability to reconfigure roles in the face of the unexpected.

Complexity in Defining Terminology

In our studies, both the qualitative and quantitative aspects of the surveys showed the complexity and difficulty in defining LFP. Complexities are characterized by multiple issues, including professional, informational, human, and ethical. These challenges set the foundation for a multidisciplinary approach.

Medical Interventions and the Patient’s Psychosocial Influences

Inclusion of palliative care in perinatal medicine must be considered in the context of these findings and current medical frameworks. From a medical perspective, severe pathologies involve an action. TOP, for example, is one action. In an intensive care setting, curative treatments are an example of action-oriented interventions. In palliative care, actions involve intentional strategies to maximize infant comfort and 109parental bonding. However, the nature and meaning of these varied actions are partly defined outside of the medical setting, in contexts where psychosocial influences lead to expectations and norms. The potential development of providing PPC should have us reflect on these pre-existing frameworks along with an ongoing deference to both ethics and personal suffering. It is necessary to explore the decision-making process that operates in this context. We need to look not only at future parents, but also at the clinicians who intersect with parents because the decision depends on how uncertainty can be approached by both sides.17 Joining together the professional experiences and practices along with the bio-psychosocial processes, which can give meaning, could prove useful for advancing reflections on LFP, their management, and possible options.

A PSYCHOSOCIAL APPROACH TO LETHAL FETAL ABNORMALITIES USING THE PERINATAL PROFESSIONALS’ PALLIATIVE APPROACH16

Although three-quarters of French perinatal professionals had difficulties defining LFP,16 there was a shared collegial knowledge regarding the uncertainty and ethical issues posed by fetal pathologies. We tried to determine the perinatal professionals’ perspective concerning the role of social representations of LFP and of perinatal palliative approaches in the management of this uncertainty.18 The free association method provided access to these representation fields.19 We asked subjects to spontaneously say words or expressions 110(n = 3 in our study) from the key phrases “lethal fetal pathology” and “perinatal palliative care.” From this, the main analysis that followed was the “similarity analysis,” thus making it possible to explore the generated graph from a relation between two elements of a set. This enabled us to highlight the structure underlying the internal organization of these elements.18

The similarity analysis for “lethal fetal pathology” (Figure 7.1) had three distinct groups.

The first group was organized around the expressions for TOP, which contained an emotional dimension of parents and palliative care. The second group consisted of support and information-related elements, and the third group included a group of diseases. Death was the connecting word between the group “termination of pregnancy” and the group of diseases. The similarity analysis for “perinatal palliative care” (Figure 7.2) showed two distinct groups with a large group organized around the notion of support.

The words related to this group had a strong link with respect to common values (dignity, benevolence, humanity), with palliative practices, and death or mourning. This group was strongly associated with the second group, which related to both pain and parents. Figures 7.1 and 7.2 reflect the difficulties inherent in diagnosing with precision as well as prognostic uncertainties. If the fetal diagnosis is closely related to the definition of LFP, according to the French context, TOP can be considered as a “standard under the pressure of uncertainty.”13
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FIGURE 7.1  Similarity analysis of the thematic categories for PPC.

PPC, perinatal palliative care.

Source: From Tosello B, Dany L, Bétrémieux P, et al. Barriers in referring neonatal patients to perinatal palliative care: a French multicenter survey. PLoS ONE. 2015;10:e0126861. doi:10.1371/journal.pone.0126861
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FIGURE 7.2  Similarity analysis of the thematic categories for LFA.

LFA, lethal fetal abnormalities.

Source: From Tosello B, Dany L, Bétrémieux P, et al. Barriers in referring neonatal patients to perinatal palliative care: a French multicenter survey. PLoS ONE. 2015;10:e0126861. doi:10.1371/journal.pone.0126861





RECENT DEVELOPMENTS

Recently, the French Society of Neonatology Ethics’ Committee convened to discuss adoption of a more probabilistic approach, especially since Wilkinson’s same article gives survival probabilities. The Committee will distinguish the serious and incurable pathologies strongly associated with limited life expectancy (bilateral renal agenesis, double diaphragmatic hernia, thanatophoric dwarfism, trisomies 13 or 18 with serious malformations) and those serious and incurable pathologies associated with prolonged life (number of inoperable heart diseases and conditions, congenital renal diseases, as well as certain neurological pathologies). In France, a median postnatal survival of 24 hours is reported for severe fetal diseases20 and thus those previously mentioned fetal pathologies (trisomy 18, major diaphragmatic hernia or syndromic, anencephaly, major hydrocephaly, bilateral renal agenesis) are heterogeneous.20

The representation of PPC program appears to follow a conceptual evolution.21 A palliative approach supports parents during the pregnancy journy to relieve the emotional trauma parents experience beginning in the antenatal period and providing anticipatory guidance to parents for the remainder of the pregnancy, birth, and postnatal period. Palliative care also addresses any potential comfort needs for the infant. This approach is similar to the one that the adult palliative care professionals have in France.22 Implementing an active and effective PPC program requires some degree of family-centered and cultural standardization,21,22 which questions the place of perceptions and their implications.16 The role of these perceptions and of their implications needs to be examined. Such an approach would test the technical, scientific, practical, social skills, and knowledge, as well give professionals a means to update their skills and evaluate its future applications.

An Ethical Approach to PPC

This collection of behaviors, conduct, and representations by perinatal professionals can provide an important starting point for normative ethical reflection.13,16 Indeed, since the fetus is said to be “ill,” it becomes a patient in its own right.23 The respect of this principle toward the fetal patient rests in balance, always assessed according to the interest, respect, and autonomy of the pregnant woman. Nevertheless, these are all prima facie obligations, and none is more important than another. The pregnant woman is torn between protecting her unborn baby and her limited autonomy. Therein lies our professional challenge and responsibility to inform women within a perinatal ethical model.24

There are great uncertainties within the defined perinatal scope, and caregivers and parents are confronted with exceptional situations. How do they integrate these uncertainties in making care decisions? How do both parents and professional caretakers 112collaboratively distinguish, share, and assume the risks to develop care strategies? These strategies, while not pretending to erase the uncertainty, can help manage the doubts of the healthcare overseers and de facto improve the care of patients (the woman or the couple and the newborn).

Thus, to guarantee parents the freedom to make choices that, whatever they may be, will considerably affect their future, the medical team must take into account several factors: the tensions between the information’s inherent objectivity and the subjectivity of the couple; the relationship to time; the sense of vulnerability based on other’s viewpoints; and a multidisciplinary approach and support.25

It is for this reason that a shared decision may be the most effective way to rationalize the participation of lay people so as to guarantee that the pregnant woman and her companion select the best of all the difficult options while respecting their initial wishes. This process involves a trade-off between the risks and benefits of each option and the individual’s preferences/expectations of the potential consequences. Although discussion does not guarantee the certainty of any resultant decisions, it does ensure that the decision is rigorously made by analyzing and confronting all the arguments and by seeking informed and reasonable solutions. Will we be able to justify why the woman chooses one option over another, a choice that will have been fully tested and, therefore, taken in good conscience and legitimized by the way it was reached?

Clinical Implications



  •  Antenatal anticipatory guidance is described as detailing the various prenatal and birth scenarios as well as explaining those outcomes to the patient.

  •  Introducing the professionals and their services to the family seems to be a factor of reassurance and trust,26 and this multidisciplinary approach helps define the child’s care.

  •  The palliative culture training of perinatal professionals: the teams must be attentive to any misgivings by any of their members along with a high level of confidence, respect, a good level of communication, and a capacity to reconfigure roles in the face of the unexpected. That is to say, to modify the usual hierarchical order so as to appropriately adapt to the situation at hand.25

  •  It is important to avoid being too directive with procedures or protocols because this risks thwarting reflections and openness to the singularity of each situation. Proposing a reflexive and collaborative approach from the outset generates an adapted decision-making process.

CONCLUSION

Ninety-two percent of surveyed French perinatal professionals support the idea of informing their patient about possible PPC in the case of an LFP.16 The frame of reflection regarding perinatal palliative training, such as exists in England, is essential in France.27,28 A French framework could address the lack of knowledge about PPC and help to build a 113multidisciplinary care program. A specific PPC program is actually based on an existing specific plan detailing the values and purposes of the palliative approach. It would recognize the patients’ and families’ needs and provide a multidisciplinary team trained in PPC and in an adequate unit.29 Contributing elements to enhance a PPC program would be:



  a.  training to increase the professionals’ skills in broaching and disseminating palliative culture information;

  b.  inclusion of parents regarding the plan of care and potential range of outcomes for their infant;

  c.  family communications and medical file documentation during each step of the process;

  d.  respect for consistent pre- and postnatal intentions;

  e.  collaboration with an obstetrical team in planning the birth and palliative care (place of birth, place of fetal monitoring, mode of delivery, etc.);

  f.  preparations for postnatal care (confirmation of palliative care, gradual transition to palliative care if necessary, management of comfort care, place of hospitalization, complementary explorations, etc.);

  g.  substantiating parental wishes and needs (or the family in the broad sense), in collaboration with needed and appropriate structures (mobile teams of palliative care, regional resource team in pediatric palliative care, volunteers, associations, etc.); and

  h.  guidance and support for perinatal mourning by trained teams.

From this reflection, the prenatal care and pregnancy experience could be described as detailing the various prenatal and birth scenarios and the variety of options to deal with these realities. In fact, providing the family with the resources and options available to them seems to be a key component of reassurance and trust.

We have detailed the multidisciplines and their various participants and we believe it is important to develop a team approach to palliative perinatal professional training for this difficult passage of uncertainty for all those involved. Nevertheless, being overly directive in conveying procedural protocol and rationales in order to compartmentalize decisions needs to be avoided; rather, a collaborative approach leading to a decision-making process must be adapted. Integration of the perinatal professionals’ perspectives and biopsychosocial practices on managing serious and incurable fetal diseases can advance the possible options for management within this context.







REFERENCES

1.   Peach E, Hopkin R. Advances in prenatal genetic testing: current options, benefits, and limitations. Newborn Infant Nurs Rev. 2007;7:205–210. doi:10.1053/j.nainr.2007.09.012

2.   Howard ED. Family-centered care in the context of fetal abnormality. J Perinat Neonatal Nurs. 2006;20:237–242. doi:10.1097/00005237-200607000-00011

3.   Chitty LS, Barnes CA, Berry C. Continuing with pregnancy after a diagnosis of lethal abnormality: experience of five couples and recommendations for management. BMJ. 1996;313:478–480. doi:10.1136/bmj.313.7055.478

1144.   Wool C. State of the science on perinatal palliative care. J Obstet Gynecol Neonatal Nurs. 2013;42:372–382. doi:10.1111/1552-6909.12034

5.   Tosello B, Le Coz P, Payot A, et al. Palliative care birth plan: a field of perinatal medicine to build. Gynecol Obstet Fertil. 2013;41:251–254. doi:10.1016/j.gyobfe.2013.02.013

6.   Feudtner C, Munson D. The ethics of perinatal palliative care. In: Ravitsky V, Fiester A, Caplan AL, ed. The Penn Center guide to bioethics. New York, NY: Springer Publishing Company; 2009:509–518.

7.   Rapport médical et scientifique de l’assistance médicale à la procréation et de la génétique humaines en France, 2016. Agence de la biomédecine. https://www.agence-biomedecine.fr/annexes/bilan2016/donnees/diag-prenat/02-centres/synthese.htm

8.   Wilkinson D, De Crespigny L, Xafis V. Ethical language and decision-making for prenatally diagnosed lethal malformations. Semin Fetal Neonatal Med. 2014;19:306–311. doi:10.1016/j.siny.2014.08.007

9.   Leuthner SR. Palliative care of the infant with lethal anomalies. Pediatr Clin North Am. 2004;51:747–759. doi:10.1016/j.pcl.2004.01.006

10.  Benezech JP. Le pronostic est-il éthique? Méd Palliative. 2008;7:140–148. doi:10.1016/j.medpal.2008.01.006

11.  Wilkinson DJC, Thiele P, Watkins A, De Crespigny L. Fatally flawed? A review and ethical analysis of lethal congenital malformations. BJOG. 2012;119:1302–1308. doi:10.1111/j.1471-0528.2012.03450.x

12.  Merritt TA, Catlin A, Wool C, et al. Trisomy 18 and trisomy 13: treatment and management decisions. NeoReviews. 2012;13:e40e8. doi:10.1542/neo.13-1-e40

13.  Tosello B, Dany L, Gire C, et al. Perceptions of lethal fetal abnormality among perinatal professionals and the challenges of neonatal palliative care. J Palliat Med. 2014;17:924–930. doi:10.1089/jpm.2014.0023

14.  Mendes J, Wool J, Wool C. Ethical considerations in perinatal palliative care. J Obstet Gynecol Neonatal Nurs. 2017;46:367–377. doi:10.1016/j.jogn.2017.01.011

15.  Limbo R, Wool C. Perinatal palliative care. J Obstet Gynecol Neonatal Nurs. 2016;45:611–613. doi:10.1016/j.jogn.2016.07.002

16.  Tosello B, Dany L, Bétrémieux P, et al. Barriers in referring neonatal patients to perinatal palliative care: a French multicenter survey. PLoS ONE. 2015;10:e0126861. doi:10.1371/journal.pone.0126861

17.  Soubieux M-JS, Soulé M. Poursuite de la grossesse en cas de malformation. In: La psychiatrie fœtale. Paris cedex 14, France: Presses Universitaires de France; 2005:61–64.

18.  Tosello B, Dany L. Psycho-social approach of perinatal palliative care. J Matern Fetal Neonatal Med. 2018;9:1–4. doi:10.1080/14767058.2018.1465915

19.  Dany L, Urdapilleta I, Lo Monaco G. Free associations and social representations: some reflections on rank-frequency and importance-frequency method. Qual Quant. 2015;49:489–507. doi:10.1007/s11135-014-0005-z

20.  Bourdens M, Tandonnet J, Hostalery L, et al. Diagnosis and outcomes of continued pregnancies despite a diagnosis of severe fetal pathology: a French multicenter retrospective study. Matern Child Health J. 2017;21:1901–1910. doi:10.1007/s10995-017-2305-0

21.  Balaguer A, Martin-Ancel A, Ortigoza-Escober D, et al. The model of palliative care in the perinatal setting: a review of the literature. BMC Pediatrics. 2012;12:25. doi:10.1186/1471-2431-12-25

22.  Salas S, Dany L, Michel R., et al. Representations, attitudes and practices toward palliative care: a survey among palliative care units and teams in France. Méd Palliative. 2008;7:130–139. doi:10.1016/j.medpal.2007.01.001

23.  Fletcher JC. The fetus as patient: ethical issues. JAMA. 1981;246:772–773. doi:10.1001/jama.1981.03320070056028

24.  Chervenak FA, McCullough LB. The professional responsibility model of obstetric ethics: avoiding the perils of clashing rights. Am J Obstet Gynecol. 2011;205:315.e1–e5. doi:10.1016/j.ajog.2011.06.006

25.  Bétrémieux P. TOP or palliative care for lethal foetal condition? Prenat Diagn. 2010;30:1112; author reply 1113–1114.

26.  Wool C. Systematic review of the literature: parental outcomes after diagnosis of fetal anomaly. Adv Neonatal Care. 2011;11:182–192. doi:10.1097/ANC.0b013e31821bd92d

27.  British Association of Perinatal Medicine. Palliative care (supportive and end of life care): a framework for clinical practice in perinatal medicine. 2010. http://www.bapm.org/sites/default/files/files/Palliative_care_final_version_%20Aug10.pdf

11528.  Murdoch E, Carragher P, McNamara K. Perinatal palliative care framework: goals and standards for perinatal palliative care. NHS Scotland Regional Managed Clinical Network for Neonatal Services. 2013. https://www.cen.scot.nhs.uk/wp-content/uploads/2017/01/Perinatal_Framework.pdf

29.  Wool C. Clinician confidence and comfort in providing perinatal palliative care. J Obstet Gynecol Neonatal Nurs. 2013;42:48–58. doi:10.1111/j.1552-6909.2012.01432.x

30.  Kenner C, Press J, Ryan D. Recommendations for palliative and bereavement care in the NICU: a family-centered integrative approach. J Perinatol. 2015;35:S19–S23. doi:10.1038/jp.2015.145

31.  Vinant P, Bioy A. L’incertitude assumée, une valeur ajoutée du soin. In: Barruel F, Bioy A. Du soin à la personne. Clinique de l’incertitude. Paris: Dunod; 2013:79.






116III






Planning and Decision-Making



Chapter 8. Communicating Devastating News to Patients and Parents in Perinatal Palliative Care Steven R. Leuthner, Renee D. Boss, and Brian S. Carter

Chapter 9. Grief and Memories Begin With Diagnosis Rana Limbo and Marie A. Walter

Chapter 10. Anticipatory Guidance: Birth and Advance Care Planning in Perinatal Palliative Care Jessica T. Fry, Natalia Henner, and Andrea Caruso

Chapter 11. Difficulty in Predicting Survival: Genetics and Genetic Counseling in Palliative Care Martha Dudek and Rebecca D. Carter

Chapter 12. “Compatible With Love”: Qualitative Analysis of Decision-Making Rationale of Parents Who Continue a Pregnancy Affected by a Life-limiting Fetal Condition Jesse Wool and Charlotte Wool

Chapter 13. Perinatal Regoaling in the Face of Serious Illness: Hopeful Thinking, Good-Parent Beliefs, and Uncertainty Douglas L. Hill, Jackelyn Y. Boyden, Chris Feudtner, David A. Munson

Chapter 14. Building and Sustaining Relationships During Pregnancy in Perinatal Palliative Care Amy Kuebelbeck

117Your Name [excerpt]


I know why God named each creature, one by one

It was the promise made, the final guarantee of existence

Of love. And so we named you. As if to etch in early the certainty of

your existence.




We introduced you early,

That we could all begin to love you




The introductions over, we made you family,

We knit you into us, as if coming from my body may not be enough,

We etched you into the Universe under the family name
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Communicating Devastating News to Patients and Parents in Perinatal Palliative Care



STEVEN R. LEUTHNER | RENEE D. BOSS | BRIAN S. CARTER


Every day across North America, thousands of women, often with their partners, meet and interact with perinatal healthcare clinicians. For these clinicians, communication is the most frequently relied upon clinical skill. The clinician’s presence, ability, and sensitivity in communicating sad, bad—or in the context of pregnancy what might be referred to as devastating—news, are all required to effect optimal compassionate and comprehensible communication.

For perinatal palliative care clinicians, the need for adept communication skills is a given. But none of us is always at our best. Just like all perinatal healthcare clinicians, we too can likely hone or improve our skills. Communication training is increasingly available to mature clinicians, addressed in continuing education opportunities, and is becoming better integrated into professional schools. This chapter will address the common times and contexts in which excellent communication is required in the delivery of bad news to patients and parents in their prenatal and postnatal care, some information on how such communication is received, and how it could be improved upon.

 





CASE STUDY

Jennifer was looking forward to this pregnancy. Now 27, a college graduate and married just 2 years ago, she and her husband, John, were ready to start a family. She had one unplanned pregnancy in high school and, while it resulted in a miscarriage at 13 weeks, it now seemed to haunt her. She and John looked forward to her 18-week ultrasound and their ability to “see” Rebecca, their unborn baby. While her obstetrician began the scan in a somewhat chatty and friendly manner, Jennifer could sense something was amiss when she paused and spent extra time on one particular view. Dr. Joiner finished the scan and told her that she was fairly certain that there was something “different” about Rebecca’s heart.


The four-chamber view gives me concern. You need to see a maternal fetal medicine doctor, and likely a pediatric cardiologist to perform a fetal echocardiogram. 119Why don’t you go ahead and get dressed and comfortable and I will be right back. My nurse, Mary, will stay with you. Just give me a minute to make a quick referral and I will be right back to explain why I am concerned.



In no more than 10 minutes Dr. Joiner returned. She gave Jennifer and John a name and phone number to the closest Fetal Diagnostic and Health Center – about 45 minutes away – where she said they could see her within the week for a more complete evaluation. Then she gave them a picture and spoke of what she was concerned about. “Rebecca’s heart should have four discrete chambers and a clearly seen outflow tract from this chamber [the left ventricle] that sends blood out to the rest of the body. I’m concerned that Rebecca’s left ventricle is very small, and the outflow tract looks small too.

“After you see the folks at the Center, I’d like to see you back. Can you come to see me in 2 weeks? Time may impose a sense of urgency with regard to the options that exist for you in regard to Rebecca.” Jennifer looked at John, and then back to Dr. Joiner. Her concern was evident to all present. Mary, Dr. Joiner’s nurse, intentionally stood with Jennifer and John and asked them if they understood what the doctor had explained. They said yes and asked for Mary to sit with them as they took a minute to digest the news. Mary gave the doctor an affirming look, and Dr. Joiner said good-bye to Jennifer and John. “I’ll look forward to seeing you in 2 weeks.”

Case Questions



  1.  What did Dr. Joiner and Mary accomplish in the way they communicated with Jennifer and John?




  2.  What further communication might be expected in the follow-up visit with Dr. Joiner?










 

 





OBJECTIVES

This chapter addresses the following objectives:



  •  Describe how to anticipate the different times within the perinatal period a clinician will need to deliver some form of sad or bad news to a family

  •  Discuss those approaches that may be helpful to families and those that may hinder understanding or acceptance

  •  Discuss and explain how perinatal healthcare clinicians in general, and perinatal palliative care clinicians in particular, can bear and share the burdens of the delivery and receipt of such news, helping families move forward by crafting a meaningful narrative the family can live with






 

120INTRODUCTION

Pregnancy is most commonly thought of as a joyful time of celebration and preparation to becoming a parent. Perinatal clinicians have the common goal of helping medically and emotionally guide the pregnant woman and her partner through this time of joy and preparation. At the same time, however, the perinatal period continues to be a time of high risk for bad things to happen. It is a time of the highest rate of morbidity and mortality of pediatric patients with over 20,000 infants not surviving the neonatal period annually. This is an infant mortality rate of nearly 6 per 1,000 infants.1 These deaths can be attributed to congenital anomalies (approximately 4,800 per year), or from prematurity (approximately 4,000 per year), or other unpredictable perinatal events.2 Approximately 2% to 3% of the 4 million children, about 100,000, born annually in America have a birth defect. Some are life threatening and diagnosed prenatally, especially in the era of expanding numbers of fetal diagnostic and treatment centers. Therefore, all perinatal clinicians will encounter the need to provide bad or devastating news to their patients. For perspective, while much of the literature on delivering bad news is within the cancer population, in 2018, it is estimated that pediatric cancers account for approximately 15,590 newly diagnosed children annually from birth to 19 years of age, and 1,780 deaths from the disease in the United States, about 5 to 6 times fewer than from perinatal causes.3 To address this issue, perinatal clinicians at all levels should acquire proficiencies in delivering bad news. Though there is variation among clinicians regarding comfort and experience level with these conversations, the necessary skills to engage parents with honesty, authenticity, and empathy can be learned and developed.4

WHEN AND WHERE THE NEED TO DELIVER DEVASTATING NEWS MAY ARISE IN THE PERINATAL WORLD

In thinking about when and where a perinatal clinician will have to deliver bad news, one can simply follow along the timeline of perinatal clinicians’ engagement with a patient. Perhaps the first line of bad news is for the couple who is engaged in trying to get pregnant and having infertility issues. This obviously occurs in the outpatient clinic and will require a level of work-up by specialists; once the issue is determined, there is often hope for some technological assistance. The bad news in this arena might become more devastating if for some reason there is nothing medically to be provided, but options here are beyond the scope of this chapter. Importantly, successful fertility in these cases is not uncommonly followed by pregnancy complications that may lead to further bad news and recognizing how these stacked issues affect a parent and future counseling are important.

Another early line of bad news for some might be just that a woman is pregnant. While it is beyond the scope of this chapter to address issues surrounding termination 121of pregnancy (for any cause), it must be recognized that perinatal clinicians will encounter this issue and ought to provide appropriate professionally ethical counseling and resources as determined by American College of Obstetrics and Gynecology.5

Perhaps the most common and recognized time of first needing to deliver bad news is for the perinatal clinicians who need to report abnormal routine screening results sometime between 10 and 20 weeks of pregnancy. These might include first trimester screening abnormalities, maternal serum genetic screening, or, like the case study, the first ultrasound screen that finds an unsuspected abnormality. The shock of discovering a fetal abnormality, whether a potentially life-limiting condition or not, can transform the pregnancy experience,6,7 making expectant families face the loss of a “normal” pregnancy and the stigma of being identified as “at increased risk.”8 Parents describe experiencing a multitude of losses: loss of their healthy baby, of the normal pregnancy experience, and of the future parenting of their child.9 The ultrasonographer, radiologist, obstetrician, or maternal fetal medicine physician are the typical first providers of this sad or bad news: “Something is wrong.” Depending on one’s expertise, there will be varying abilities to counsel the family about what the bad news really means. For this reason, it is critical to have some level of training, as well as the resources for consultation and referrals to those who have the expertise to assist the woman in decision-making options. This ought to include neonatal consultation, other pediatric subspecialty consultation, and, for many cases, perinatal palliative care (PPC) consultative services.

Choices and options that arise in these bad news situations are complex, emotionally charged, and perhaps entrenched with spiritual and religious considerations or prohibitions. While it seems intuitive that the worst kinds of bad news might be those in which the condition is considered life-threatening, it can in fact be more difficult for families who are provided news of a poor prognosis but with a range of survivability—of conditions more life-limiting than immediately life-threatening. This raises the issue of uncertainty as a component of making bad news sometimes worse. The news may occur when there is ample time for multiple well-prepared visits between clinicians and prospective parents. As laws on termination of pregnancy change and as fetal interventions are developed, however, there are times that the bad news is provided at a time in pregnancy where there is a level of urgency to decision-making for an option to be available. Other times, delivery might suddenly become imminent as a part of the bad news. Perinatal clinicians must be skilled and flexible to communicate under the additional pressure of rushed or emotional situations.

Perceptions of parental obligation to the fetus vary widely among both patients and clinicians, and parents rely heavily on personal values, long-term family planning, and their perception of prognosis in their decisions.10,11 To move beyond just presenting the bad news, discussions with parents must focus on these issues to guide parents with recommendations that most align with their values and preferences. For parents for whom termination is morally prohibitive, early diagnosis provides time for parents to plan and adjust how to proceed after birth.8

Moving along the pregnancy timeline, the second and third trimester visits can also be a time of recognizing missed or developing abnormalities, although without the option 122of termination or fetal interventions leading to any sense of urgency. Identification that an expected infant will likely be imperiled may occur at any time during the pregnancy. The issue of pregnancy-induced maternal illness, a need for hospitalization or bed rest, the risk of preterm birth, and even stillbirth can arise, all of which constitute the delivery of bad news.

Historically, it was often in the delivery room that perinatal clinicians were caught unaware, having to share bad news with the family in the moment with no time for any type of preparation. This could include a genetic diagnosis such as Down syndrome, the psychological emergency of the baby with ambiguous genitalia, a delivery complication such as perinatal asphyxia, or even just the need to remove a baby from the delivery room to the neonatal intensive care unit (NICU) for ongoing evaluation and management. Conditions that were not typically life-threatening, such as meconium aspiration, a gastroschisis, or respiratory distress, could be perceived as bad news by a parent. While rare, clinicians today will likely experience unexpected deaths in the delivery room owing to an acute perinatal event, despite full resuscitative efforts. At other times, delivery room deaths may be planned for in view of a life-limiting prenatal diagnosis. This allows for a planned re-direction of care away from an interventional paradigm to one of comfort. Even when these deaths are expected and planned for, the impact of their reality requires an emotional acceptance intertwined with delivering that bad news.

Finally, there are times after birth in the NICU in which the neonatologist must be the one to deliver bad news. It could be a new diagnosis or an unexpected turn of events during the birthing process. Other times it is days, weeks, or months into a NICU admission that there is an interval change in neonatal health, a complication of the disease or of the treatments themselves, or a diagnostic test that alters an infant’s prognosis. These could lead to breaking bad news, followed immediately by discussions and decisions regarding the possibility of a redirection of care toward comfort and palliation in the NICU.

Informing a parent or parents of unexpected bad news falls to the perinatal clinician leading the team, most often a physician, underscoring the need for developing exquisite skill in the hardest of times. Likewise, other team members are accountable to the physician and family to step forward with words and actions of support, explanation, and comfort, recognizing the effect the news will have on all healthcare clinicians involved (see the Case Study earlier in the chapter). But any perinatal clinician may encounter the need to deliver different kinds of sad or bad news, in a variety of situations, and all have differing levels of proficiency for dealing with these complex, high-stakes, uncertain, and values-laden situations. With this in mind, it is important to address training perinatal clinicians on how to improve their skills, competencies, and comfort in providing care to their patients.12,13

THE EVIDENCE FOR COMMUNICATION SKILLS TRAINING

Data suggest that difficult conversations, for instance, regarding serious disability or end-of-life care, are often postponed or avoided by families and clinicians alike. A 2018 123review of 65 studies about end of life communication in pediatrics concluded that clinicians often delay these conversations until death is imminent.14 Clinicians may feel that doing this protects families from harm, or allows them to maintain hope, but it may steal from what time families have to prepare for their child’s death. Likewise, the delay may alter the families’ possibility to create new hopes, even when death is imminent.

As noted, physicians are the healthcare team members who commonly lead serious perinatal conversations, such as those regarding neonatal resuscitation or treatment withdrawal, yet data suggest that physicians do not routinely receive communication skill training. A 2009 national survey of graduating neonatology fellows explored the training that fellows had received to conduct challenging conversations.15 Fellows from 83% of all accredited training programs in the United States responded. Forty percent reported that their fellowship included no training focused on discussing goals of care with families; fellows felt even less trained to address parents’ spiritual and religious beliefs or to address conflict. Sixty percent reported that they had had little to no supervision from senior clinicians in leading family meetings, while 75% reported no integration of simulation to teach communication skills. While communication skills training in the time since this study have anecdotally become more common, data regarding their frequency and adequacy are not available.

Communication skills training for nurses and allied health professionals is also not routine, though data from adult medicine suggest that nurses can play an important role in advancing serious conversations not just in family meetings but during routine care at the bedside.16 Many NICU families whose infants have had life-threatening conditions recall that bedside nurses were their primary source of information during their infant’s illness.11 Excluding nurses from serious conversations fails to capitalize on the relationships that nurses often establish with families. Their exclusion can increase moral distress for nurses who may become responsible for carrying out care plans of which they have not been a part.17 Data suggest that allied health professionals, such as social workers, are more consistently excluded from family meetings when they are held at a patient’s bedside as opposed to a separate conference room, suggesting that location for these conversations matters.13 Training for social workers typically includes addressing family stress and distress; including their expertise in family meetings can benefit all involved.18

Uncertainty regarding prognosis and quality of life may be particularly challenging to discuss with families, even as these topics are fundamental to serious decisions. Clinicians may hesitate to discuss uncertainty, perhaps because they are uncomfortable not having all the answers, or because they worry that acknowledging an uncertain outcome may create “false hope” in families. Yet in many situations, outcomes are uncertain. In their 2017 paper, Bogetz and Hauer described a model for decision-making for children with severe neurologic impairment that encourages clinicians not to focus on the uncertainty of outcomes but instead on the certainty of decisions; the authors suggest that clinicians should not avoid talking with families until a child “proves” his or her outcome, but proactively discuss with families the likely decisions that they will face as their child’s illness progresses.19 This allows families time to prepare for these possibilities and to see individual decisions as part of the disease trajectory, instead of isolated time points.

124It is clear that the specific words that are used in difficult conversations, not just the content of the message to be delivered, are important. Haward et al. describe how message framing about the outcomes of extreme prematurity matters: Whether conversations are framed regarding an infant’s chance of survival (i.e., 30%) versus chance of death (i.e., 70%) changes the choices people make based on that information, even though the data are actually the same.20 Data from recorded NICU family meetings suggest that clinicians may use optimistic framing, such as “things are looking better today,” when discussing neonatal prognosis, even when those clinicians believe that the infant’s outcome is likely to be poor.21 This is important, because other studies show that NICU families often have a more optimistic understanding of their infant’s prognosis than clinicians do;22 although parental hope may play an important role in this, clinician framing of prognostic information likely contributes as well.18 It is important for clinicians to be aware of the language they use to counsel families, choosing words carefully to avoid bias wherever possible.23 Such delicate words include “better” and “stable,” or phrases like “it was a good night,” “this is suboptimal,” or “things aren’t going quite as we had hoped.”

Data suggest that listening is another communication skill that is challenging for neonatal clinicians to use well. Multiple studies that use recordings of family meetings show that most of those discussions are dominated by clinicians, usually by physicians.21,24,25 Most of the conversation involves clinicians giving information to families. Much less time is dedicated to exploring family understanding of or questions about that information, or to assessing their values, elements that are fundamental to truly collaborative decision-making. It appears that even when interdisciplinary clinicians, such as nurses or social workers, are included in family meetings, they may speak little and may not boost family contributions.26 This suggests that all members of the neonatal care team can benefit from targeted training in how to navigate challenging conversations in the perinatal period.

A growing body of research from nearly the past two decades suggests that concrete communication skills can be taught effectively to clinicians from varying disciplines and with varying years of experience. In 2013 Boss et al. described an evidence-based communication skills course for neonatal fellows and nurse practitioners, based on the teaching model widely replicated via VitalTalk.27–29 This model is built on high-fidelity simulation where learners drill very specific skills as “Ask-Tell-Ask” or “NURSE” (statements for addressing emotion: Name/Understand/Respect/Support/Explore). Over 90% of those trained reported that it was one of the most important aspects of all of their clinical training. Meyer et al. have also described a program for teaching communication skills to interdisciplinary neonatal clinicians, which demonstrated increased confidence and decreased anxiety about engaging in difficult conversations with families.30 Training models that incorporate simulation, role play, and/or theatrical-like improvisation have substantial power to change behavior, and have become the gold standard for teaching communication skills.31 Expanding these opportunities to teach communication skills to individual clinicians, and to clinician teams, is important to advancing the field of perinatal care.

125In clinical settings where there is access to subspecialty PPC, these supports can also increase the success of challenging discussions and serious decisions. Because palliative care clinicians can often follow along with families regardless of inpatient versus outpatient sites of care, this team adds the substantial benefit of continuity of conversations.32 Their ongoing relationship with families even after death promotes the legacy work that families often find meaningful and can be challenging for inpatient clinicians who may lose contact with a family after an infant’s death.33

Along with preparing interdisciplinary clinicians for difficult conversations, strategies and tools also exist to help families prepare for these conversations. Question prompt lists (QPLs), for example, are used in other areas of medicine, such as adult oncology, to help prepare patients to talk with medical teams about treatment decisions. Lemmon et al. have described development of a QPL for use with families of seriously ill infants; the QPL includes questions that parents have asked in recorded family meetings or have named as important in post-NICU interviews.34 The QPL can be given to families ahead of important meetings, as a way of assisting families in articulating questions that they have not previously thought of or have been afraid to ask (“Are there any decisions that we need to make with the medical team for our baby?” or “Who are the core members of my baby’s medical team?”). Decision tools, such as the Seattle Decision-Making Tool, can be adapted for the perinatal period and assist families in thinking through the goals and values that form the context for making serious decisions for their infant.35

Addressing Parent’s Needs

In general, adults who receive sad or bad news are often emotionally impacted before taking the time to cognitively work through what they have heard, formulate questions about the news, understand it, and learn how to move forward. This may be especially true when unsuspecting parents must deal with a complex or life-limiting diagnosis of their unborn child. Lalor and colleagues reported on a study of women who received such surprising news during their pregnancy, and found that six major categories were important to them relating to their encounters with staff and attempts to move forward.36 These included: (a) the sharing of information, (b) the timing of subsequent referral and actually being able to see an expert, (c) a factual and understandable description of the anomaly, (d) the availability of informative written material, (e) the subsequent continuity of empathic caregivers, and (f) the ability to form trusting relationships going forward (Box 8.1.)

The delivery of sad or bad news to parents requires a deliberate and practiced approach. Studies have confirmed that conveying a concerning diagnosis to parents, when done well, will contribute to their subsequent ability to adjust, understand, and accept the diagnosis.37,38 Parents may not remember precise words said in many instances, but do remember how they felt—and how, at times, they wished things were handled differently.36

In the NICU, parents have also related what is most important to them when being presented bad, sad, or difficult news. In particular, they report a need to be respected themselves as parents of critically ill newborns, to be engaged in bedside rounds when available, to have their questions answered, and their opinions honored.30 Parents also desire NICU staff to meet their emotional needs better, and to be respectful of their spiritual or religious beliefs and values. The degree to which clinicians stay true to patient and family-centered care has been linked to parental satisfaction.39 Numerous studies have helped us understand what parents and other users of healthcare services describe and desire in excellent communication. (Boxes 8.2 and 8.3.)40–42

 





126BOX 8.1 WHAT WOMEN REPORT TO BE IMPORTANT TO THEM WITH THE RECEIPT OF BAD NEWS



  1.  Sharing information – open, honest, and straightforward

       “Mrs. Jones, the lab tests came back today and they don’t look good; is now a good time to talk?”

  2.  Early referral to see an expert and ability to actually do so

       “Mrs. Smith, I would like for you to speak with a genetic counselor about these test results. I can arrange a referral next week. Is that good?”

  3.  Describing the anomaly in a factual and understandable manner

       “The two large pumping chambers of the heart, the ventricles, should be of similar size in order to do their job. In your baby the left one is much smaller than the right.”

  4.  Provision of written material

       “The material I’m giving to you is meant to be read when the time seems right, or if you have a specific question. One section I’d like to point out is on page 3 because you may find it helps you prepare for your next visit.”

  5.  Continuity with empathetic caregivers to be seen over time

       “I appreciate that we have had a good relationship over the past 6 years, and I’ve delivered your last 2 children. I’d like to provide ongoing care for you this pregnancy—even after you see the specialists. Please know we all care about you.”

  6.  Formation of a trusting relationship with caregivers

       “Now that you know the names of those on your care team, we want you to know that we want to know you well, especially anything that is troubling or bothering you. Does anything come to mind that I could help you with right now?”

Source: Adapted from Lalor JG, Devane D, Begley CM. Unexpected diagnosis of fetal abnormality: women’s encounters with caregivers. Birth. 2007;34:80–88. doi:10.1111/j.1523-536X.2006.00148.x






 

Parents have described strengths and weaknesses in parent‒staff communication in everyday NICU care and especially at their newborn’s end of life.43,44 Foremost in these studies were, again, the need for staff to be attentive to parental emotional needs, minimize the number of parties involved in potentially confused and conflicted messaging, and the value of palliative care as an added layer of support.

 





127BOX 8.2 EFFECTIVE METHODS FOR COMMUNICATING WITH AND SUPPORTING PARENTS OF A CRITICALLY ILL INFANT



  •  Empathy; an acknowledgment of emotions and provision of support

  •  Being straightforward, open and honest

  •  Valuing the unborn baby or newborn

  •  Calling the unborn baby or newborn by name (when a name has been given)

  •  Providing some written information, websites, or other material

  •  Allowing parents to be positive and retain hope

  •  Providing some continuity of care

  •  Engaging parents in shared decision-making

  •  Partnership with the parents—a trusting relationship






 

Whether in prenatal counseling, caring for a baby in the NICU, or attending to conveying sad, bad, or even devastating news for the first time or over an extended period, all perinatal clinicians need to attend to the emotional needs of parents. Perinatal social workers, chaplains, or psychologists may be helpful; and perinatal palliative care clinicians even more so. But this need to be empathic, undergo the empathic inquiry—to pause, wonder, and even ask a parent what it must feel like to be them in this moment—and respond accordingly, can help all of us meet the needs of families in crisis.45–47 And not to be discouraged, communication training has been shown to increase physician empathy.48 Such empathic understanding, and its resultant reflection and respectful 128engagement of parents in their decision-making may, in turn, help parents craft a positive narrative of their newborn’s life even years after their loss.49

 





BOX 8.3 THINGS TO AVOID IN COMMUNICATING SAD, BAD, OR DEVASTATING NEWS



  •  Being rushed



    •  Not being available afterward

    •  Lack of continuity

  •  Not providing consistent, understandable information



    •  Indirect (through different parties)

    •  Jargon and technical language use

  •  Not providing emotional support

  •  Not sharing with extended family members






 

CONCLUSION

Jennifer and John, like many of those who become pregnant, began their journey full of anticipation and excitement for their growing family. Many clinicians who choose this area of medical practice do so because of the reward of taking care of generally healthy people through an exciting, if not most important, time in their lives. With this anticipated joy, however, comes the small but unavoidable number of patients that need to be given bad news. In the chapter’s opening case study, there is a sudden shift from joy and anticipation of normal to a fetal abnormality that leads to shock and beginnings of grief, setting Jennifer and John on a path of uncertainty and need for exploration. While the nurse and primary obstetrician may not have the expertise to go into detail, they demonstrate a nice example of supporting what patients have told us they need. This included: (a) the sharing of information, perhaps slightly limited, but in an open, honest, and straightforward way; (b) referring to the baby by name; (c) providing an early referral to see an expert to improve on this information; (d) providing continuity with an empathetic caregiver as they arrange follow-up, which maintains their trusting relationship with caregivers; and (e) although perhaps not direct, acknowledgment of possible decision-making ahead. The nurse staying and sitting with the couple is a nice demonstration of acknowledging the emotions and providing of support, without any sense of the patient being rushed.

As the family moves to the nearest fetal diagnostic and health center, many other clinicians, including the maternal fetal medicine staff of ultrasonographers, nurses, and physicians, to pediatric cardiology, neonatology, genetics, social work, or more must be attuned to the needs of these families. Because there are so many involved in the counseling of a family in these perinatal situations, with decisions ranging from termination, to palliative care, to aggressive treatment, it is important that clinicians are skilled in communication. While there is evidence that clinician training in communication is not robust and that medical talks tend to be very technical with an avoidance of badness and exploring the nature and difficulty of decision-making, as these perinatal teams become more multidisciplinary there is hope that parents are heard and supported. There is also evidence that physicians and nurses and others involved can be trained in the skills of communication and empathy, such as listening, changing hopes, framing what words to use, and how to approach uncertainty. There are resources and tools available that can help clinicians at all levels of experience.

Finally, palliative care clinicians are trained and skilled in these areas of communication and decision-making and should be incorporated into the consultative process of many of these perinatal cases. Grief begins at diagnosis (see Chapter 9, Grief and Memories Begin With Diagnosis) and palliative care clinicians can be a link to bereavement and spiritual services for the family who experiences a death or termination. For the live born child, they can provide a level of continuity of conversation and support for 129the family no matter how aggressive the care they have chosen. Palliative care clinicians who have the opportunity to engage with a family from the earliest moments of diagnosis of a life-limiting condition allows them to support the medical team and parents in their communication and decision-making. Using these clinicians as a resource can help in meeting the do’s and don’ts parents have shared, helping them create a positive narrative for their family.
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Grief and Memories Begin with Diagnosis



RANA LIMBO | MARIE A. WALTER


Perinatal palliative care (PPC) is distinctive because it includes a baby not yet born. When parents learn of their fetus’s life-limiting diagnosis, they typically are asked to make a monumental decision regarding whether to continue or to end the pregnancy, a decision needed while the parents are experiencing profound shock. As the title of this chapter suggests, beginning at diagnosis, healthcare providers must consider that their care be directed toward memory making and grief, despite the fact that the baby remains alive within the mother’s body.

Of the families who receive the diagnosis that their baby has a life-limiting fetal condition, 28% to 75% are estimated to choose to continue the pregnancy to its natural end. Recent research findings suggest that the decision to do so is done overwhelmingly without regret. Such a broad range of percentages reflects several factors such as research that spans years, shifts in the development of PPC services and programs, and effective education for healthcare providers who are directly involved in decision-making.

The authors contend that outpatient and hospital staff should be prepared to assist with the grief process and memory making from the time of an unborn baby being diagnosed with a life-limiting condition. We describe what memory making can consist of when the baby’s birth time and condition are uncertain, describing photography, rituals, and participation of numerous family members. Chapter content also describes caregiving theory (reciprocal to attachment theory); guided participation, a relational middle-range theory of teaching and learning; communication strategies; critical elements of relationship-based care; and ways of expressing and demonstrating empathy that connect healthcare professionals and families.

 





CASE STUDY

The case study is designed to accomplish several teaching and learning goals. First, it brings the reader into a real-life clinical situation that helps identify the nuances of PPC. Second, decision-making and problem-solving (guided participation competencies; Figure 9.1) become 134central to any case study as one thinks through the numerous junctures at which dilemmas may occur. These times highlight the importance of relationship between healthcare provider and parent, between parents, among parents and their baby, among healthcare team members, and with numerous other persons involved in the baby’s life. Third, the healthcare team must wrangle with the highly complex nature of diagnostic, treatment, ethical, family-centered, cultural, and spiritual elements of care. Each of these may present itself in a moment and require careful communication and thoughtful study of the competencies on which to focus; what issues rise to the top, requiring immediate attention; and whom to consult to figure out the best approach for the family and their baby. Finally, to assist with these multiple decisions, the case study ends with three critical thinking questions that the reader may use to discuss this case example during a team debriefing, an educational offering, or to transfer elements from the case study to an actual clinical situation.

Danny and Angie were truly excited to be expecting their fifth baby. After a concerning second trimester ultrasound study, they agonized over possibilities as they awaited the results of further testing. They soon learned that their baby girl, who they named Anna, had trisomy 18 and a hypoplastic left heart, both life-limiting diagnoses. They were offered two choices: medical interruption of the pregnancy or PPC. Choosing the latter, they, along with their healthcare team, began to make plans for the rest of the pregnancy and delivery. They chose to return to their primary provider, a certified nurse midwife, with occasional appointments with the maternal–fetal medicine physician. Collaboratively, the midwife and the physician helped Danny and Angie navigate the weeks between diagnosis and delivery. They helped them to create memories with their Anna while creating a plan for her birth and potential death. A vital referral was to the neonatologist to create an advance care plan. Resuscitation, tissue and organ donation (if possible), family involvement, and preparation for possibly going home were all discussed and electronically documented. They prepared family members and friends to offer specific support if baby Anna went home. They also relied on the PPC nurse care coordinator to be their liaison and critical relationship between home and the hospital and clinic care team.

In the quiet of a nightshift, Angie and Danny arrived in labor and delivery with their midwife. Labor was intense and fast. As desired and documented in her birth plan, Angie had a peaceful water birth attended by her husband and sister. Anna’s siblings participated in her immediate care, including bath and baptism. Her parents wanted Anna to be discharged as soon as possible to foster family time in their home environment. Anna surprised her care team and lived for 11 days. During that time she was never out of someone’s arms. She played hide-and-seek with her siblings. Angie expressed breast milk to moisten Anna’s lips. Danny created a handmade casket for her burial. Anna’s auntie and siblings read to her. She was welcomed into the family like any other newborn, loved and cared for in the usual ways. The family took dozens of photos and created a family tree using each family member’s handprint. The parents noted subtle signs and symptoms regarding Anna’s comfort that led to consultation with their care coordinator and 135subsequent administration of pain medication as ordered. They used every opportunity to secure Anna’s rightful place in their family.

Case Question



  1.  How might things have been different for Danny and Angie if the team had not collaborated effectively?




  2.  List specific things a PPC care coordinator might have orchestrated to help this family from diagnosis to eventual death of their baby.




  3.  From this case study, list the possible headings that a birth plan and/or advance care plan may include.










 

 





OBJECTIVES

This chapter addresses the following objectives:



  •  Define what PPC involves for families and for those professionals providing healthcare.

  •  Explain how the idea of grief with PPC beginning at diagnosis presents a newer and more accurate way of thinking than grief beginning at death.

  •  Define the three elements of the teaching/learning theory of guided participation (GP): processes, competencies, and issues. Then relate the concept of relationship-based care to engaging in GP.

  •  Relate Bowlby’s theory of caregiving to caregiving for a baby with a life-limiting condition.

  •  List several memory-making activities that may be comforting and significant to parents and other family members at the time of the delivery and subsequently.






 

INTRODUCTION: COMMUNICATING THE NEWS

The decision to end a pregnancy when the baby has a life-limiting fetal diagnosis is a difficult and challenging one. The process families go through in reaching this decision is complex and beyond the content of this chapter. To clarify for the reader, this chapter’s content focuses on the care of parents who decide to continue the pregnancy with a baby who is expected to die before, at, or shortly after birth.

At the point that parents choose to continue the pregnancy with an unborn baby determined to have a life-limiting fetal condition (LLFC), parents, family members, and friends begin to create lifelong memories. After spending a combined total of 90 years as 136nurses supporting childbearing families, the authors of this chapter wish to provide some ideas for healthcare professionals involved in giving devastating news to families whose lives in a split second move from unbridled joy to learning that their precious baby has a condition that at best will alter their own and their baby’s quality of life and most likely, shorten their precious baby’s life substantially (see also Chapter 8, Communicating Devastating News). As noted, Wool et al.1 found that very few parents who continue their pregnancy in this instance have regrets about doing so. These research findings emphasize the importance of clinician expertise in providing prenatal, in-hospital, and aftercare for families choosing PPC. The expertise is centered on relationship and its core element, communication.

These moments of learning the news are forever memories, attached to one’s mind and heart as frozen in time. Parents and authors may refer to them as meaningful moments.2 Because these moments are so important at the time and for a lifetime, the delivery of traumatic news must be shaped beforehand (see Chapter 8, Communicating Devastating News). One of this chapter’s authors (MW), whose twin son was stillborn over 3 decades ago, remembers who was in the room, where they were standing, who said what, and, most importantly, how it was said. Aside from believing her world had ended, she relied on the relationships offered to her by her certified nurse midwife (CNM) and her maternal–fetal medicine (MFM) specialist. This and many other stories from parents over many years substantiates the fact that grief begins with diagnosis and that relationships are instantly necessary.

A healthcare professional should never hand off the task of delivering bad news to a patient or a patient’s family to anyone else. When this first and crucial step of remembering their baby’s life and death is not done well, the memory is held forever, never forgotten, and leaves intense grief and loss in its wake. Sensitive and compassionate delivery of the news, on the other hand, can be held in mind and heart as being given by someone with whom the parent has a trusting relationship. When news is delivered in a way that is experienced as cold, heartless, and/or rude, parents may worry that further care of their child may be compromised. If a care provider lacks skill in the psychoemotional domain of communication, it is easy to contemplate that he or she may not care as much as the parents need for the health and well-being of their precious baby.3 As noted by Leuthner, Boss, and Carter in Chapter 8, Communicating Devastating News, of this volume:


Whether in prenatal counseling, caring for a baby in the NICU, or attending to conveying sad, bad, or even devastating news for the first time or over an extended period, all perinatal clinicians need to attend to the emotional needs of parents.



There is a critical balance in this interaction in which the healthcare team must attend to its ethical obligation while respecting the family’s values. Some clinicians may feel a need to diminish hope, especially when a parent states that they are hoping for a miracle. The following quotation reminds us to consider that hope is dynamic and that it is important to ascertain what parents may be hoping for if a miracle does not happen. Feudtner noted:


Usually, the focus of paternalistic concern is on the distinct hopes of cure or long-term survival, which are exactly the types of hope that are most threatened by bad 137news. Indeed, such news often elicits feelings of intense sadness or anger in patients and families. But as countless patients and parents have taught me, although these feelings may signify the receding of a particular hope, other hopes remain or emerge: the process of hoping endures.4(p2306)



Effective training and careful creation of a nonjudgmental work culture will help a clinical team engage with parents to determine what decisions are best, given the circumstances. The team must provide care with respect and confidence, family-centered communication skills, and an ability to function with a level of uncertainty.

OTHER ASPECTS OF COMMUNICATION: TITRATION OF TENDERNESS

The parental grief experience may be affected, positively or negatively, by the quality of communication from the healthcare team.5 Families need and benefit from medical information related to the baby’s condition. However, such technical information must be balanced so as not to overload or overwhelm the family, an approach referred to by Kavanaugh and colleagues as “titration of tenderness.”3(p152) Some clinicians, fearing families will lose hope, choose to selectively limit or temper the medical details shared.6 This may actually impede the grief process because families may develop a false sense of hope and cannot adequately prepare for the realities of the baby’s condition. If we can help families obtain realistic expectations for the baby’s time with them, then perhaps the focus can shift to making that time, however long it is, as meaningful as possible.

A caring relationship between family and team is typically a source of hope for a family.6 The relationship also must include technical aspects of care, relaying information about the meaning of the baby’s behavior and symptoms, and meeting family needs in the domains of spiritual, physical, and psychosocial care. Various members of the interprofessional team (e.g., nurses, physicians, spiritual care providers, social workers, child life specialists, respiratory therapists) connect with families in different ways. Knowing what lies ahead for their baby and the reassurance that the team will be with them enables families to navigate the technicalities relating to their baby’s condition while cherishing the memories they are creating. Some may consider this holistic care.

Compassionate Silence

Compassionate silence7 provides a meaningful way of relating with the family in the moment. Compassionate silence is more than just the lack of speech; it is a silence that affirms relatedness and understanding and allows for “mutual wisdom to arise.”7(p1113) It requires mindfulness and active mental qualities in the moment. These processes are a result of being with another, fully engaged in the relationship at hand. Compassionate silence begins with a pause, focusing on one’s breath. We sense the air moving in and out of our lungs, feel the floor beneath our feet. Breathing anchors the moment of mindful silence. By being in the moment we learn to be comfortable with silence, 138ultimately giving the other time to gather their thoughts, reflect on what they wish to say next, and most of all, allowing for the milieu necessary for the unfolding of relationship.

When not used effectively, silence can become uncomfortable and even burdensome to both patient and clinician. How does one distinguish compassionate silence from awkward silence? Awkward silence most often results in behaviors like inexplicable movement, sighing, and fidgeting. Compassionate silence involves mindfulness, which is a high level of attention in the moment.

One mindfulness practice that is effective in preparing for something that is worrisome or difficult is the use of the PRAM framework. Developed by Limbo and Kobler,2 this simple-to-use framework helps to center oneself and become fully present in the moment. To practice PRAM as you read about it, suppose you are preparing to make a follow-up telephone call that you anticipate may involve conflict or have strong emotional content. Begin with a PAUSE, focusing on your breath. Sense the air moving in and out of your lungs, feel the floor beneath your feet. REFLECT on the situation you are entering and how the interaction might go. ACKNOWLEDGE what you are feeling and accept that. Work to be MINDFUL as you gather a notepad, pen, and the number you plan to call. Kobler suggested that one silently ask oneself questions such as “What expectations do I have for this child’s care?” or “What personal thoughts, feelings, values, or biases come to mind when I anticipate meeting the child and family?”8(p22) when beginning the PRAM process.

Recognizing the Right Moment

The healthcare team also needs to be aware of the communication patterns specific to individual families. In their research on communication at the end of life,9 the authors emphasized data on nurse knowing to be significant. Nurses identified the need to know when a family was ready for a palliative care discussion, ready to make end-of-life decisions, to know how to assess a parent’s understanding of information presented and the need to know how to support families after these sensitive conversations.

Isaacson and Minton10 identified nurses as a faithful and steady presence at life’s critical moments (e.g., the time at or near the end of life). The authors also noted challenging times in nurse/family communication, such as communicating with families with differing cultural backgrounds, discussing spiritual or religious concerns, and initiating conversation with families after they had received bad news. These examples highlight the importance of an interdisciplinary team with members from differing backgrounds and areas of expertise who communicate.

The relationship among parents and their care team is especially important as the end of the child’s life approaches. This may be a time when parents need to anticipate what is to come (both problem-solving and decision-making), review decisions they have made, and seek out new information about the final acts of caregiving.11 At this point, the healthcare team and the parents have the opportunity to join together in an intimate and meaningful way that allows for exploration of what is to come, another example 139of titration of tenderness.3 Gold and colleagues wrote about this extraordinary time of staff and family coming together: “Communication and physical presence of staff are critical aspects of how families experience and remember a traumatic loss”12(p1330) and have implications for a lifetime. It is possible for all involved in these tender moments of saying goodbye to create indelible memories. Remembering with joy intermingled with sadness how one’s most tragic life scenario unfolded underscores the amazing power of relationship to bring hope, create memories, and promote health and well-being at a time of great trauma.

Davies and colleagues13 used grounded theory methodology to conduct a prospective study on best practice in provider and parent interaction. This groundbreaking study serves as a summary for the conclusions of the importance of healthcare team/patient relationships described previously in this section, while adding innovative constructs to support clinical practice. The study included semi-structured interviews of parents and healthcare professionals, plus observation periods. The findings demonstrated more depth in explaining relationships than previous research has identified. These included components (worldview, authentic engagement, connecting, direct care, attuning, influencing factors, and positive outcomes) as broader categories for dimensions (e.g., respecting, integrity, knowing, trust, empathizing, hope, kindness, teaching, seeing the other’s perspective, reflecting, self-awareness, and the healthcare system, to name a few) allow the reader to delve into relationship in a deep and comprehensive way. Far from taking one away from understanding relationship, these ideas bring one toward relationship. Most importantly, such comprehensive research creates the opportunity to truly study relationship, what it entails, and most important, how one engages with another in lasting connections.

Davies et al. brought “attunement” to the foreground as a dimension of relationship by defining it as “central to best practices of interaction.”13(p413) Likewise, attunement is recognized as “being present in the moment,”14(p149) a familiar example of how and when people come together in shared understanding. Recognizing a mother’s anxiety, a father’s distraction, or a baby’s eye contact as attunement, parents who choose PPC wish to parent their baby for as long as the baby lives. Engaging with them, while maintaining personal and professional boundaries, allows staff to be attuned to and to share these complex and varying emotions.15 Facilitating opportunities for the family to make memories during the pregnancy, the birthing process, and the lifespan after birth gives these families irreplaceable gifts.

According to Côté-Arsenault and Denny-Koelsch,16 couples in their study often approached the reality of their baby’s condition in opposite ways. Some were information seekers and went to the Internet, preparing long lists of questions for their clinicians and seeking the advice and counsel of specialists. Others avoided getting more information that would perhaps increase worry or contribute to high levels of anxiety. The goal for the healthcare team should be to assist couples in navigating these differences and in reaching an appreciation for the other’s perspective. Interestingly, the researchers found that regardless of the stance of either partner, optimistic or pessimistic, they both used the medical information to support their point of view.16 “Sharing the experience of both 140attachment and grief helped these couples to cope and to become closer to each other.”16(p12) One parent noted that because the baby’s prognosis was terminal, a sonogram was highly meaningful stating, “the only times that we get to see her active and moving is during the times that we get to see her on sonogram.”16(p12) Another critical finding from this research provided evidence for what parents and care providers often report anecdotally—the strength of the couple relationship prior to the diagnosis was significant: either a significant source of support in stronger relationships, or leading to a widening of the gap in those that were weaker.

Communication: Best Practice

Discussions at the end of life are challenging for healthcare providers and families. Healthcare professionals in Western societies are challenged in initiating crucial conversations with those experiencing life-limiting illnesses.10 The 2016 revised ANA position statement clearly outlines the nurse’s responsibilities in providing care and support at the end of life. Nurses and other healthcare providers have a responsibility to establish decision-making that reflects physiologic realities, patient preferences, and the recognition of what, clinically, may or may not be accomplished: “Establishing goals for this patient at this time may provide a framework for discussion about what care should be provided.”17(p1) Best practice also includes determining who will deliver the news, who will be present for support, and how both verbal and nonverbal ways of communicating affect the overall milieu.5

Bogetz and Wolfe described the death of a baby as “a loss unlike any other.”18(p248) When thinking about a baby’s death in the context of PPC, the situation is unique in several profound ways. First and foremost, children are expected to outlive their parents. And babies are expected to live to old age. Think of the numerous rituals associated with this belief: gender reveal parties, pregnancy photos, tightly fitted clothing that emphasizes a woman’s pregnant abdomen, planning for the nursery, purchasing layettes, and being guest of honor at a baby shower. When the news that one’s precious baby has an LLFC shatters one’s assumptive world, we encourage parents not to give up on memories and rituals, but instead to wrap their new baby in joy, despite his or her shortened life. Thus, the title of this chapter places grief and memories side by side, accepting and even embracing both as a part of the new baby’s life, no matter how brief.

Medical care during pregnancy differs significantly from one to two decades ago. Early and more frequent ultrasounds, genetic testing in the first trimester, 4-D ultrasound, and other technological advances serve several purposes when a baby has a severe fetal condition that is life-limiting. Parents know earlier that their baby’s life is compromised, having opportunities for memory making well before a second-trimester ultrasound. They now have ultrasound photos that show features of the baby’s face with almost camera photo quality. For these reasons, we suggest that the PPC team begin encouraging memory making with the parents and family at the first or second visit after the diagnosis. In addition to memories from technology, they may wish to start a journal or a scrapbook if they do not already have one, choose a name for the baby, and create a symbolic space for the new baby in the configuration of the family.

141Some parents do not feel they have a right to talk about or make mention of a baby who will likely die as they would talk about a baby who is likely to live. When a woman is obviously pregnant, the questions “Is this your first?” and “When are you due?” are commonplace. Feelings of dread or hesitation may accompany struggling to find just the right answer. But if the questions arise from casual conversation with a stranger or acquaintance, the situation may be best-suited for straightforward answers. Parents should feel that they are free to offer as much or as little information as they are comfortable with. Generally, everyone knows when something asked of them feels intrusive. When that happens, a simple, “Thank you for asking. I need to get on my way” may be adequate.

When the context is suitable for an answer that includes the baby’s diagnosis, expected outcomes, and parents’ emotional state, the person who asked, “How are you doing?” or “When is your baby due?” will likely feel taken aback and sad. A response that includes aspects of grief and memory making could enlighten the other, bringing to their mind the love the baby is being given despite an uncertain future. A parent might respond, “Thank you for asking. We’re feeling sad because we learned that our baby has a serious condition that will likely cause an early death. I know you are interested, and I am grateful for that.”

Once the mother has been discharged and the baby is either in the neonatal intensive care unit or was discharged home with the mother and is likely to die soon, the care team can give the parents a list of commonly asked questions, community resources, helpful websites, and telephone numbers. Here are a few examples of the types of questions parents should prepare for, either asked by others or needed resources for themselves:



  •  How is your baby doing?

  •  When is your baby due?

  •  What pharmacies are open late?

  •  Whom do we ask if we need or have problems with medical equipment?

  •  What telephone number can we use to reach a healthcare professional at any time, day or night?

GP: BEST PRACTICE TEACHING AND LEARNING

Over a period of decades, nurse researcher, Dr. Karen Pridham and her research teams developed GP, a relationship-based, middle-range theory of teaching and learning.19 GP is relevant to the contents of this chapter for two main reasons:



  1.  Teaching and learning is a reciprocal process in which both healthcare professional and patient engage in building and maintaining competencies.

  2.  The relationship between provider (also referred to as the guide) and patient (the learner) is central to a standardized perinatal bereavement practice that involves each as teacher and each as learner.

GP consists of three elements, as shown in Figure 9.1. These include competencies, processes, and issues. Online Supplemental Material, RTS GP Caregiving Infographic, describes GP in more detail, making it specific to Bowlby’s theory of caregiving, which is a part of parenting. The guide and learner work together to identify an issue. One can identify numerous issues in caring for a baby with a life-limiting fetal diagnosis, before, during, and after birth. One issue might be the parents sharing with the healthcare professional that they do not want their baby to suffer. The physician or nurse may ask, “Tell me how you would know if your baby were suffering.” This process of clarifying enables the healthcare provider to determine the meaning of the language of suffering. In turn, when the healthcare provider understands what the parents want to avoid, they can begin to work together on a competency or competencies that would either reduce or eliminate suffering (e.g., knowing and relating to the baby as a person by identifying signs and symptoms of pain).
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FIGURE 9.1  Guided participation triangle: Issues, processes, and competencies.

Source: From Pridham KF, Limbo R, Schroeder, MM. Guided Participation in Pediatric Nursing Practice: relationship-based teaching and learning with parents, children, and adolescents. New York, NY: Springer Publishing Company; 2018.





For further grounding in GP, please see the supplemental online materials, which include a video in which GP elements are woven into a case study of a baby diagnosed with trisomy 18. The exercise will give you an opportunity to see when and how the GP elements are used for teaching and learning in the context of a relationship, in this instance in the final acts of caregiving.

PARENT EXPERIENCES

Bowlby,20 in his theory of caregiving, identified nurturing, protecting, and socializing as key components of parental responsibilities to their child. His work proved to be a closely linked parent-to-child interaction (childbearing) and likewise, child-to-parent (attachment). Bowlby was well known for his hypothesis that these links were socially relevant, goal-activated, and hard-wired. Research with mothers who experienced the death 143of their baby with an LLFC spoke of yet another component: final acts of caregiving.11 The fourth component, final acts of caregiving, is both appropriate and meaningful when parents have a baby with an LLFC who dies through a mother’s miscarriage, stillbirth, or as a newborn in the first month or so of life. Box 9.1 lists each caregiving component, cites a resource that discusses the component, and provides one or two examples of how a parent may refer to the caregiving components. Listen for these examples of caregiving in your work with parents. Many clinicians are surprised by how often these four components become part of parents’ conversation as they highlight their experience in the language of caregiving. You will likely notice that they speak of nurturing, protecting, and socializing whether their baby is healthy and robust, seriously ill, dying, or has died.

 





BOX 9.1 BOWLBY’S THEORY OF CAREGIVING WITH REFERENCES AND QUOTATIONS*

NURTURING

Parravicini E, Daho M, Foe G, et al. Parental assessment of comfort in newborns affected by life-limiting conditions treated by a standardized neonatal comfort care program. J Perinatol. 2017;38:142–147. doi:10.1038/jp.2017.160

Bathing and carefully drying

Skin-to-skin contact

Breast milk on lips or breastfeeding

PROTECTING

Limbo R., Kobler, K. The tie that binds: relationships in perinatal bereavement. MCN Am J Matern Child Nurs. 2010;35:316–321. doi:10.1097/NMC.0b013e3181f0eef8

Being careful about diet and exercise to create safe environment for growing baby

Using respectful and loving words to describe the baby who has an LLFC prenatally

Showing a sonogram photo while pointing out positive traits and ignoring abnormal findings

SOCIALIZING

Kuebelbeck A. Waiting with Gabriel: Cherishing a baby’s brief life. New York, NY: Barnes and Noble; 2003.

Capturing through a photo the moment the baby’s older sister leans down to kiss his forehead

Enjoying the nurse holding the baby while swaying back and forth

Displaying in your home mementoes created from the baby’s brief life

Using a baby cap to prevent others from staring at a problem in bony structure of the cranium

FINAL ACTS OF CAREGIVING

Limbo R, Lathrop A. Caregiving in mothers’ narratives of perinatal hospice. Illness, Crisis Loss. 2014;22:43–65.

Placing baby in casket

Handing baby to funeral director

Placing baby in crematory

Planting perennials, a tree, or other living memorial in honor of the baby

* Please note: The references are listed as a guide to give the reader ideas for how acts of caregiving are respectfully written about. Each of the four articles may not specifically list one or more of the caregiving examples.






 

144The fourth component—final acts of caregiving—can influence the options offered when parents know their baby will die. This is especially critical during the final moments of parental contact with their dying baby. Planning for how they would like those moments to go is an essential aspect of caring for a family, meant to fulfill wishes, create memories, and decrease the sense of regret for not considering what feels right for each family. Parents may choose for one or the other to hand the baby to the funeral director. Hospitals often have policies on self-transport; if that is the case, parents can take their baby’s body to the funeral home or crematory. If the option is available, a mother, the other parent, or both may wish to place their baby’s body in the crematory. Some families may wish to have the baby’s body placed in the morgue from which the funeral director then takes the body to the funeral home or burial site. There are no right or wrong ways of saying the final good-bye. What feels right to each family is the way they should complete this aspect of caregiving.

Memory Making

When a baby is dying or has died there are many opportunities to create mementoes and memories (see Chapter 6, Suspending Judgment: Being With and Knowing the Family). It is necessary to be aware of the potential options and to make family and friends aware of these options as well. Time may be an issue. If the family and the staff are not prepared to decide and act accordingly the chances may slip away.

Photography: Best Practice


One stunning shot was taken by a nursing assistant moments after he was born. He is under warming lights in a bassinet, bathed in a golden glow. Visible are the gloved hands of a neonatologist, listening with a stethoscope to Gabriel’s heart. Gabriel is crying and so clearly alive. Whoever that nursing assistant was, thank you.

—Amy Kuebelbeck

Waiting With Gabriel: Cherishing a Baby’s Brief Life, 2003, pp. 118–119



Offering photographs should be considered best practice.21 In research done by Blood and Cacciatore, 92 of 93 parents with post-mortem photos were glad to have them, and nine of 11 without them would have preferred to have them as mementoes. Such overwhelming statistics could serve to create a culture of photographs as “must haves.” However, photographs, like numerous options offered to parents, should be offered with care and thoughtful language. In the midst of profound shock and grief, parents should be given time to think about those things that are important to them, things that may become lifetime memories—or not. One way of giving parents time to consider their 145decision is to require a signed permission form when the photographs are taken and when they are given to the parents for their keepsakes.

Offering the opportunity to have photographs taken prior to and after death may be something the parents might not have considered. Simply informing the family that many have found these photographs meaningful and helpful could open the door to this endeavor. Consider suggesting the use of special objects that link the family to the dying or dead baby. A special blanket or article of clothing, such as a hat or a favorite stuffed animal, could be incorporated into the pictures. Relational photos, rather than posed or staged photos, are likely to be more meaningful. Photos of the family playing a board game together, gathered around the crib singing a lullaby to their baby, or simply cuddled together on the couch or in the hospital bed are all examples of relational photography.

In this way, expressive arts can be integrated from many different art forms into the photos. Focus is shifted from the outcome to the actual process of participating in an activity. For example, with smartphones and tablets being a part of most people’s daily life, parents or their family members may well prefer to take their own photographs. Or they may wish for hospital staff and family members to share the role of a photographer. Keep in mind comforting environments and materials—flowers, plants, the sun beaming through a window, older siblings huddled around the baby—all are possible settings. Taking photos positioned from behind the object being photographed can create extraordinary pictures, for example, the baby’s grandpa and his mother standing next to his isolette, arms draped around each other, heads leaning on each other’s shoulders. Both tears and smiles can be captured in photography to demonstrate the range of the day’s emotions.

Opportunities for the creation of family artwork are as varied as the imagination. A family tree can be created with individual family members’ handprints or thumbprints placed on each branch of the tree. Poster paper and tempera paint in a variety of colors are the only materials that are required. Making your baby’s foot or hand molds into a garden stone, ink prints of their hands or feet on material that can be framed, or creation of a piece of jewelry using a small glass vial that contains a lock of hair are possibilities. Consultation with a child life specialist or expressive arts therapist, if available to you, would be beneficial because they have the talent and supplies for many activities that might become cherished mementoes.

The following is an example of a family story that illustrates how ritual can be used to deepen and enrich a family’s experience of participating in PPC. This case study features a family with other children as well, thereby providing the reader with ideas for connecting all members of the family in acknowledging this meaningful time in a family’s life (Figure 9.2).

Ritual

Elise’s siblings ranged in age from 18 months to 12 years old. Elise was diagnosed antenatally with trisomy 18. Although the family knew that the length of her life and her condition at birth were uncertain, this family’s strongest desire was for her to be born alive so that everyone could meet her and share their love with her. At 34 weeks, upon arrival in labor and delivery after spontaneous rupture of membranes, the ultrasonogram revealed that Elise would be born still. The family needed new hopes and made plans to spend as much time as possible with their newest addition despite her sudden death. While awaiting the delivery, Elise’s siblings, championed by 12-year-old Audrey, created name bracelets for everyone, including Elise. The hospital’s professional photographer made sure to seal this memory in the family history with a photograph of all the bracelets (Figure 9.3). Photography options frequently include the family’s own smartphone, tablet, or a camera that is kept with bereavement materials near the unit where the death occurs.


146[image: ]

FIGURE 9.2  Elise Davis and her family.
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FIGURE 9.3  Name bracelets that sister Audrey made for baby Elise and her family.





147Audrey also wrote a poem honoring her little sister Elise.


The Angel

There is an angel

Who now is in a gold cradle

With the Savior

Very early He did take her

That pretty little angel




Though we have to depart

I will always remember

That sweet family member

That angel who touched my heart




Her name is Elise Anne

And God had a plan

To take care of Elise the best

and He does what He thinks is good at the time it is best

For the angel, the family, and all the rest

—Copyright Audrey Davis. 2015.

Used with permission.



EXPERIENCES OF NURSES, PHYSICIANS, AND CERTIFIED NURSE MIDWIVES

The last section of this chapter on grief and memory making focuses on a topic that nurses and physicians have identified as a significant aspect of caring for families whose baby dies. The families are remembered forever in the hearts and minds of the care providers. Grief and loss related to a precious baby who dies make such an impact that the experience itself is carried with the healthcare team forever. The authors of this chapter, both highly experienced nurses with thousands of hours of clinical experience remember. The meaningful moments that leave an experience etched in one’s soul can be brought to mind in a second. This demonstrates two key points: (a) relationship is central to all human connections and (b) relationship is reciprocal. In a review of 30 international articles on experiences and needs of healthcare professionals facing perinatal death,22 relationship or a word related to it (e.g., connection) was included in most of the thematic summaries for both parents and professionals.

One aspect of GP that makes a difference for relationship growth is joining and maintaining attention. It is likely that most readers have heard patients being blamed for “failure to comply.” The statement may be about incorrectly taking medication, neglecting to follow through on making a follow-up appointment, or ignoring recommended pain assessment. Instead of ignoring the course of a neonate’s serious condition, a parent and healthcare provider may jointly attend to a caregiving activity for an infant whose serious illness is getting worse quickly. Working together can serve to heighten competencies (e.g., 148problem-solving), relationships (sharing understanding), and making progress through the course of worsening illness (solving an issue related to the baby’s possibility for better health).

Of the 30 articles included in the above report,22 20 listings of “main findings” included education or related words, such as training, bereavement education, and bereavement training education as key needs in providing perinatal bereavement care. In another systematic review,23 the second largest frequency effect size (FES) was training and support, reflecting 57% of staff themes. Both the study findings summarized herein emphasize the importance of bereavement training and the role of relationship in connecting patient and professional to create lifetime memories.

CONCLUSION

Perinatal bereavement has grown as a field in the past four decades. What began as an area supported by a few members of a bereavement team or a parent support group, now focuses on education, quality care administered by bedside caregivers and others from numerous disciplines. Palliative care for babies diagnosed with life-limiting conditions before birth and others as newborns was not mentioned 40 years ago and is now growing and expanding as researchers and clinicians commit their careers to caring for these families. Like the other areas of perinatal bereavement (miscarriage, ectopic pregnancy, stillbirth, and newborn death), palliative care is recognized as having its own specialized bereavement care needs. More and more hospitals are making perinatal and neonatal palliative care as part of the continuum of palliative care services for the death of a patient at any age. The services may be integrated into an existing bereavement program24 or developed separately with a full complement of practice specialists. Organizations might also establish links to referral centers where mothers and/or babies are transferred for the specialized care that may be required for these couplets with the need for expanded care.

This chapter was included in this book as a reminder of the grief and bereavement needs families may experience whether their baby lives or dies. We dedicate our work and our writing to the families who have taught us what it means to be in relationships that stay within our hearts for a lifetime.
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Anticipatory Guidance: Birth and Advance Care Planning in Perinatal Palliative Care



JESSICA T. FRY | NATALIA HENNER | ANDREA CARUSO


Expectant parents experience strong emotions after the diagnosis of severe fetal anomalies. Despite their emotional upheaval, they must make a multitude of decisions to determine medical plans of care for both mother and baby. Perinatal palliative care services can facilitate advance care planning through clarifying diagnosis and prognosis within the framework of parental values, navigating complex decisions, and preparing for various outcomes.

 





CASE STUDY

Compelling experiences of families whose pregnancies are affected by a life-limiting fetal diagnosis highlight the importance of advance care planning in perinatal palliative care. The case that follows depicts multiple complexities of multidisciplinary care through various stages: prenatal planning, delivery room logistics, neonatal care, transition to home hospice, and bereavement care.

Joseph’s mother was referred for consultation for a suspected diagnosis of fetal alobar holoprosencephaly at 23 weeks gestation. Fetal MRI scan confirmed the diagnosis, and the family met with Neurosurgery and Perinatal Palliative Care in joint consultation. Parents researched this condition extensively prior to consultation and obtained a second opinion regarding diagnostic certainty and range of outcomes.

Multiple care logistics were discussed during a series of perinatal palliative care (PPC) consults. Parents shared their overarching goals of meeting their son alive, confirming his condition with postnatal imaging if possible, and ensuring his comfort. Pregnancy termination was deemed not an option given parental religious views and values. The Maternal Fetal Medicine team guided the family through obstetric planning, which included serial ultrasound examinations to ensure fetal well-being and the possible need for a cesarean delivery in the event of fetal distress. Details of perinatal transition, such as noninvasive neonatal resuscitation, presence of family and friends in the delivery room, baptism shortly after birth, and rooming in with parents, were addressed.

The family connected with other parents of children with holoprosencephaly via social media. They developed a nuanced understanding of the use of medical technology for children with special needs and led several conversations about ways to support their son 152with invasive and noninvasive technology. They ultimately decided to allow him to “show his abilities” and not use any artificial means to prolong his life if postnatal imaging confirmed alobar holoprosencephaly. They met with a home hospice team prior to his birth and discussed details of home care and legacy making.

Multidisciplinary planning meetings took place among neonatology, palliative care, maternal fetal medicine, hospital nursing teams, radiology, social work, spiritual care, and home hospice. Birth plans and notes were filed in the mother’s chart, and a hospital closer to the family’s home was alerted in case of possible maternal admission.

Baby Joseph was born at term and did not require initial resuscitation. He was baptized by a family priest in labor and delivery, joined by many friends and family members. Following a period of stability, he underwent brain MRI and was admitted to the postpartum unit with his mom. NICU nurses provided support to postpartum nursing teams through his stay. Joseph demonstrated hunger cues but could not effectively feed by breast or bottle, leading to significant parental and staff distress. Lactation consultants provided input, and he was ultimately able to be fed via syringe. He went home at 3 days of life, with home hospice team meeting family on arrival. Joseph lived for 2 weeks and died of progressive central apnea. His family received bereavement counseling through a hospital support group and has stayed in touch with the palliative care team for ongoing celebration of their son’s life.

Several multidisciplinary team debriefings allowed staff to discuss medical care logistics and share their emotions. A need for including lactation consultants in prenatal planning meetings, as well as improving communication with imaging teams and lab (for genetic analysis), were highlighted.

Case Questions



  1.  How can the process of anticipatory guidance in PPC benefit expectant parents and hospital staff?




  2.  What can be learned from the difficulties and distress experienced by patients and staff over the course of their care?




  3.  How can teams caring for these unique patient dyads standardize methods of communication and debriefings to minimize emotional and moral distress?










 

 





OBJECTIVES

This chapter addresses the following objectives:



  •  Assess local resources as part of program development to ensure advance knowledge of what may or may not be available for perinatal palliative care patients

  •  Provide anticipatory guidance to expectant perinatal parents to facilitate the composition of a birth plan

  •  153Identify specific decisions to consider when formulating a perinatal palliative care plan for care of mother and baby during the antenatal period, at the time of birth, and during the postnatal period

  •  Describe support for staff who are providing perinatal palliative care to patients






 

INTRODUCTION

The joy felt by expectant parents quickly turns to grief with the diagnosis of a severe fetal congenital anomaly. After the shock of receiving such difficult information, parents will be asked to make complex medical care decisions for both mother and baby. Some choose pregnancy termination in the setting of a severe fetal diagnosis. Others continue pregnancy with varied goals of care. Thoughtful perinatal care is crucial for patients who continue their pregnancies. Perinatal palliative care guides expectant parents through advance care planning to prepare them for the joy of birth despite simultaneous grief.

ASSESSING LOCAL RESOURCES IN PREPARATION FOR BIRTH PLANNING

Care for infants with life-limiting anomalies continues to evolve. Although hospice-based approaches are in line with many families’ goals, more complex care pathways have also emerged. Prognostic humility, parental attitudes on life-sustaining interventions, and evolving outcome data are all driving more varied approaches to perinatal planning.1–3

Anticipatory planning in perinatal palliative care requires in-depth knowledge of available resources to best serve each family’s needs. Comprehensive discussions of what is available within all teams ensures that optimal care is delivered to each family. Evaluation of local resources, discussions of gaps, and efforts to bridge unmet needs are all key parts of program development, aiming to improve institutional objectives and honoring families’ goals.

Care Locations

Many fetal programs are housed within large urban academic centers. Multidisciplinary fetal consultations are invaluable to ensure comprehensive diagnostic and prognostic assessments, but delivery closer to home may better meet patient needs. Even without the presence of a formal perinatal palliative care program, skilled medical, nursing, and social work teams can facilitate such deliveries within the framework of hospice-directed care. A consultative perinatal palliative care service can communicate with local 154providers, share resources with nursing and medical teams, and offer real-time support for the staff.

When discussing care logistics, understanding available inpatient care locations is important. This is critical when end-of-life (EOL) care is anticipated and infants are not admitted to the NICU. Many hospitals have policies addressing the duration of a newborn’s stay in the labor and delivery room, and timelines may need adjustment. For babies who are alive beyond the initial perinatal transition, considerations of care location become paramount to successful palliative and newborn care delivery. Some hospitals have dedicated family suites for EOL care, often gifts from families commemorating their loss. Some hospitals utilize secluded antepartum or postpartum rooms for newborn palliative care/hospice care. All care locations require a sensitive approach to nursing assignments, care of other families, and whether the affected family is comfortable being near healthy newborns.

When discussing location options, it is important to consider room layout, available equipment set up, visitation policies, nursing staffing models, and unit culture.4 For example, if family goals include noninvasive technology, such as low-flow nasal cannula and intermittent pulse oximetry saturation monitoring, care location may depend on whether equipment and personnel needs can be met. If needed, the NICU can be utilized as a contingency location for planned EOL care.

Logistics of hospital transfers can also be important. Flexibility in planning is necessary when trials of intensive therapies are being weighed by family and staff. If baby Joseph (see case study) had semilobar and not alobar holoprosencephaly on postnatal MRI, his parents could have elected to transfer him to a children’s hospital for comprehensive subspecialty care. They may have accepted life-sustaining technology based on their conversations with parents of children with semilobar holoprosencephaly and their views on quality of life. In that case, it would have been important to prepare the children’s hospital staff of Joseph’s possible admission by sharing his family’s goals and expectations. Such preparation promotes joint commitment to concurrent ICU and palliative care and highlights the need for a nuanced and comprehensive approach to advance care planning.

Team Composition

Team composition for newborn EOL care and maternal care is important to consider. Neonatal care should be assumed by those skilled in routine newborn care, ICU care, and EOL care. Often this task falls to neonatologists, NICU nurses, and perinatal or pediatric palliative care providers. Hospitals may guide admission proceedings based on available team compositions. For example, an infant may be admitted under a neonatology service but receive care in the mother’s postpartum room. Consistent care must be delivered regardless of physical location. Unit sign-out times, cross-coverage logistics, trainees’ involvement in care, and other workflow aspects should be considered to ensure seamless transitions and unified approaches to care.

Special attention must be paid to nursing team composition. Antepartum, postpartum, or newborn nursery staff are rarely trained in neonatal end-of-life care. A close partnership with NICU nurses provides necessary neonatal palliative care expertise, and 155dual nursing teams can be formed to care for mother and baby. Collaborations with nursing managers are crucial to devise appropriate staffing models and contingency staffing plans for ethically charged cases. Nursing educators play a vital role in identifying education needs and promoting skill acquisition in needed areas. The perinatal palliative care patient population is relatively small, so maintaining this unique skill-set among a large group of nurses may be challenging. This may prompt units to develop “champions” from their nursing staff to take on education and staffing for perinatal palliative care patients. These providers become key participants in individual and programmatic advance care planning.

Home Hospice Resources

Considerations of home hospice admission are critical to perinatal palliative care planning. While pediatric home hospice services are available in many urban centers, there are communities where such resources are lacking.5 Geographic paucity will significantly limit family choice, and providers need to amend care plans accordingly. Consider the example of a newborn infant with trisomy 18 whose parents want to utilize nasogastric (NG) feedings, airway suctioning, intermittent oxygen saturation monitoring, and opioids for dyspnea management at home. If pediatric home hospice is unavailable, they may be referred to an adult home or inpatient hospice provider. There are known differences in technology utilization and code status designations between adult and pediatric hospice patients,6 and adult palliative care providers may be unprepared for these differences. Thus, transparency regarding limitations and development of contingency plans may be necessary in anticipatory guidance. It is also crucial to be familiar with local palliative and hospice care agencies to understand available home resources, admission logistics, and team composition.

Legacy Making

Legacy making plays an important role for families anticipating loss of their baby. There are many ways to achieve this—through photography, memory boxes, keepsakes, such as snips of hair, or even through breastmilk donation. It is important to keep in mind that some families will want to play an active role in legacy making while others will not.7 Some families may refuse legacy making entirely. In this case, institutions can take the liberty to collect items for the family and store them in case the family changes their mind.

Postmortem Care

Several aspects of postmortem care may be important to consider when assessing available resources for advance care planning. Institutional policies vary on how long after death a baby’s body may remain in the mother’s room. Hospital policies also vary regarding morgue and body disposition, with social work teams or chaplains having in-depth knowledge of resources. Familiarity with institutional organ and tissue donation policies 156may be necessary, as some families may inquire about these options. Partnerships with genetic counselors and laboratory personnel are critical to ensure that postnatal genetic testing specimens are sent correctly. An in-depth discussion of these resources is provided later in this chapter.

Family and Staff Support

Some families may inquire about spiritual care support, counseling services, and bereavement support during advance care planning. Close collaborations with these services may prove invaluable as parents face anticipatory grief early in the planning process. Specialized services, such as twin loss support groups or non-English-speaking support groups, may be necessary and may involve referrals to other institutions.

Some perinatal palliative care cases may require input from Ethics services. It may be prudent to explore relationships between perinatal palliative care providers and local/regional ethicists to best serve a very complex patient population, improve staff buy-in, and facilitate conflict resolution and reflection. Proactive partnerships with these teams may reduce a sense of urgency during heightened times of ethical concerns and allow for a more structured approach.

ANTICIPATORY GUIDANCE FOR FAMILIES AS A WAY TO BEGIN BIRTH PLANNING PROCESS

Guiding a Family Through Understanding of Diagnosis and Prognosis

Antenatal counseling has undergone a significant shift: from paternalistic, physician-led development of perinatal treatment plans, we have now arrived at a process of shared decision making.8 Antenatal counseling in the setting of life-limiting fetal anomalies is particularly challenging, owing to the many complexities of diagnostic and prognostic information. Some fetal diagnoses that can be made with certainty also have certain outcomes—anencephaly, for example. In other instances, both prognosis and diagnosis are uncertain, as in extreme prematurity. Still others, such as trisomy 18, have certainty of diagnosis but outcomes vary substantially.9 In cases of perinatal diagnostic and/or prognostic ambiguity, transparent discussions of knowledge limitations are crucial to ensure trust between providers and families.10

A consult framework frequently applied to periviability counseling could serve as a guide for counseling families expecting infants with life-limiting anomalies.11 It can be helpful to discuss the diagnosis and the known and unknown variables contributing to outcomes, and then to spend the majority of the consultation discussing meaning of these outcomes to the parents. At the heart of the discussion is the question of how they might adapt, cope, and live with the death of their child or with the survival of a disabled child. Such discussion should include exploration of short- and long-term hopes, views on faith, approaches to decision making, and cultural values.

It is important to consider learning and communication styles when eliciting parental understanding of medical information. Some parents may have done extensive 157preparatory work prior to prenatal consultations, including searching the literature, discussing with healthcare providers they know informally, or consulting online resources. These parents may be highly knowledgeable about their baby’s diagnosis and may have formulated their goals in anticipation of meeting with providers. Others may view medical providers as sole experts in complex fetal conditions and elect to be guided through information during the initial consultation. Yet other families may have in-depth knowledge about their baby’s condition but appear reserved, owing to their personal or cultural communication preferences.

An important discussion currently is taking place in the literature and among families regarding what constitutes a lethal or life-limiting diagnosis. Perinatal palliative care, a field that took root in hospice care when such diagnoses as trisomy 13 and 18 were considered lethal, is now tasked with deepening understanding of these conditions.12 Some of these perceptions may be cultural, as evidenced by French and Japanese studies of providers’ and families’ perspectives on what constitutes a lethal fetal anomaly.13–15 Others may be framed by evolving outcomes, with more infants with life-limiting conditions surviving when therapies are provided.2,16,17 It is now impossible to discuss prognosis for infants with life-limiting conditions without acknowledging these important parental and societal views on diagnoses and language.

During an initial palliative care consultation, it may become clear that the family does not appreciate all available medical information regarding their baby’s condition. For example, a family whose baby has trisomy 13 and a complex cardiac defect may be too overwhelmed by the genetic diagnosis to appreciate all the nuances of a cardiac condition. In such cases, in-depth discussion with cardiac surgeons and cardiac ICU providers may facilitate a better understanding of options and outcomes. Perinatal palliative care teams can partner with other subspecialty services to promote comprehensive information sharing and to provide continuity during various subspecialty consultations. Some might hesitate to involve perinatal palliative care providers in fetal counseling when ICU-directed care is being considered; however, neonatal outcomes (such as mortality and survival to discharge) are largely the same regardless of palliative team involvement, while parental satisfaction with care is higher.18,19

Eliciting Parental Goals as Key Part of Anticipatory Guidance

At the heart of every perinatal palliative care encounter is understanding the family’s values and linking them to current and future care decisions. Prior to establishing goals of care, it is important to address parents’ views on a diagnosis, its impact on their baby and their family, and their hopes.20 Parental hopes are critical in interactions with the healthcare system, decision making, and coping with the child’s illness.21 Optimism is equally important to explore because some families cope with adversity by maintaining optimism.22 Some parents discuss risk-taking or risk-aversion as central to decision making, while others’ choices are framed by their experience with disability. Many families rely on their faith and spiritual community for coping and empowerment, believing that God guides the plan for their baby.

158All parents make difficult healthcare decisions while striving to be a “good parent.” Parents want to ensure their child’s health and comfort, while advocating for them through making informed medical decisions.23 Expectant parents focus on similar tasks regardless of whether their baby is predicted to survive. Côté-Arsenault and Denney-Koelsch provide valuable insight into how parents approach decision making through stages of pregnancy when their baby is not expected to survive and describe developmental tasks they undertake to diminish regret.24

Delineating Care Trajectories

Following discussions of diagnosis, prognosis, and meaning of these to the family, it can be helpful to delineate various care trajectories and possible outcomes. Parents may feel overwhelmed by the presentation of all care options, so letting them prioritize the order of discussion may be best.

Perinatal palliative care is often framed as an alternative to pregnancy termination. Some parents see it as the only available pathway because of their views on abortion.20 However, discussing pregnancy continuation versus termination is within the spectrum of comprehensive perinatal palliative care because it is a major healthcare decision.20–25 Some women describe a decision to terminate the pregnancy when faced with a life-limiting fetal diagnosis as a “chosen loss,” and eloquently share their experiences of grief, isolation, and complex bereavement.26–28 Data suggest that women have low decisional regret regardless of their choice, which points to the importance of facilitating a transparent discussion.24,27,29

Concurrent ICU and palliative care approaches are becoming more common with evolving data on outcomes,30 and this up-to-date knowledge should be shared with parents. Advance care planning may be more complex when concurrent interventions are desired, with significant nuance necessary for every decision. Degree of neonatal resuscitation, invasive and noninvasive diagnostic testing, attitudes on provision of artificial nutrition and hydration, and possible use of chronic life-sustaining technology should all be discussed if a concurrent care approach is considered. It may also be prudent to address providers’ views on provision and withholding of life-sustaining therapies for infants with life-limiting anomalies31 because individual and institutional practices may influence parental choices and decisions.

Supporting Ongoing Uncertainty

All perinatal plans should allow for the inherent uncertainty in medical conditions of both mother and baby. For example, plans for neonatal medical care would be obviated if an infant is stillborn. Similarly, a mother who desires a vaginal delivery may need a caesarean birth if she develops an urgent condition such as preeclampsia or placental abruption.

Family reactions to new information presented throughout pregnancy and perinatal transitions can vary. Some parents choose to discuss every possibility in advance in order to feel most prepared, while others elect to make decisions as they arise. With that in 159mind, common reasons to alter plans may need to be discussed as part of anticipatory guidance. These include a possibility of intrauterine fetal death (IUFD), preterm delivery, and cases of multiple gestation.

IUFD is more common in pregnancies affected by a life-limiting fetal diagnosis than in healthy pregnancies. All women grieve this loss, and it should be acknowledged regardless of severity of fetal anomalies or gestational age. Women share that they feel joy and connection during ultrasound screenings, creating memories of their babies from those images. Feeling the baby move during pregnancy is extremely valuable, regardless of how long the baby is expected to survive.24,29 An abrupt change to that may be devastating and requires skilled anticipatory counseling and bereavement support. On the other hand, some women may accept IUFD as a tolerable outcome, feeling that further decisions are taken out of their hands. Acknowledgment of such relief may help alleviate guilt.

Preterm delivery can shorten parents’ time to enjoy the pregnancy. It may pose a new set of decisions about therapies and reframe available choices. In our case study, Joseph’s parents were hoping he would survive to enjoy some time at home. He was born at term, which allowed him to sustain regular breathing and feed with some success. If Joseph had been born preterm, care at home likely would have been prohibited—whether by apnea of prematurity, insufficient thermoregulation, or immature feeding—necessitating timely legacy making in the hospital. Prematurity is common in infants with genetic anomalies and complex comorbidities, so assessing families’ views on benefits and burden of therapies within the framework of their goals may require additional nuance.

Twin pregnancy is another example when additional complexity is introduced, and particular flexibility in planning may be necessary. Many women expecting twins or multiples view their status as “special,” and may be uniquely devastated if one twin has complex anomalies or dies.32 Parents may be faced with complex obstetric choices, such as selective reduction, optimizing the heath of a healthy twin, or risking prematurity in an unaffected twin to benefit the twin with anomalies.33 Proactive bereavement support is needed for a family grieving the loss of one baby while celebrating the birth of another.32,34,35

Personal and Cultural Considerations

Planning for birth and possible death of a baby is a complex emotional and logistical task for families. A sample birth plan may help families with their own process. It may be useful to recommend online resources or provide a printed sample version of a plan. Offering choices in drafting process may also be helpful because some families want to lead, while others want to rely on providers to draft a plan. Some families dread this process and sense unwanted finality within it.24 Careful attention should be paid to verbal and nonverbal cues regarding postmortem care or funeral planning, as parents may not be ready to discuss it.

It is important to consider cultural preferences during birth planning. It should be noted that non-White parents are less likely to consult18 or to utilize36 perinatal 160palliative care. In African American communities, some of this may stem from mistrust of hospice services,37 religious views that are counter to anticipatory healthcare planning,38 or approaches to coping with adversity.39 Of particular concern is African American women’s diminished access to bereavement and mental health resources following perinatal loss,40 and programmatic efforts need to address this disparity. Some parents make complex healthcare decisions with significant input from extended family and community, which should be considered within culturally sensitive care.41

Consideration of the parents’ religious and cultural backgrounds is critical because they can significantly affect the parents’ attitudes related to birth planning, including fetal personhood, perinatal death, postmortem care, and bereavement.42–44 It is important to discuss these attitudes in order to deliver care in line with the family’s traditions. Staff education and proactive discussion of hospital policies may be necessary, as well.

BIRTH PLANNING

Framing Goals of Care

Once parents have processed the information provided as anticipatory guidance, formalizing a birth plan can begin. Table 10.1 details components to consider in a birth plan. Documentation may start with a summary of pertinent medical facts and the primary goals of care. As discussed above, parents benefit working with experienced professionals to frame goals for the remainder of pregnancy, delivery, and beyond.45 Clear documentation of this information helps staff unfamiliar with the situation to quickly acquaint themselves with the parents’ goals and plans in order to address any unforeseen situations.



TABLE 10.1 Suggested components for birth plan in Perinatal Palliative Care









	STAGE OF CARE
	INFORMATION, CONSIDERATION, DECISION





	Anticipatory
	
  •  Patient-identifying information (name, date of birth, medical record number)

  •  Brief medical summary

  •  Description of parents’ overarching goals and values for perinatal care

  •  Involved medical staff and their contact information





	During labor
	
  •  Hold in mind that bereavement began with diagnosis; therefore, bereavement care is intertwined with care from that point forward

  •  Family members expected in the room

  •  Medical team composition

  •  Fetal monitoring and expected mode of delivery

  •  Pain control plan for mother





	161During and immediately after labor
	
  •  Resuscitative measures intended

  •  Location of interventions (mother’s chest, radiant warmer)

  •  Code status

  •  Ongoing respiratory care (suctioning, oxygen)

  •  Access (IV, NG)

  •  NICU admission if applicable/Transition to postpartum setting

  •  Lab testing, including genetic testing

  •  Imaging

  •  Feedings

  •  Lactation support, including breast milk suppression and/or donation

  •  Symptom management (including medications)

  •  Routine newborn procedures (screening, prophylaxis)

  •  Bathing

  •  Family member support

  •  Spiritual care

  •  Child Life Specialist

  •  Legacy work

  •  Bereavement photography





	Surrounding death
	
  •  Co-creation of ritual between staff member and family as part of legacy creation (ritual may be both before and after death)

  •  Caring for body after death

  •  Organ donation

  •  Autopsy/post-mortem testing

  •  Considerations of body disposition

  •  Possibility of post-death cooling, should it align with parental values

  •  Late viewings

  •  Bereavement counseling resources





	Surrounding hospital discharge to palliative care/hospice
	
  •  Communication with receiving team

  •  Early transfer of face sheets/insurance

  •  Consideration of POLST form

  •  Transportation letter of support in case of failed car seat

  •  Discharge screening (bilirubin, hearing, newborn screening, pulse ox, vaccines)

  •  Need for outpatient primary care provider and subspecialty care

  •  Ongoing technology needs

  •  Symptom management for home

  •  Possibility of inpatient hospice admission/respite care

  •  Plan regarding post-discharge communication between teams

  •  Documentation sharing











IV, intravenous; NG, nasogastric; NICU, neonatal intensive care unit.





Delivery Location

Choosing the intended delivery location is important. Most expectant mothers with adverse fetal diagnoses are referred from primary obstetricians to large medical centers where they undergo subspecialty consultation. Families seeking concurrent intensive and palliative care after birth should deliver at such a center for immediate neonatal stabilization. For example, parents expecting an infant with severe renal anomalies and 162pulmonary hypoplasia may wish to attempt mechanical ventilation after birth in order to better characterize lung function. In this case, delivering at a center with a level III or IV NICU will facilitate immediate therapy.

If the goals of care do not include intensive neonatal therapies, delivery location is more flexible. Mothers may choose to deliver at hospitals without NICUs, birthing centers, or even at home. They may consider personal factors when making this decision, such as distance from family and friends, relationships with medical providers, and availability of religious support. Such preferences should be supported when possible, even for delivery at a site without previous perinatal palliative care experience. Despite careful planning, mothers may go into labor a prohibitive distance from their intended site. Advance planning should include a review of hospitals closest to the family’s home in case of maternal admission and/or delivery there. Parents should have access to an electronic or physical copy of the birth plan that includes contact information for staff members from various disciplines (e.g., obstetrics, pediatrics/neonatology, palliative care). A physician evaluating the mother at an unexpected site can use the information to either facilitate maternal transfer or guide ongoing care at that site.

Personnel and Family Member Support

Patients benefit from having clear expectations of who will be in the delivery room with them. Medical team members and their contact information can be listed prominently on the birth plan to facilitate their early notification and involvement in care (Box 10.1). 163Expectant parents should be guided to consider who among their family and friends they would like present before, during, and after labor. Hospitals may choose to establish dedicated waiting areas for such groups away from the general obstetric waiting area, if possible.

 





BOX 10.1 PERSONNEL TO BE CONSIDERED FOR NOTIFICATION AT MATERNAL PRESENTATION FOR DELIVERY



  •  Primary obstetric provider

  •  Maternal–fetal medicine specialist

  •  Labor and Delivery charge nurse

  •  Neonatology attending physician

  •  Neonatal delivery team

  •  Neonatal unit charge nurse

  •  Postpartum unit charge nurse

  •  Palliative care consultant

  •  Social worker

  •  Child life specialist

  •  Chaplain

  •  Outside clergy identified by the patient

  •  Photography services






 

Obstetric Planning

During pregnancy, thoughtful conversations should take place between the mother and her obstetric provider regarding fetal monitoring during labor and the mode of delivery. These discussions should also incorporate plans for maternal pain control.

Delivery decisions can be approached in multiple ways. For example, a mother seeking neonatal resuscitation measures may desire fetal monitoring and would consider a caesarean delivery for fetal distress. Others may decide against fetal monitoring and caesarean delivery for fetal indications, hoping to achieve fewer maternal complications. Some parents do not want continuous fetal monitoring but would want intermittent heart tones checked. Families who decide against fetal monitoring and caesarean for fetal indications should be counseled regarding the impact on neonatal outcomes. Of note, providers link the issues of fetal monitoring and delivery because abnormal fetal heart rate tracings lead to concern for fetal well-being and consideration for urgent caesarean. Parents may view these decisions differently and find joy in hearing fetal heart tones no matter the outcome.

Delivery Room Resuscitation and Code Status

Neonatal resuscitative measures can be tailored to align with parental goals of care. This can include determining which clinicians will attend the delivery. Parents seeking intensive care measures require a neonatal delivery team. Parents who opt to defer such measures may desire a more limited group of staff at delivery for assessment and support. Specific steps in neonatal resuscitation should be discussed and parents offered choices as appropriate. These may include measures of neonatal resuscitation46 (e.g., suction, drying, stimulation, respiratory support) and medical care location (e.g., baby taken to a radiant warmer versus assessment on a mother’s chest).

Code status should be determined and may be considered separately for the time periods immediately after birth and beyond. Some families may view medical support in the delivery room differently from future interventions. For example, parents expecting a baby with congenital anomalies predicted to be lethal may request a trial of resuscitation in the delivery room to enable perinatal transition but could later withdraw therapies if their infant was dying despite interventions. Code status should be documented in prenatal consultation notes as well as in the neonatal medical record immediately after delivery.

ONGOING POSTNATAL CARE

Primary Provider

A pediatric provider should be selected to direct neonatal care following the delivery room. This may be a neonatologist, pediatrician, pediatric palliative care physician, or 164advanced practice nurse. Ideally, he or she should meet the family prior to delivery. This provider or delegate should also be present to pronounce death and facilitate completion of postmortem paperwork.

Postnatal Diagnostic Testing

Despite antenatal testing, diagnostic uncertainty may remain. To address this, parents may plan postnatal laboratory studies, genetic testing, and/or imaging. Multiple sources can be used to obtain DNA specimens, including amniotic fluid, placental tissue, cord blood, and direct postnatal infant blood draw. Postnatal studies should be coordinated with applicable departments. For example, cardiology technicians may routinely perform echocardiograms exclusively in NICUs. If a family wishes to have the postnatal echocardiogram performed in their postpartum room to minimize family separation, protocol may be able to be modified. Such modifications require coordination among physicians, nursing, and technologists to be successful.

Symptom Management

Neonates exhibit various symptoms of their medical conditions. Prenatal diagnostic studies should be used to help establish parental expectations. These may include discussion of dysmorphic features, as well as expressions of pain, agitation, and/or dyspnea. Interventions to alleviate symptoms, such as use of pain medication, suctioning, and respiratory support, should be discussed. Various routes of administration may be used for medication administration, including intravenous, intramuscular, intranasal, buccal/oral (including nasogastric), and rectal. End-of-life symptom management for neonates is often inconsistent, and staff unaccustomed to this patient population may benefit from guidance.47

Feedings/Hydration

Plans for feeding or hydration should be discussed. There are multiple options for providing nutrition, including placing an intravenous line, breastfeeding, bottle-feeding, syringe feeding, cup feeding, and nasogastric or orogastric tube feedings. There should be explicit discussion about whether the family wishes to provide breastmilk. Lactation consultants can support both lactation and lactation suppression. If a mother chooses to suppress lactation from the beginning, it is important to suppress breastmilk production properly to prevent complications, such as mastitis. Some mothers may want to provide the first feedings by breast and then suppress supply. A neonate may not have the strength or coordination to breastfeed, and the mother may decide to pump exclusively. A mother may also decide, after the death of her infant, to pump and donate her breastmilk in honor of her baby. Hospitals should coordinate with milk banks to clarify the donation process.

Withholding or withdrawing medically provided hydration and/nutrition can be extremely complex, ethically charged, and provoke significant emotion in both parents 165and professionals.31 Simply put, it is instinctive to feed a baby. A baby who has the neurologic impulse and appears to be comforted by feeds should always be offered feedings based on cues. Nutrition/hydration that is medically provided can be considered equivalent to other advanced medical therapies, and whether medically provided nutrition/hydration will truly benefit the child or cause burden should be carefully considered. In situations where the risks and potential burdens of providing nutrition/hydration outweigh the benefits, the American Academy of Pediatrics supports forgoing such provision.48

Adapting Standard Neonatal Care

Procedures considered routine in newborn care should be provided to palliative patients in ways that are congruent with goals of care. For example, bathing a baby takes on special significance for parents when the baby’s life is expected to be short. If nursing protocol is to bathe an infant outside of a mother’s room, this may be altered to include parents in the experience. Usual protocol may be altered to forgo bathing to allow parents uninterrupted time with their baby. Nursing should involve parents in decisions about care as much as possible. Screening tests (such as newborn screening, hearing screening, and neonatal bilirubin tests) may be appropriate for some palliative care patients but not others. For example, parents of a baby predicted to live weeks after hospital discharge may consider phototherapy for hyperbilirubinemia beneficial.

Family Support

Parents should be walked through details of specific psychosocial resources to understand the available supports. Spiritual care, including baptism, may be provided through hospital chaplaincy programs. Alternatively, families may bring in outside clergy. Child life specialists provide developmentally appropriate preparation, therapeutic play, and assistance for grieving siblings. If child life specialists are not available, nurses can help parents engage older siblings as appropriate.49 Legacy work can help provide families with memories of the infant to be treasured for years to come.50 Options for tangible memories include bereavement photography, handprints/footprints, hands or foot molds, heartbeat recordings, locks of hair, and special clothing or blankets. Choices regarding legacy making are highly individualized.

Some parents request support in interactions with their family and friends. Centers may prospectively identify staff who can serve as liaisons between parents and those supporting them. This may include such tasks as helping to organize family member visits in shifts, planning for meal trains or other post-discharge support, and drafting language for birth announcements or social media posts.

Care Surrounding Death

Conversations to prepare families for death are vital. Parents may want to know how their infant might look, sound, and feel as death approaches.51 Estimating the exact 166timing of death is difficult, but providing a general range can be helpful. Sharing all of this information, though distressing, can empower families in making informed decisions.51

Grief Reactions

After a baby has died, staff should be prepared for individualized manifestations of parental grief. Families may variably express sadness or anger, and members of the same family may act differently. Social workers or other bereavement support personnel should be identified because they play valuable roles in helping families express and cope with their grief. There may be cultural considerations in how parents respond to neonatal death. Families should be encouraged to connect with community resources if applicable and desired.

Body Cooling, Late Viewings, and Body Disposition

Care of the body is important, not only out of respect for the baby’s brief life, but also to give families the best possible memories of their child. Parents may ask to keep their infant’s body with them for some time after death. This may be for as little as a few hours for some families, or up to a few days for others. Some parents may want their infants’ bodies to be taken to the morgue initially but returned to them for late viewings. Changes in babies’ bodies (e.g., dehydration, skin slippage, loosening of bony structures) begin at death, with skin changes visible 6 to 12 hours after death. Babies who are stillborn may already have extremely fragile skin and will benefit from as little jostling about as possible, while the skin of those who die after birth can remain relatively unchanged in appearance. One somewhat controversial aspect of care for the baby’s body concerns the use of cooling blankets or mattresses. Although some believe that cooling prolongs the time families can spend with their baby, the literature does not provide evidence to support it as a routine aspect of quality care. Cooling does not reverse body changes that have already occurred. To honor individual requests, centers may consider purchasing, or typically already have, cooling blankets or mattresses to cool the body while in the mother’s hospital room. Families should be provided with contact information for local facilities that can assist them with plans for burial and/or cremation.

Organ Donation

Counseling should include mention of organ and tissue donation. Government regulations require hospitals to notify local organ procurement organizations (OPOs) of individuals whose death is imminent or who have died in the hospital.52 Notifications should be made in a timely manner, including as soon as possible after a physician has ordered life-sustaining therapies to be withdrawn. For some perinatal palliative care patients, this occurs at birth. Parents may be contacted by OPO representatives regarding organ or tissue donation before or after their infant’s death. Prenatal counseling regarding donation can be complicated. Regulations require personnel making 167donation requests from families to have specific training. OPOs may variably interpret this requirement, which may limit medical professionals in what they can discuss. By connecting with local OPOs, palliative care programs can clarify donation guidelines and lines of communication.

Autopsy or Other Postmortem Testing

Autopsy should be discussed with families who are expecting a perinatal death. Some parents would want to plan for whole or limited autopsy prior to delivery, while others would request a later decision. Facilities may have varied resources to offer postmortem imaging as an alternative or complement to traditional autopsy. Programs can reach out to insurance companies to determine whether a physician-ordered autopsy will be covered. Some cases may be referred to the local medical examiner (ME) to determine cause of death. Although rare in the setting of prenatal diagnosis, autopsy is required by law if a case is referred to a ME. If an infant is to undergo autopsy, parents should be given a time window within which to expect results. After the full report is available, the primary provider should plan to share it with the parents. This may happen, as per parental wishes, in a face-to-face meeting, by telephone, or by letter.

Bereavement Counseling Resources

Bereavement support is an essential component of perinatal palliative care. Expertly delivered bereavement care affects how a family copes with loss and their overall satisfaction with care.27,53,54 Despite prenatal planning, families may leave the hospital in a state of shock after neonatal death. Parents need to feel cared for during this difficult time.45 A staff member, such as a social worker, grief counselor, PPC coordinator, bedside nurse, or chaplain, can be a point of contact for grieving families. Parents should be provided written information on expectations for post-discharge communication. Staff may reach out by telephone or mail at regular frequencies to check in, if parents permit. Hospitals may provide on-site grief counseling or may connect families to local resources for counseling. Some families may not value contact with staff after experiencing infant death. The vital role of connecting with bereaved families through a relationship-based approach provides meaningful memories for both the family and those caring for them, especially those with whom a close relationship has been established. Support should be tailored to parental needs and cannot be forced.

Coordinating Home Care

Some babies with life-limiting anomalies will have relatively stable conditions in the first hours to days after birth. In such cases discharge to home may be possible. Resources for home care should be identified in advance, and close communication with the receiving team is critical. Families, neonatal/pediatric medical teams, and hospice teams should meet together to discuss medical needs for home care. Discharge plans should address current and anticipated symptoms. Some hospice programs offer inpatient admission 168or respite care. Early sharing of patient insurance information and physician documentation can streamline enrollment of infants into hospice and/or home care. Discharge medications and home care supplies should be ordered early to ensure availability. Post-discharge communication between teams can streamline coping with inevitable complications.

Outpatient Follow-Up Appointments

Depending on home care plans, infants may need a primary outpatient pediatrician. Some infants may have ongoing subspecialty pediatric needs. For example, parents of an infant with hydranencephaly may desire consultation with pediatric neurosurgery after discharge. Specific providers should be identified for direct communication prior to hospital discharge to ensure care transitions.

Preparation for Hospital Discharge

To optimize home transitions, newborn discharge tools should be considered. This may include jaundice screening/testing, hearing screening, state newborn screening, pulse oximetry screening, vaccinations, and a car seat test. For example, an infant with unrepaired congenital heart disease going home with hospice but predicted to live several months may benefit from routine vaccinations. Transportation to home can be complicated, as different modes of transportation may be needed. Some infants may tolerate being in a typical car seat while others may require a car bed or even ambulance transport. Transport by a funeral director may also be an option, with parents able to ride with their child, decreasing potential parental anxiety over separation from their precious baby.

Advance Directives: POLST

Prior to hospital discharge, completion of a Physician Orders For Life Sustaining Treatment (POLST) form or other advance directive should be offered to the family. Specific forms vary by state and are generally available online.55 At the time of death or other perceived moments of crisis, stressed parents may opt to call emergency services to assist with care. Without advance directives, unnecessary interventions may be provided. Parents should know that decisions articulated in a POLST form are non-binding; they may change their minds and opt for resuscitative measures in a moment of crisis if they so choose. To prevent unnecessary resuscitation measures, parents are instructed to keep the POLST form with the baby at all times (e.g., from one location to another). If the baby is at home, the POLST form is typically attached to the front of the refrigerator, providing a “usual” place for healthcare personnel to look for and find it.

Communication and Staff Support

Interdisciplinary planning meetings should be arranged after birth plans are formalized. Forums for involved stakeholders to discuss birth plans are important. Detailed 169discussions among staff regarding parental goals may better communicate the big picture of the written plan. Unique circumstances may require team feedback and collaboration to ensure that parental wishes can be honored. In addition, caring for perinatal palliative care patients can bring about ethical and emotional challenges. Staff who are empowered to raise concerns may feel better able to meet these challenges as they come.

During interdisciplinary planning meetings, pathways of communication can be laid out. One pathway details the stakeholders to be notified if the delivery happens as expected, and the second includes the order of communication if the delivery happens unexpectedly. Creation of a phone tree for an imminent delivery ensures that stakeholders are notified and have the opportunity to be present, even in the setting of a precipitous delivery.

Depending on staffing models, the providers who meet with families for advance planning may or may not be able to attend deliveries. Families should be prepared for this because they may feel disappointed if individuals with whom they have developed relationships do not attend. If healthcare trainees are working in delivery or postpartum areas, thought should be put into when and how to include them in patient care.

Attention should be paid to support needs of staff. Palliative care teams can check in with staff providing clinical care to ensure that their concerns are addressed. Regular debriefings surrounding patient deaths and/or significant care events help staff process emotions and promote resilience. The complex nature of palliative care can lead to moral distress, defined as “when one knows the right thing to do, but institutional constraints make it nearly impossible to pursue the right course of action.”56 Proactive means to reduce moral distress may help prevent staff burnout.

CONCLUSION

Antenatal advance care planning in the setting of life-limiting fetal anomalies is a complex and labor-intensive process for families and providers. Perinatal palliative care teams are well-equipped with knowledge of local and regional resources, skills in assessing family’s goals, and expertise in coordinating care. Many aspects of pregnancy management, labor and delivery, neonatal care, and bereavement care must be considered part of anticipatory guidance for families and teams. As the field evolves, it is critical to consider evolving care approaches and to adapt programmatic and individual planning accordingly.

Clinical Implications



  1.  Review institutional resources prior to meeting with each family.



    a.  Develop an outline of what might be necessary based on diagnosis.

    b.  Know institutional gaps.

  2.  Review regional resources for a possible delivery in a hospital closer to home.

  3.  Prepare for anticipatory guidance and advance care planning to be a longitudinal process (e.g., through a series of meetings, e-mail correspondence, or telephone conversations).

  4.  170Explain the process of advance care planning and provide an individualized and culturally sensitive approach to developing a birth plan.

  5.  Appreciate parents’ values as central to discussions of diagnosis and prognosis.

  6.  Discuss various trajectories and ways to prepare for ongoing uncertainty.

  7.  Discuss concrete aspects of care pertaining to pregnancy management, delivery care, neonatal care, and bereavement care, if applicable.

  8.  Provide written resources and samples of birth plans.

  9.  Facilitate discussions within multidisciplinary teams, and provide context and longitudinal support to consulting services as needed.

 10.  Support team members as part of anticipatory guidance.

 11.  Focus on establishing and maintaining relationship between and among care providers and family members to enhance parental decision making, increase certainty, and provide the meaningful moments that occur when compassion and empathy are in the forefront.
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Difficulty in Predicting Survival: Genetics and Genetic Counseling in Palliative Care



MARTHA DUDEK | REBECCA D. CARTER

The landscape of genetics and genomics is rapidly evolving. Greater understanding of this science has led to a multitude of new genetic testing options. Although advances in genetic technology can improve diagnostic accuracy, limitations still exist in interpretation and application of the results. When concern arises for a known or potentially life-limiting fetal condition in the prenatal setting, it is especially important to acknowledge the reach of genetic testing. Genetic counselors address the medical and psychosocial issues surrounding uncertain diagnoses, as well as the benefits and limitations of genetic testing in a variety of circumstances. Results of genetic testing have the potential to inform the prognosis of a pregnancy and to influence future reproductive options. Pre- and post-test counseling are essential to a patient’s understanding of the implications of genetic results. The genetic counselor facilitates informed decision-making and provides guidance and support for the family receiving the diagnosis of a life-limiting fetal condition.

 





CASE STUDY

Parents are deeply shocked when ultrasound images raise concern for one or more fetal anomalies, and they begin seeking answers regarding the etiology and prognosis of the finding(s). Genetic counselors can help families navigate the complex medical and psychosocial issues that arise in these difficult circumstances.

Maria and Jose were referred to a fetal center at 21 weeks gestation after their recent ultrasound examination raised concern for alobar holoprosencephaly (HPE), a severe congenital brain malformation in which the two hemispheres of the brain fail to separate. This abnormality was particularly shocking to them because they had undergone cell-free fetal DNA (cffDNA) screening for chromosome abnormalities at 12 weeks and received reassuring results. Through cffDNA, they also learned that they were expecting a boy.

Their next visit included a repeat ultrasound, fetal MRI, fetal echocardiogram, and meeting with multiple specialists, including Allison, a genetic counselor. Allison met with the couple following the ultrasound, the results of which confirmed alobar HPE. 174Allison assessed the couple’s understanding of and expectations for their visit. The couple expressed a firm belief in continuing the pregnancy and their strong desire to understand why this occurred to their son, as well as how likely it would be to occur in future pregnancies. Allison provided information about the diagnosis, pre- and postnatal genetic testing options, and the option of perinatal palliative care (PPC).

Maria and Jose chose postnatal testing, which was coordinated by the genetic counselor with the members of the PPC team involved with delivery. Karyotype and chromosomal microarray analysis results were normal. Next, the couple pursued molecular genetic testing through a panel of HPE-associated genes, which identified a mutation associated with variable expressivity that was subsequently identified in Jose through follow-up parental testing. The couple was counseled that each future pregnancy has a 50% chance of inheriting the mutation, with variable expression of HPE. They were also given information about reproductive options, including in vitro fertilization with preimplantation genetic testing and/or prenatal diagnosis in the first or second trimester for the familial mutation.

Case Questions



  1.  How did the previous genetic screen result influence how the family received the news of the ultrasound abnormality?




  2.  How may abnormal results of genetic testing affect planning for future pregnancies?




  3.  What was the role of the genetic counselor in assisting the family and the palliative care team?










 

 





OBJECTIVES

This chapter addresses the following objectives:



  •  Describe the role of genetic counselors in the palliative care setting

  •  Compare and contrast prenatal genetic testing options and the information provided by these tests to families and medical professionals in pregnancy

  •  Discuss counseling issues surrounding predicting survival with and without a genetic diagnosis






 

INTRODUCTION

When a life-limiting fetal condition (LLFC) affects a pregnancy, parents seek answers to why it occurred and how to proceed. Families and providers turn to genetic testing for potential clarity regarding the cause and the prognosis during pregnancy and the 175newborn period. Results obtained through genetic testing may also be valuable in predicting recurrence of the condition in subsequent pregnancies.

Genetic counselors work closely with families to support and empower them to ask the important questions and help them to process and understand the answers. Despite significant advances in genetic testing technology, questions surrounding diagnosis and prognosis of a fetal abnormality may remain unanswered. Uncertainty regarding survival and quality of life can add to the distress of a known or potential LLFC. Genetic counselors are on the forefront of these dialogues, guiding patients through complex medical information and providing psychosocial support.

BACKGROUND AND SIGNIFICANCE OF THE TOPIC

Three percent of infants are born with a major genetic or structural abnormality. Congenital defects are the leading cause of neonatal deaths in the United States, affecting approximately 8,000 babies annually.1 An increasing number of these abnormalities are identified prenatally through ultrasound imaging and genetic testing, leaving families to search for answers regarding diagnosis and prognosis prior to birth.

Despite research and scientific advances, the etiology for approximately half of congenital anomalies remains unknown.2 The breakdown of causes for the remaining half are multifactorial (25%), chromosomal (10%), single gene (8%), and environmental agents (7%).1 Environmental agents can include medication, infection, maternal disease, and radiation. Clinicians often recommend genetic testing, which has the potential to clarify the etiology and refine prognosis. For families, it has the added benefit of providing the most accurate estimates of recurrence risks for future pregnancies.

Prenatal genetic testing and screening have been widely available for decades. The options have dramatically increased since prenatal diagnosis procedures first became clinically available for chromosome analysis in the 1970s. Chromosome analysis via amniocentesis and chorionic villus sampling (CVS) continues to be the standard for prenatal diagnosis. In the last decade, prenatal diagnostic testing has expanded beyond karyotyping to include analyses of microdeletion/microduplication syndromes, single-gene disorders, and, most recently, sequencing of the exome, including all the pieces of DNA that write instructions for proteins. Screening through maternal blood has also experienced vast improvements. Through the analysis of circulating cffDNA, women can learn about their increased or decreased risks for certain chromosomal aneuploidies during pregnancy. Discoveries in genetics and testing technology have resulted in a growing selection of genetic tests. Clinicians are faced with assessing the utility of these tests. Although some families will benefit from pursuing answers through genetic testing, these new options can provide perplexing or unwanted answers. For example, the family in this chapter’s case study was confused by the ultrasound findings since they interpreted their cffDNA screening testing results as an indication that the pregnancy did not have a genetic condition. Prenatal genetic counselors have the unique training and experience to navigate the complexities surrounding such genetic testing.3

176PURPOSE OF THE CHAPTER

The purpose of this chapter is to define genetic counseling and describe the role of the genetic counselor in working with families in which an LLFC is suspected or diagnosed. This includes a review of what type of information may be provided by the results of genetic testing and how this information may be used for clinical decision-making during pregnancy and for future reproductive planning. Genetic counselors can facilitate coping and decision-making as families with an LLFC address their medical and psychosocial needs.

ROLE OF THE GENETIC COUNSELOR IN THE PALLIATIVE CARE SETTING

The term genetic counseling was coined in 1947 by Sheldon Reed, who conceptualized genetic counseling “as a kind of genetic social work.”4 The first master’s degree training program was established in 1969, and the National Society of Genetic Counselors (NSGC) was founded in 1979. The NSGC defines genetic counseling as “the process of helping people understand and adapt to the medical, psychological and familial implications of genetic contributions to disease.”5

Genetic counselors work in many areas of practice, including prenatal, pediatrics, cancer, and adult specialties in hospitals and clinics, and in industry, government, and the nonprofit sector. The profession has expanded internationally, with an estimate of nearly 7,000 genetic counselors in over 28 countries. Over 4,000 genetic counselors practice in North America, with nearly 50 accredited training programs in the United States and Canada.6

Genetic counselors must graduate from an accredited master’s degree program to be eligible to sit for the American Board of Genetic Counseling’s certification examination.7 For states that offer licensure, practitioners must pass a certifying exam. Training and certification are based on 22 practice-based competencies, which are divided into four domains: (a) genetics expertise and analysis; (b) interpersonal, psychosocial, and counseling skills; (c) education; and (d) professional development and practice.8 Supportive online material about genetics and genetic counseling are listed at the end of this chapter.

Principles and Elements of Genetic Counseling

While genetic counseling has adapted to the evolving field of genetic medicine, studies have found that perceptions of the profession by the general population and physicians are often inaccurate.9 Common misperceptions include genetic counselors (a) practice as licensed therapists, (b) require patients to have genetic tests, (c) discourage patients from having children, or (d) advise on when to terminate a pregnancy.10 The principles of genetic counseling describe quite the opposite. Historically, the genetic counseling profession has drawn upon methods from medicine, education, and mental health. The 177field uses the reciprocal engagement model (REM), which represents a normative model of practice created in response to genetic counseling’s growing scope. The REM defines five tenets that provide a useful foundation for understanding genetic counseling:



  1.  Genetic information is key

  2.  Relationship is integral to genetic counseling

  3.  Patient autonomy must be supported

  4.  Patients are resilient

  5.  Patient emotions make a difference11

Each tenet interacts with the others to help patients understand and apply genetic information to make decisions, manage the condition, and adapt to the situation. This understanding of the biomedical science and the ability to effectively present complex findings in a nonprescriptive manner distinguish genetic counselors from members of other established professions with whom they work.11

The components of the genetic counseling consultation represent a unique combination of medical information discussion along with psychosocial assessment and counseling. Prenatal or perinatal genetic counselors often work alongside maternal–fetal medicine specialists in providing care to patients with a variety of referral indications. Reasons for referral include age-related risks, personal and/or family history of a genetic condition or birth defect, recurrent pregnancy loss, teratogen exposure, preconception counseling, abnormal aneuploidy or carrier screening results, or ultrasound anomalies.12 The extent to which a genetic counselor becomes involved in the care of a patient also varies greatly and may involve one in-person session or multiple in-person or telephone interactions. Box 11.1 lists the typical components of a prenatal genetic counseling session. Not all are relevant to each encounter.

In the case study at the beginning of this chapter, Allison, the genetic counselor, began the conversation by establishing mutual goals and an agenda that included reviewing the prior testing, the natural history, and possible causes of HPE. She reviewed the information available on postnatal survival and how testing options may or may not be able to provide better predictions. Allison checked frequently for comprehension and elicited questions. Her psychosocial counseling for the couple further included providing them with resources about HPE, assessing social support, and establishing a plan for follow-up.

Prenatal genetic counselors will inevitably work with families with an LLFC for whom perinatal palliative care (PPC) may be an option. A recent study of PPC programs in the United States found that genetic counselors were the second most common source of information on the availability of palliative services after the patient’s obstetrician or maternal–fetal medicine specialist.13 Genetic counselors may be designated PPC team members or even the service coordinators.13 This is consistent with Wool and Dudek’s findings that genetic counselors not only broadly endorse the importance of this model of care, but also “are poised and capable to serve on PPC multidisciplinary teams.”14 The tenets of the profession allow genetic counselors to complement the strengths of other members of the PPC team and enrich the experience of the family.

 





178BOX 11.1 COMPONENTS OF A PRENATAL GENETIC COUNSELING SESSION



  •  Collecting and reviewing records

  •  Contracting with the patient or couple

  •  Gathering information through pregnancy, medical, and family histories

  •  Assessing risk that a genetic or chromosomal condition has occurred in the pregnancy

  •  Explaining the condition(s) for which the pregnancy is at risk

  •  Offering and reviewing testing options

  •  Discussing test results and pregnancy management options

  •  Providing risk information for future pregnancies or other family members

  •  Giving support resources

  •  Making appropriate referrals

  •  Documentation






 

Genetic Testing

Approximately 14% to 20% of stillbirths are due to chromosome abnormalities.15 The rate of chromosome conditions exceeds 30% in the presence of anatomic abnormalities.16 Chromosome abnormalities include numerical and structural differences, referring to extra or missing chromosomes (aneuploidy) or pieces of chromosomes being duplicated or missing (microduplications or microdeletions, respectively). Disorders may also result from changes or mutations in single genes. The current recommendation by the American College of Obstetrics and Gynecology (ACOG) is that all pregnant women be informed of their pregnancy-specific risk for chromosomal aneuploidy and offered the options of aneuploidy screening and/or diagnostic testing.17 Prenatal screening provides a risk assessment while diagnostic testing provides a definitive diagnosis. Diagnostic testing rather than screening is considered the standard of care and preferred testing when a structural anomaly has been identified.18

Counseling regarding genetic testing options should be tailored to each patient’s unique clinical scenario and goals. The amount and type of information learned through genetic testing will vary based on the test pursued. Options for testing will be influenced by the timing and sample type (Figure 11.1).

The option to screen or determine whether a pregnancy is at increased or decreased risk for certain conditions must be contrasted with prenatal diagnostic testing, which determines whether a specific genetic condition is present in the baby. The prenatal genetic counselor is knowledgeable about the differences among all genetic testing options, including their benefits and limitations and usefulness based on the clinical scenario, then translates this complex information in a way that is understandable to a patient who may have little to no knowledge of these concepts.12 Box 11.2 provides a list of questions to ponder when considering genetic testing.
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FIGURE 11.1  Genetic testing options for pregnancies with life-limiting fetal conditions by timing and sample type.





Genetic Screening

Prior to 2012, genetic screening for aneuploidy relied on biochemical markers in maternal serum, either alone or in conjunction with ultrasound findings.1 Analysis of cffDNA for common chromosomal aneuploidies has widely replaced more traditional screening, providing a higher specificity and sensitivity for trisomy 13, 18, and 21. Regardless of the technology, false-positive and false-negative results are inherent to any screening test. Discussion of test characteristics is an important component of pre-test counseling. Additional limitations that often lead to misconceptions surrounding screening include the fact that screening is only designed to assess the risks for certain (not all) conditions, normal results do not rule out or eliminate the risk for those conditions, and abnormal results are not diagnostic. When a structural anomaly is identified on ultrasound, prior screening results may be incorporated into the aneuploidy risk assessment. If screening has not been performed, diagnostic testing should be offered.18

Ultrasound screening for fetal anomalies is integral in prenatal care in the United States.19 Ultrasound performed between 11 and 13 weeks of gestation assesses viability, gestational age, and, when performed in a specialized unit, may be used to evaluate risks of aneuploidy. The anatomy ultrasound performed between 18 and 22 weeks of gestation 180is considered the standard of care for fetal anatomical assessment and detection of structural anomalies. Such anomalies identified in isolation or combination with one another are associated with varying levels of risk for an underlying condition.20

 





BOX 11.2 QUESTIONS TO CONSIDER REGARDING GENETIC TESTING



  •  What are the benefits, risks, and limitations of testing and/or the procedures needed to obtain the sample for testing?

  •  How will the information be used?

  •  What are the patient’s goals for the outcome? Would genetic testing help with planning interventions in pregnancy? At delivery? In the neonatal period?

  •  What are the provider’s goals, and what information would be helpful to manage the pregnancy and delivery?

  •  What is the best timing for testing? Are there disadvantages to testing during pregnancy, such as procedure-related risks that outweigh the benefits of having the information now versus after delivery?

  •  What sources of genetic material are available?

  •  What are the cost and insurance coverage issues? Will testing more likely be covered if sent after delivery rather than in pregnancy?

  •  Is establishing the etiology for the clinical findings in pregnancy important for planning for delivery or neonatal care?

  •  How will knowing the diagnosis affect reproductive risk counseling for the couple or other family members, such as the patient’s siblings or the couple’s children?






 

Diagnostic Testing

Table 11.1 lists the most common diagnostic genetic tests considered in pregnancy and the neonatal period, as well as the terms often used to describe them. The discussion of diagnostic testing options must be accompanied by an explanation of the conditions being examined in the test, ability to predict outcome based on results, and possible incidental findings, such as nonpaternity or consanguinity. Table 11.1 includes common indications for the different tests; for example, karyotype or chromosome analysis is appropriate when ultrasound identifies structural abnormalities strongly suggestive of aneuploidy (e.g., trisomy 13), whereas chromosomal microarray analysis (CMA) may be considered as the primary test or in addition to karyotype in light of findings more suggestive of a microdeletion syndrome (e.g., DiGeorge syndrome). These two tests are considered conventional prenatal diagnostic tests when ultrasound abnormalities are found, and results typically are reported 10 to 28 days after a sample is collected. However, testing for single-gene disorders may be considered after normal results or in conjunction with karyotype and CMA if the findings are suggestive of a specific disorder (e.g., thanatophoric dysplasia). The turnaround time for specialized testing can range significantly and is highly dependent on the requested testing and the performing laboratory. To order these diagnostic tests prenatally, it is necessary to perform CVS or amniocentesis procedures, which are associated with a less than 1% risk for complications, including miscarriage.18 Despite significant advances in testing technologies, no prenatal test can diagnose all possible genetic conditions. Thus, the importance of postnatal evaluation by a genetics team to reach a diagnosis must be emphasized.



181TABLE 11.1 Overview of Genetic Testing









	CATEGORY
	TEST
	PURPOSE





	Chromosomal
	Karyotype
	Analysis for chromosomal aneuploidy or structural rearrangements such as trisomies or translocations



	 
	Microarray
	Small deletions or duplication of the chromosome



	 
	FISH
	Tag a region of interest on the chromosome



	Single gene
	 
	 



	 
	Targeted
	Examine gene for specific high-frequency mutations



	 
	Sequencing
	Analyze the entire sequence of the gene for any change



	 
	Duplication/deletion
	Search for specific regions of gene that may be extra or missing



	Multiple genes
	Panel testing
	Molecular techniques to examine multiple genes of interest simultaneously



	Genomic
	Whole exome or genome sequencing (WES or WGS)
	Sequencing all the DNA from an individual either by looking at only the coding regions (WES) or also including the noncoding regions (WGS)



	DNA Banking
	 
	Extracting DNA and storage for gene analysis at a future time, often used when is diagnosis unknown by current methods









FISH, fluorescence in situ hybridization; WES, whole exome sequencing; WGS, whole genome sequencing.





Motivations for Testing

Decisions surrounding prenatal genetic testing should be focused on each patient’s individualized risks, reproductive goals, and personal preferences. The information-seeking patient who desires the maximum amount of knowledge possible prior to delivery will have goals for testing different from those of the patient who is adamantly opposed 182to invasive testing but desires more information than she has from ultrasound alone. Patient autonomy must be supported, and, with the appropriate counseling, each patient should arrive at the decision most consistent with her needs. Although some families may use the information gained through testing to guide pregnancy management decisions, others feel termination is not an option and instead view prenatal testing as helpful in refining prognosis, planning for delivery, and knowing recurrence risks in future pregnancies. There are also families who, after weighing the pros and cons, ultimately decline all pre- and postnatal testing.

Benefits of Testing

Diagnostic testing that reveals or confirms an LLFC provides the benefit of knowing the cause for the abnormalities, the natural history, and predicted survival of the condition. This information also allows patients to make informed pregnancy management decisions and plan for neonatal outcome. An additional benefit is that for those considering future pregnancies, diagnosis allows calculation of an accurate recurrence risk, or prediction of the likelihood for this condition to occur again for that couple.

In the scenario in which a diagnosis has been made, the genetic counselor provides the most up-to-date knowledge available surrounding published outcome for survival, with the caveat that these estimates are often imprecise and there may be significant variability.21 This involves a description of what postnatal survival may look like for the affected person and other family members, as well as available financial and social resources (e.g., support groups) related to the condition, when possible.22 Despite the inability to predict an exact outcome, a known diagnosis allows the family to receive all available data and potentially connect with other families with the same diagnosis. It should be noted that some conditions are exceptionally rare, so that even following a diagnosis there may be limited or no information available. As noted by Kidszun et al., “paradoxically, more information [from testing] can lead to less certainty.”23 Some families express a desire to “know everything” possible through testing, whereas others prefer a more limited approach, sometimes due to testing fatigue or concern surrounding “toxic knowledge,” that is, knowledge they would prefer not to have owing to potential uncertainty.21

When appropriate, reproductive information can be provided considering the diagnosis, including recurrence risk and options for prenatal testing for the condition in future pregnancies. The mechanism by which a chromosome or genetic condition occurs will be specific to that condition, and with the knowledge of that mechanism comes the ability to predict the likelihood of it happening again. For example, most cases of aneuploidy (e.g., trisomy 13, trisomy 18) occur sporadically at the time of conception. Although in sporadic cases the risk for aneuploidy in a future pregnancy is higher than that of the general population, for many families aneuploidy does not reoccur.24 Microduplications or microdeletions may also occur sporadically but may also be inherited from an unaffected parent. Conditions caused by single-gene mutations may be sporadic, but may also be associated with different modes of inheritance, including autosomal recessive, autosomal dominant, or X-linked recessive. In the case study for this chapter, the additional testing 183provided the couple with a recurrence risk of 50% with each pregnancy, allowing discussions regarding options for in vitro fertilization (IVF) with preimplantation genetic testing (PGT) or a gamete donor, prenatal diagnosis for future pregnancies, and information and resources for family members concerned about the family history and their own risks of having an affected pregnancy. When couples are not adequately informed of these benefits when being offered genetic testing in pregnancy or after birth, they remain unaware that in the absence of a diagnosis, recurrence risk calculation and the option of prenatal or preimplantation genetic testing may be restricted.

Limitations of Testing

Patients must also be informed of limitations of prenatal testing, including the fact that it is available for some but not all conditions and that results cannot predict all outcomes or provide exact prognosis. In some situations, prenatal genetic testing has either been declined or returned normal in a pregnancy in which one or more severe anomalies has been identified (e.g., HPE, renal agenesis).

When a diagnosis has not been made, the degree of uncertainty increases and counseling regarding prognosis, outcome data, support resources, and accurate recurrence risks becomes difficult or may not even be possible. The importance of a postnatal genetics evaluation may be emphasized; however, this does little to help parents grasp the meaning of the ultrasound findings and make an informed decision regarding their pregnancy. Mathiesen and Roy write, “when there are high levels of uncertainty, genetic counselors should address the lack of available information, provide information that is available in a balanced manner, and then help the patient identify effective coping strategies to manage that uncertainty.”12 In either scenario, there should be recognition that sometimes there are discrepancies between the prenatal and postnatal evaluations, usually due to a range of disease manifestations as opposed to a mistaken diagnosis.24

Postnatal Testing

The couple featured in this chapter’s case study fall into the category of those who elect postnatal testing. Like many patients, Maria had cffDNA screening for chromosome conditions during her pregnancy. While many obstetric providers should and do discuss this option, they may lack the time and resources to provide a detailed description of the nature and scope of the test. A limited understanding of cffDNA screening may contribute to the shock experienced by couples who have received normal results only to be told of concerns on ultrasound later in pregnancy.

For couples who elect postnatal testing, the difficult conversation must be had regarding the limitations that may be encountered if stillbirth occurs or if DNA is of insufficient quantity or quality for testing. Long-term storage of a sample (DNA banking) and autopsy are frequently reviewed as options for couples with an LLFC when the preference is for postnatal testing. For more information about DNA banking, see the supplementary information.

184Counseling and Predicting Survival with and without a Genetic Diagnosis

Patients told of a potential or known LLFC must process the information and then face several complex, emotionally demanding decisions. Through education and psychosocial support, the genetic counselor promotes “client-centered, informed, noncoercive, and value-based decision-making.”8 This requires expertise in providing relevant information, effectively communicating risk, and recognizing factors that may influence the decision-making process, such as knowledge of the condition, financial constraints, and patient and family values.9

A known diagnosis can be advantageous; however, counseling surrounding pregnancy outcome, regardless of a known or suspected LLFC, must always include an acknowledgement of uncertainty. There are limits to medical knowledge, and, while predictions are made based on the available literature and the clinical presentation, it is essential to explore the possible range of outcomes and their likelihoods. According to Redlinger-Grosse et al., “often the likelihood of survival or the child’s prognosis cannot be predicted, so parents are faced with the task of adjusting to a largely uncertain future” and benefit from an honest acknowledgement of this ambiguity.21 A study by Barr and Cohen focused specifically on parental experience following a prenatal diagnosis of HPE, a condition commonly referred to as “fatal,” found that parents wanted healthcare professionals to admit that there is uncertainty surrounding the prognosis of HPE.25 The study also described informational and emotional needs of the parents from health professionals following the decision to continue the pregnancy.25 Such needs are addressed by a genetic counselor, who can validate the fears and frustrations and provide psychosocial support for the concerns associated with uncertain outcomes. Occasionally, guidance can be provided based on available data on genotype–phenotype correlation, referring to the association of a specific genetic mutation with a particular clinical manifestation.

Options regarding pregnancy management, including termination or continuation with palliative care, should be presented to each patient in an unbiased way, with support for the patient’s decision clearly expressed. If termination is chosen, the genetic counselor can provide details regarding state laws, reliable providers, testing on products of conception, and often is able to take the lead in facilitating the referral. Psychosocial support can also be given, exploring the option of memory-making leading up to or following a termination procedure and providing the patient with support resources. If the decision is to continue the pregnancy, the genetic counselor can facilitate a consultation with the PPC team and provide anticipatory guidance regarding the multidisciplinary care the patient will receive. In this capacity, the genetic counselor can familiarize the patient and the PPC team with one another, promoting the continuity and coordination that is appreciated by patients already facing stress and uncertainty.26 Throughout this process, the genetic counselor conveys understanding and acceptance of the decisions of the patient and reassurance that the parents have the ability to make the most appropriate choices for themselves.9

185Addressing Psychosocial Needs

News regarding an adverse prenatal diagnosis is often met with anger, grief,27 and shock28 by parents. Disclosing such potentially devastating news and exploring the next steps requires a balance between providing information both directly and empathically. Achieving this balance is one of the most important roles of a genetic counselor. This challenging task requires a thorough understanding of the principles and practice of psychosocial assessment and intervention. A working alliance based on mutual respect and the sense that the patient is being understood and valued must form between the patient and genetic counselor to ensure that the psychosocial needs of the patient are being addressed.9

Regardless of how and when the diagnosis is made, attention must be paid to introducing the news in a straightforward manner with limited medical/genetic terminology and awareness of word choice “so that a balance between honesty and compassion is achieved.”9 The pace and depth of information at the time of initial disclosure and follow-up discussions are influenced by the patient’s reactions and requires frequent check-ins through open-ended questions and the use of silence, when appropriate.

Ensuring Patient Autonomy

While there is no prescribed process for psychosocial assessment, certain elements are central to the genetic counselor/patient interaction(s): patient autonomy, listening, and empathy.9 There is likely overlap between subspecialties involved with patient care when it comes to these skills, therefore this chapter will not go into great depth defining them. The genetic counselor affirms patients as their own moral agents through information, empathic attunement, and professional guidance in order to promote autonomy.9 Many healthcare providers encounter the patient question, “What should I do?” and perceive it as a request for their direction or personal decision. As a general rule, this should instead be seen as an opportunity to appreciate the patient’s dilemma, explore the issues further, and guide a conversation that allows the patient to reach the best decision, thereby encouraging an informed, autonomous choice.9 Listening to patients requires psychological and physical attending skills, which consist of recognizing patients’ feelings or intentions through verbal or nonverbal behaviors and using eye contact, open posture, and appropriate vocal tone and pace. By effectively listening to the patient’s narrative, rapport is built, and mutually agreed-upon goals are established. Lastly, using empathy, the genetic counselor attempts to enter the patient’s world and vicariously experience his or her feelings and communicates an understanding of his or her situation. The use of empathy serves many functions, from the most basic (building trust, allowing patients to feel understood or manage their feelings, encouraging them to talk) to the more complex (providing patients with greater self-understanding, permitting them to express certain opinions free of judgment) in the hopes of facilitating the patients’ goal setting and decision-making.9 Examples of empathic responses based on the case study featured in this chapter are provided in Box 11.3.

 





186BOX 11.3 EXAMPLES OF EMPATHIC STATEMENTS

Primary empathy



  Patient: I’m just in shock right now that there’s something wrong with the baby.

  Genetic Counselor: It’s upsetting to find out something so unexpected.

Advanced empathy



  Patient: I shouldn’t have gotten pregnant so soon after my miscarriage, then maybe none of this would have happened.

  Genetic Counselor: It seems like you feel like it’s your fault that the baby has this diagnosis.






 

CONCLUSION

This chapter’s case study illustrates the complexity of issues facing families when an abnormality is identified on a routine ultrasound, particularly following reassuring genetic screening. A limited understanding or lack of pre-test counseling regarding the benefits and limitations of screening add to the unexpected nature and distress of the news. Interactions with the patient following disclosure of an abnormality require a thorough understanding of and effective communication surrounding rapidly advancing genetic testing technology and the psychosocial challenges encountered by a family as they process the information and consider their next steps. As the technical capabilities in genetics and prenatal imaging continue to improve at a rapid pace, genetic counselors serve an important role, drawing upon their medical knowledge and psychosocial skills to equip patients with the information and support to make decisions and manage and adapt to the circumstances.

RESOURCES



  •  National Society of Genetic Counselors (http://www.aboutgeneticcounselors.com)

  •  Journal of Genetic Counseling (https://onlinelibrary.wiley.com/journal/15733599)

  •  Prenatal Diagnosis (Journal) (https://obgyn.onlinelibrary.wiley.com/journal/10970223)

  •  American Congress of Obstetricians and Gynecologists (www.acog.org)

  •  Society for Maternal Fetal Medicine (www.smfm.org)

  •  American College of Medical Genetics and Genomics (www.acmg.net)

  •  International Society of Prenatal Diagnosis (www.ispdhome.org)

  •  American Society of Human Genetics (www.ashg.org)

  •  National Coalition for Health Professional Education in Genetics (NCHPEG) Core Competencies in Genetics Essentials for All Health Care Professionals (https://www.jax.org/education-and-learning/clinical-and-continuing-education/ccep-non-cancer-resources/core-competencies-for-health-care-professionals)

  •  187GeneReviews (https://www.ncbi.nlm.nih.gov/
books/NBK1116)

  •  For more information on genetic testing:



    •  https://www.genome.gov/19516567/
faq-about-genetic-testing

    •  https://www.acog.org/Patients/FAQs/Prenatal-
Genetic-Screening-Tests

    •  https://www.acog.org/Patients/FAQs/Prenatal-
Genetic-Diagnostic-Tests

    •  https://ghr.nlm.nih.gov/primer/
mutationsanddisorders/mutationscausedisease
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“Compatible with Love”: Qualitative Analysis of Decision-Making Rationale of Parents who Continue a Pregnancy Affected by a Life-Limiting Fetal Condition



JESSE WOOL | CHARLOTTE WOOL


Background: Parents who are faced with a life-limiting fetal condition (LLFC) are compelled to make time-sensitive and difficult decisions about the future of the pregnancy.

Methods: A secondary data analysis was completed to explore the reasons parents gave to continue a pregnancy with a diagnosed LLFC. Inductive content analysis was conducted by two researchers using textual responses from 355 of 405 (87.5%) parents who responded to the question “What shaped your decision to continue the pregnancy?”

Results: Ten themes emerged from the data, with parents often voicing more than one reason for their decision. Parents reported a strong connection to and love for their unborn child. Parents took on a role as Protector and had a deep desire to make the most of the time they had both during pregnancy and after the birth. The decision to continue the pregnancy was influenced by personal values and, in fewer than half of the responses, by religious beliefs. A desire to allow nature to take its course was expressed and parents wanted to give their child a chance to live and be loved. Only a few parents expressed skepticism about the diagnosis.

Conclusions: Parents who receive a prenatal diagnosis of an LLFC may choose to continue the pregnancy for a variety of reasons. Overall, most parents chose pregnancy continuation either as a means of protecting and loving their baby or because termination was not congruent with their personal beliefs.

 





190CASE STUDY


“There is no good choice. Only different levels of pain and suffering.”

∼Mother upon learning of the news her unborn child has a life-limiting condition.



The Bensons are enjoying an uncomplicated pregnancy until a 19-week ultrasound study notes low levels of amniotic fluid and kidney abnormalities. Potter Sequence is confirmed, and the obstetrician recommends termination. Mr. Benson is worried about his wife because Mrs. Benson is grief-stricken and torn about the decisions she must make. Termination feels like a heavy responsibility because she feels she would be accountable for ending the life of her baby. However, she is also worried about Alex’s quality of life after the birth. Will Alex feel pain or suffer? The Bensons gather more information on the Internet and come across a site that promotes pregnancy continuation as an option, and they begin to consider this alternative.

The Bensons meet with specialists and discuss postnatal options including intensive care and or palliative therapies. The Bensons are relieved to hear that any potential pain Alex may have can be managed. They learn they can work with clinicians to create a birth plan tailored to their wishes for and after delivery. Mrs. Benson is interested in this option and states “I love Alex so much! Let’s make the most of the time we have together.”

Case Questions



  1.  What are the underlying factors parents must consider when faced with a life-limiting fetal condition?




  2.  Why do some parents opt to continue a pregnancy knowing their child’s life will be brief?




  3.  Do an Internet search on “perinatal palliative care.” What can you incorporate into your clinical practice based on what you have found?










 

 





OBJECTIVES

This chapter addresses the following objectives:



  •  Explore the themes of decision-making in the context of an LLFC

  •  Examine the decision-making rationale of parents who opt to continue a pregnancy affected by an LLFC

  •  Delineate clinical implications for providers wishing to use palliative care principles to support families who face a life-limiting fetal or neonatal condition






 

INTRODUCTION

Parents have a unique and special bond with their children, born and unborn. These bonds form the basis of a relationship different from any other on Earth. The love parents 191have for their children encompasses a host of feelings that influence the way in which behaviors unfold and decisions are made. Parent–child attachments often begin early in pregnancy and, therefore, if a wanted pregnancy or infant well-being is threatened, feelings of intense worry, anxiety, and emotional suffering follow. It is within this context that parents must make decisions about the future of the pregnancy and their infant when an LLFC is diagnosed. These decisions involve multiple options at several points in time. Healthcare providers (HCPs) are ideally suited to help parents in the decision-making process and to provide information, compassion, and support to them during the pregnancy and postnatal period.

BACKGROUND AND SIGNIFICANCE OF THE TOPIC

Any real or anticipated loss of a fetus or infant can be emotionally devastating, regardless of where in the pregnancy or postnatal trajectory a life-limiting diagnosis is made. A life-limiting diagnosis is a confirmed fetal or neonatal condition or illness where it is expected that death will be a direct consequence of the condition. It is well known that parents who are given a life-limiting prenatal diagnosis are often shocked, grief-stricken, anxious, and sometimes traumatized. Thus begins a most heartwrenching journey that typically ends in the death of their child before birth or shortly thereafter.

For several decades, parents expecting an infant with a serious life-limiting condition were given two choices; pregnancy termination or admission into a neonatal intensive care unit (NICU). Continuation of pregnancy coupled with palliative care support has emerged as a third option and is endorsed by medical and nursing organizations.1,2 Perinatal palliative care (PPC) is built on the work of scientists and clinicians in neonatal and pediatric palliative care and is recognized as a holistic, supportive approach for families who opt to continue a pregnancy after an LLFC has been identified. As parental choices are made more available, the number of decisions parents make increases. Decisions for medically complex children may need to be made both during pregnancy and after birth, and options can range from comfort care to aggressive, experimental treatments.

DISCUSSION OF THE TOPIC

HCPs play an integral and important role in the lives of parents who learn that their child has an LLFC. Physicians are the first to inform parents of the condition, provide information about the diagnosis and its prognosis, and explain possible treatment options. These responsibilities, along with additional information from interdisciplinary HCPs, intersect with the parents’ emotional fragility, their value-sets, their ability to process complex medical information, and, ultimately, with their ability to make serious medical decisions for their child. Although some infants with life-limiting conditions die before birth, 40% to 50% are born alive,3,4 and some live for years with medically complex conditions. During this time, HCPs participate in shared decision-making with the parents and act as an important source of information and support.

192Once parents learn of an LLFC, they benefit from early and honest information that can guide their decisional process related to continuing or terminating the pregnancy. Parents report a preference for counselling about their infant’s anomaly as quickly as possible after the diagnosis is made and prefer additional resources, such as written, visual, and web-based information. Contact information for support groups is also appreciated.5 All of these informational avenues intersect with parents’ personal and cultural values as they endeavor to make decisions that are in their best interest and that of their child.

REGRET

An LLFC triggers feelings of intense stress that may lead parents to agonize about the decision to terminate or continue the pregnancy. A decision that is later viewed with regret can have negative psychological consequences. Research has shown that some women suffer from complicated grief after a termination of pregnancy for fetal anomalies,6 in addition to reporting anxiety, depression, distress, posttraumatic stress symptoms, doubt, and regret.7 Conversely, when parents opt to continue the pregnancy, they do so with the goal of having no regrets,8 and many are intentional about how they spend time during the pregnancy and birth to maximize opportunities to spend time with their baby. The overwhelming majority of women who continue their pregnancy voice no regrets.9

PURPOSE

Given the long-term psychological aftermath for women who experience a pregnancy affected by an LLFC, it is helpful for HCPs to understand the factors that women consider when deciding to continue their pregnancy. The specific aims of this chapter are: (a) to report themes of decision-making rationale of parents with pregnancy affected by an LLFC when asked, “What shaped your decision to continue the pregnancy?” and (b) to provide clinical implications for HCPs.

SPECIFIC AIM #1: DECISION-MAKING RATIONALE OF PARENTS WITH PREGNANCY AFFECTED BY AN LLFC

Methodology

This chapter reports the results of a secondary data analysis10 of qualitative data using analytic expansion, which is a process of using a researcher’s original database to answer a new research question. The original research was conducted in 2015, with data captured via an online survey called “The Voice of Parents.” The data set includes the responses of 405 parents who learned of an LLFC and opted to continue their pregnancy. Data from 355 parents (87.5%) who responded to an open-ended statement asking, “What shaped your decision to continue the pregnancy?” were analyzed. Inductive content analysis11 was 193used to examine the participants’ responses. In this method two researchers closely read the written text of each participant but did so separately. Each researcher independently identified data that were related, and then grouped like data into themes. Following this step, the two researchers met to review the thematic development to ensure consistency of data interpretation and to confirm the themes.

Results

Parents who opted to continue their pregnancy after learning of an LLFC have a variety of reasons and justifications for their choice (identified as decision-making rationale). Ten themes emerged from the data, with many respondents referencing multiple factors that influenced their decision. Strikingly, the vast majority (98.5%) of parents who opted to continue their pregnancy did so to pursue specific goals, whereas 0.14% of parents chose to continue the pregnancy based on a skepticism about the prognostic information they were given.

Themes in Decision-Making

Relationship to Child

Parents expressed a belief that they had a relationship with their child, as yet unborn. It was common for parents to refer to their child as a daughter, son, or a sibling to an older child. Parents felt that an attachment to their unborn child had formed and indicated the child was already part of the family. Parents named their child and referred to them by name in their responses. This was reflected in their language. As one parent said, “She was our daughter.” This concise statement reflects responses from 135 (38%) parents who felt it was a natural and rational justification to continue the pregnancy.

Love

Parents confirmed the love they had for their child and often coupled this theme with other reasons for continuing the pregnancy. One parent stated “[She] may not have been entirely compatible with life, she was completely compatible with love.” Another wrote “I love my little girl as much as I love our other living children. She is no different … She was and is so loved and was so wanted and so loved.” Another stated “I wanted to show this child as much love as we possibly could for as long as we possibly could.” Unconditional love was repeatedly mentioned: “Primarily is that I loved him before the diagnosis and that didn’t change because of the diagnosis.”

Parental Role: Protector

Parents acknowledged and assumed the role of Protector for their child. One parent stated, “I also felt a responsibility to my son, since there was no medical treatment available continuing the pregnancy seemed like the one thing I could do to help protect him.” This idea of protection in the perinatal period for children who will die prematurely 194demonstrates that some parents view pregnancy continuation as an avenue to prevent an even more premature death for their child. Some parents who were carrying twins opted to continue the pregnancy to minimize risk and protect a healthy twin.

Hope; Miracles

Parents hoped for many things, ranging from a miracle to a treatment becoming available by the time their child was born. The hopes called out by parents centered on survival of the child. The idea that “Anything can change” speaks to a common hope some parents had, where the time between diagnosis and delivery allowed for the possibility of a change that could result in the survival of the child. Not all parents who expressed hope focused on a change in diagnosis. Some shared the sentiment of one parent who said, “I hoped she would beat the odds and live.”

Time

Time to cherish, care for, and hold their child was important to parents. Every minute parents had to pour out their love for their baby was valued. As one parent reflected:


We really just wanted to meet her and enjoy any time we could with our daughter. As tragic as it seems, it was also one of the most beautiful experiences I have ever had and maybe ever will have … just holding her and watching her peacefully pass into the next world. We wouldn’t do anything differently.



Whether families had minutes, hours, or days, they reflected on the time they had with their child with deep fondness. Some parents used the time they had to say goodbye and gain closure and validation for their decisions. Some families knew they were unlikely to meet their child alive, and so they focused on cherishing the time they had throughout the pregnancy. As one parent said, “We understood that in utero would likely be his only ‘life’ so we did our best to make it great.” Families appreciated the opportunity to use the time they had to make memories.

Spirituality; Religion

Fewer than half of the participants (47%) cited their religion or faith as a factor that dictated their decision to continue the pregnancy. Religion was infrequently cited as the only motivating factor to pursue pregnancy continuation. One parent stated, “Didn’t want regrets, love, belief in God” while another said, “I felt that God should dictate how long her life should be.”

Life and Death Is Not My Decision

Parents stated they did not want to be responsible for choosing the timing of their child’s death. Parents reported a belief that to voluntarily terminate the pregnancy was akin to ending a life and were either unwilling to move forward with termination or felt incapable of doing so. Some parents explicitly stated that it was up to nature, God, or the baby to decide on the timing of the birth. One parent shared,


195I couldn’t terminate a baby that my other kids were already excited about … I couldn’t lie and say the “baby died.” And, to be honest, even though I’m not religious, I couldn’t make the choice to take actions that caused his death.



Chance to Live; Not Give Up

A valued notion for parents was an affirmative opportunity to give their child a chance at life. Parent’s often recognized that their child may not survive birth or would survive only briefly once born. Regardless of the grim prognosis, it was important for some parents to give their child the chance to live, even if they knew it would be incredibly brief. One parent stated, “Desired to have my baby live as long as she was able to, and experience her life however short it was.”

Conversely, some parents expressed a similar notion, but from a different lens; such parents rejected the notion of giving up on their child. One parent specifically said, “[I] didn’t want to give up on her.” Although this framing was not as common, it offers a different conceptual path whereby parents reached similar conclusions.

Skepticism

Only six parents made their decision to continue their pregnancy based on possibility of a misdiagnosis or disbelief. These parents were concerned about a possible medical mistake in diagnosis and therefore rejected termination. As one parent said, “I couldn’t go through an abortion with the thought the doc could have been wrong and I ended the pregnancy.” Evidence that medical uncertainty plays a part in continuing a pregnancy with a life-limiting diagnosis is surprisingly sparse in this data set, suggesting that most parents do not count this as a primary factor in their decision to continue the pregnancy.

Regret

Parents noted that the decisions surrounding termination or continuation of the pregnancy could result in regret. Several participants opted to continue the pregnancy to avoid “what ifs” and regret. One respondent stated, “While I did consider interrupting the pregnancy I feared it would be a decision I would later regret.”

DISCUSSION

Our data show that parents report many different reasons for continuing a pregnancy affected by an LLFC, and a confluence of factors often drives their decision. Most evident is the strong and powerful bonds of love and attachment parents expressed toward their child. For many participants, planning for their unborn child was akin to making medical decisions for older born siblings. This suggests that enculturation into a family unit can and does start prior to birth. As other researchers have noted, a strong sense of connectedness is common as parents named their child12 and referred to the baby as a son or daughter. Love was a motivating factor to pursue pregnancy continuation and demonstrates that continuation is considered a loving choice by participants. Parents 196accepted the responsibility to make decisions for their child and gravitated toward a role of Protector. They voiced a desire to protect their child from premature death and a potentially erroneous diagnosis. The theme of being a child’s protector is consistent with evidence in the pediatric literature13 and caregiving theory.14 This role offers parents an avenue to provide something potentially beneficial to their child.

At the beginning of a desired pregnancy, parents begin to dream and hope for the future. After receiving a diagnosis with an LLFC, these hopes are guarded,15 then shattered. Through the process of recasting hope16 and regoaling,17 parents’ hopes and subsequent goals evolve or are recreated to fit into the new circumstances, demonstrating the dynamic nature of hope. The majority of participants in our research modified their hopes and made choices for themselves and their unborn child for a purpose, with specific goals in mind. In other words, parents were actively engaged in planning a future. This finding corresponds with work by Janvier and colleagues18 in which parents reported hopes to meet their child, spend time as a family, bring the baby home, and give their child a good life. Parental hopes and wishes can be explored by clinicians both in and out of formal palliative care programs. In the United States, PPC programs strive to carefully assess parental wishes and tailor interventions to ensure those wishes are met.19 Unrealistic hope and a wish for a miracle were not given frequently as reasons to continue pregnancy. This may be linked to advances in prenatal testing and technology, which is increasingly providing more specific and confirmative information to parents.20

Time spent with the child was clearly a high priority for parents and a deeply valued goal. Time was an opportunity to cherish, hold, and be with their child, and any time was better than none. Recent data show that at least half of the children with trisomy 13 or 18 survive birth,4 which is important information to share with families who are weighing their options. The opportunity for bonding and expressing love offers substantial emotional benefit to parents who looked forward to meeting their little one and maximizing each moment to celebrate their child’s life. Parents anticipated and prepared to say their goodbyes and each moment to hold and nurture the baby was treasured.

Fewer than half the participants expressed that religious beliefs influenced their decision, but for many of those who did, their convictions guided them to choose pregnancy continuation. These results align with previous evidence that religious beliefs can influence parental decision-making.21 Parents acknowledged “God” or “Mother Nature” was responsible to “dictate how long [her] life would be” or wanted to let the baby decide the day of birth. Many parents had a fundamental belief that they were not meant to be the arbiter of their child’s death, nor was it their role as a parent or human to “choose the day of death” or “end a life” by terminating the pregnancy. Such beliefs may minimize psychological distress. Cope and associates22 noted that individuals involved with organized religious activity experienced a reduction in grief, posttraumatic stress, and depression after continuing a pregnancy compared with their peers who terminate. Researchers have noted that an internal stigma about termination is associated with increased grief symptomatology and trauma.23 In our findings, active involvement in the death of a child 197was perceived quite differently than the passive involvement of allowing a child to die based on Nature’s timing.

The decision-making pathways, in the theme “a chance to live; not give up” are dichotomous and represent an offensive or defensive approach. Some parents desired for their child to experience life, even if for only a short time. Parents wanted to give their child an opportunity to live, to be held, cherished, and loved. Conversely, some parents viewed pregnancy termination as actively giving up on their child, which was incompatible with their personal values or goals. This perspective seeks not to offer the child an opportunity; rather, it stops an action that demonstrates defeat. These ideas of offering the child opportunity to live or refusing to give up are cited and supported in other research21 and are both unique and powerful factors in decision-making.

Only a few participants (1%) cited prognostic skepticism as a reason to continue the pregnancy. This suggests that parents who continue their pregnancy are not greatly influenced by their skepticism of prognostic information in relation to other possible factors. It is important to note that having skepticism does not mean parents do not care about prognostic certainty. Bratt and colleagues24 noted that parents ask pointed questions regarding prognostic certainty as a part of their decision-making process, and other research indicates that counseling parents about the anomaly following the diagnosis is welcomed by parents and is associated with decreased anxiety.5

Regret was a theme mentioned by only a few parents who were concerned about future feelings that pregnancy termination might trigger. Decision regret is a negative emotion that involves feelings of remorse following a decision. Parents in our study wished to avoid the possibility of remorse or distress related to their decision.

Limitations

Limitations in this study are present in both the sample strategy and method. The sample for this study is a convenience sample of parents who chose to fill out the survey after pregnancy continuation. Furthermore, only respondents who chose to answer the optional open-ended question in the survey had responses analyzed, making the findings vulnerable to selection bias. Given the study design, our results are not generalizable; however, the large number of respondents and rich data set provide insights that are valuable to HCPs who work with parents who need to make decisions regarding pregnancy continuation. Data were coded, grouped, and categorized by two independent researchers using content analysis. After coding was completed, both researchers discussed their coding and reconciled divergent themes or varying codes, although disagreement was rare. Reconciliation took place at the grouping or categorization level of analysis, where a specific code could be interpreted as fitting into different groups or categories. In this scenario, the researchers would discuss what the data presented, bracketing other data in the data set that may seem similar.11 Consensus of what group or theme was most appropriate, based on the data, was reached after brief discussion.

198SPECIFIC AIM #2: CLINICAL IMPLICATIONS

Clinical Implications

Clinical implications for PPC begin as early as diagnosis and continue throughout the pregnancy and after delivery (Box 12.1). Understanding that parents make different decisions based on personal beliefs and values, often based on a deep love for their child, is a critical component of discussions about the LLFC and future management of care. Parents report higher satisfaction with care when consistent care is provided, when they are given support to cope with their emotions, and when HCPs offer a compassionate approach.25 Parents also desire to have their fetus acknowledged as a baby and a part of the family26 and treated with respect and dignity.

For providers delivering a new fetal diagnosis, a way to decrease parental anxiety and stress is to offer counseling related to the diagnosis as soon as it is possible, within a day or two. Follow-up information, such as verbal, written, and web resources are helpful to parents.5 Eliciting parental values enhances shared decision-making and empowers the parents to create a plan of care for the birth and postnatal period.27 Including information about the range of possible infant outcomes and the risks and benefits can help build trust between parents and HCPs.

Referring parents to support groups is an evidence-based strategy that parents appreciate.5 Inclusion of the interdisciplinary team for specific parental and fetal or neonatal needs can benefit parents. Many palliative care programs provide families with a meeting 199time wherein the appropriate members of the interdisciplinary team are present and can provide information in a consistent and seamless manner. All conversations with parents should be carefully documented in the clinical record so the information is available at future appointments with interdisciplinary team members. In other words, everyone on the team should be communicating similar information to the parents in a patient, compassionate manner. During follow-up appointments, HCPs should access the clinical record for parental knowledge about the diagnosis and management strategies to avoid providing the parents with unwanted repetitive information.

 





BOX 12.1 CLINICAL IMPLICATIONS FOR PERINATAL PALLIATIVE CARE



  •  When a diagnosis of an LLFC is confirmed, meet with parents as quickly as possible, within a day or two.

  •  Assess and respect parental values and wishes.

  •  Assess parental understanding and knowledge about the LLFC.

  •  At close of each meeting, support parental understanding by asking the following:



    1.  What is your understanding of what we spoke of today?

    2.  Do you have any questions for me that I can help you with?

  •  Provide contact information and welcome parents to contact you with additional questions.

  •  Refer to system-wide services whenever feasible.

  •  Work collaboratively with members from the interdisciplinary team and document all patient encounters into the clinical record.

  •  Provide written resources, visual and web-based information, and support group contacts.

LLFC, life-limiting fetal condition.






 

CONCLUSION

Parents who chose to continue their pregnancy after receiving an LLFC cited a variety of reasons, and rarely in isolation. There is no question that these parents, like all parents, love their children, even if unborn. For our participants, pregnancy continuation was a way in which they could show love to their child. Pregnancy continuation offered other perceived benefits to the family, such as being able to spend time with the child in which they could hold and cherish them. Although personal beliefs influenced parents’ decisions, the way in which they were influenced varied. Some parents believed it was not within their capability to hasten or cause the death of their child, while others cited religious faith and beliefs and/or the value of time with their baby as rationale for continuing their pregnancy.

Many parents expressed a sense of relationship with their child that influenced their decision to continue the pregnancy. There is a clear perception of many parents that termination would be giving up on their child, and that continuing the pregnancy would be giving their child a chance to live, often with the clear understanding that the child’s life may be as brief as minutes. The data suggest that very few parents opted to continue their pregnancy out of disbelief, skepticism, or anticipated regret. Parents decided to continue for the good of their family and child, verbalizing their love, hopes, goals, and relationship as reasons for making their decision.
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Perinatal Regoaling in the Face of Serious Illness: Hopeful Thinking, Good-Parent Beliefs, and Uncertainty



DOUGLAS L. HILL | JACKELYN Y. BOYDEN | CHRIS FEUDTNER | DAVID A. MUNSON


In this chapter, we review aspects of regoaling in the perinatal context, present a revised model of parental regoaling, review the implications of this model in three hypothetical cases, and discuss the clinical implications of this model for clinicians caring for babies and parents in this setting.

INTRODUCTION

Parents typically begin a pregnancy with detailed hopes and goals for the unborn child. Although not every pregnancy is wanted, in this chapter we will focus on pregnancies that are wanted or welcomed, even if they are unexpected. Most parents hope they will have a healthy baby who will grow up to be a happy child and lead a fulfilling life. These expectant parents often have many ideas for how they will raise and care for this child, what it means to be a “good parent,” how this child will fit into their family, and what kind of life the child might lead.

A perinatal diagnosis of potential serious health problems, such as cardiac abnormalities, neurological abnormalities, or genetic disorders, forces parents to reevaluate, revise, or abandon these hopes and goals.1 Parents must consider that the child may be physically or cognitively disabled, have a chronic, life-limiting condition with significant care needs, or die before or soon after birth.2 Parents and clinicians must deal with high levels of uncertainty about what might happen.3 Even if the child’s diagnosis is not life-threatening, parents may mourn the loss of the healthy child they were expecting.4

How do parents make the transition from goals they made for a healthy baby to a new set of goals needed for a baby with a serious illness? Should they continue their pregnancy? Should they have prenatal fetal–maternal surgery or other fetal intervention? Should they choose to keep their baby alive after birth, dependent upon life supportive 202technology, or choose comfort care only? These decisions often occupy medically and ethically gray areas with no clear “right” choice.5 In the absence of clear medical or ethical guidelines, parents and healthcare professionals have to make decisions based on values and goals of the parents. Parental goals, however, often change as they process the bad news and learn more about the unexpected situation they find themselves in. Parents may have to figure out what it means to be a “good parent” when making decisions about an unborn or newly born baby with significant health challenges.6 Perinatal palliative care and neonatology clinicians can play an important role in helping parents explore their goals and values and in supporting parents as they navigate an often difficult path from one set of goals to a new set of goals appropriate to the current situation.

 





CASE STUDY 13.1 WHEN PARENT GOALS CHANGE

Joan and Bill were expecting their first baby. Heading into their 20-week ultrasound scan, they were excited to find out if they had a boy or girl and to have an ultrasound image they could show their friends and family. As the initially chatty technician proceeded with the ultrasound, she became very quiet. She did not say anything about whether the baby was a boy or girl, but just said the doctor would tell them more. Joan knew something was wrong. The obstetrician told them that the ultrasound showed evidence of severe brain and heart malformations and that Joan and Bill should follow up with a maternal–fetal medicine specialist.

At first, Joan and Bill hoped the obstetrician had made a mistake or that the specialists would tell them things were not as bad as they initially seemed. But each subsequent appointment confirmed the couple’s worst fear that their daughter’s problems were too severe to be corrected with surgery, and while their daughter might survive to birth, she probably would not live long afterward. Bill became angry when the doctor said there was nothing they could do, but they could end the pregnancy and try again to have another baby. “They didn’t care at all!” he said, “She is just a diagnosis to them, not our baby!”

In their initial meeting with the perinatal palliative care (PPC) team, Joan and Bill made it clear that they would not consider terminating the pregnancy and they wanted to “do everything.” They angrily stated that they were not going to just let their baby die, even if that is what the doctors wanted to do.

Case Questions



  1.  How could you, as a clinician, best support this family in this situation?




  2.  What could you say or do to help de-escalate the situation?




  3.  What specific goals have these parents expressed so far?




  4.  How compatible are these goals with the model of palliative care?




  5.  How did these parents’ goals change over time?




  6.  What core hopes and values did these parents express?




  7.  How did clinicians support the parents’ transition from one set of goals to another?




  8.  What additional strategies might you have used?





After additional discussion, when asked what else they were hoping for, Joan and Bill said they understood their daughter probably would not live long but that they wanted to at least give her a chance. They wanted to meet her and spend some time with her, but they also didn’t want her to suffer any more then she needed to. When the palliative care specialist assured them that they could choose life-sustaining treatment but then withdraw it later at any time if the situation changed, Joan and Bill agreed that was what they wanted to do. While they were still very sad about their baby’s condition, they were grateful for the support they were receiving from the palliative care team and their family.

When their daughter was born at 30 weeks, they named her Lucy. She was taken to the NICU and placed on a ventilator. After 3 days and one resuscitation, it became clear to Joan, Bill, and the neonatology team that Lucy was declining and that the technology was the only thing keeping her alive. More importantly, Lucy’s parents were concerned about their baby’s quality of life and that Lucy was suffering unnecessarily. When the medical team asked Joan and Bill if they wanted to withdraw life-sustaining technology, Joan and Bill struggled with this decision. “How can we as parents decide what the right thing to do is?” asked Joan. “Are we being selfish if we decide to keep her with us longer?”

A palliative care specialist shared stories with Joan and Bill about what other loving parents had done in their situation. Some had continued with life-sustaining technology as long as possible. Others had decided to focus on the child’s comfort even if that resulted in a shorter lifespan. Joan and Bill agreed to withdraw the life-sustaining technology. After Lucy’s grandparents, uncles, aunts, and cousins gathered to say goodbye to her, Lucy died peacefully in her mother’s arms on Day 5 of life.






 

203MODEL OF PARENT REGOALING

Research studies have shown that when parents deal with the possibility that their child will die in the near future, parental hopes and goals change over time.7,8 Parents typically begin with the goals of curing their child and letting him or her live a normal happy life. As the child gets sicker, parental goals may shift to more short-term goals like getting through a specific procedure, or more limited goals like maintaining the child’s current health status or getting back to a previous baseline level of health. If the child continues to decline and curative treatments have failed, some parents make a transition from trying to cure their child to accepting that the child is dying, and doing their best to keep their child comfortable in whatever time remains.9 Parents learning about a serious illness before or immediately after their child’s birth may go through a similar change in goals.

We have previously presented a model of regoaling for parents of children with life-threatening illness.10 We suggest that parents must first question their initial curative goals and eventually disengage from them before re-engaging in new goals.11,12 In our model, parents are more likely to disengage from initial goals if they experience negative affect,12–16 if they are certain that the initial goal is unattainable, if persistence in attempting to achieve the initial goal will have negative consequences,11 and if there are feasible alternatives to the initial goal.17,18 Accepting that a highly valued goal is no longer attainable is difficult, but contemplating the death of a child is uniquely painful. Parents often go through a period of deep despair as they struggle with this new reality.

For some parents, a key part in getting through this overwhelming despair is finding new goals to pursue that are appropriate to the situation. Positive affect and hopeful patterns of thinking may play important roles in helping parents generate these new goals. Positive affect may increase the accessibility of memories of other positive experiences19 and facilitate the ability to think creatively and flexibly.20,21 Individuals with high levels of hope tend to generate a wider variety of goals overall, are better at working to achieve their goals, are more likely to think of new ways of achieving a blocked goal, and are more likely to substitute another goal for a blocked goal.22–25 Parents of seriously ill children often experience high levels of both positive and negative affect, as well as hopeful thinking, which greatly influences parental medical decision making.26 Our model suggests that parents who experience a balance of both positive and negative affect and are able to engage in hopeful thinking may be better able to cope with their child’s situation and transition from one set of goals to another.

204In this scenario, Joan and Bill’s initial overarching goal and expectation was to have a healthy baby. Over time, they went through different stages of regoaling. First, they experienced the initial shock when they learned that something was wrong with their baby, followed by anger when clinicians said there was nothing that could be done to help their baby. Their initial reaction was to defend their daughter and make sure she got a chance. After meeting with a perinatal palliative care specialist, who helped them articulate their goals, they developed a new set of goals that their healthcare team could help support. These new goals included helping their daughter survive to birth and using life-sustaining technology and treatments to give her a chance, but to withdraw these treatments if they seemed to be increasing their daughter’s suffering with no hope of recovery.

Good-Parent Beliefs

Another factor that may influence parent goals and regoaling in the perinatal context is beliefs about what a good parent should do in a particular situation.27–29 For parents, the role of “parent” includes a set of responsibilities and duties such as meeting basic needs, providing safety, keeping the child healthy and free from harm, and assisting with development.30 Mothers especially often feel judged by others for their decisions and behaviors, even before the child is born.31 Many parents experience guilt about doing 205something that they worry could have caused their baby’s health problems. Parents of children with life-threatening illness report the importance of being recognized by others for how hard they are working to be good parents.32

Parents of seriously ill children prioritize aspects of being a good parent, such as “making sure my child feels loved,” “focusing on my child’s health,” “making informed medical care decisions,” “advocating for my child with medical staff,” and “staying at my child’s side.”29 Good-parent beliefs can be seen as a lens or schema through which hopes for the child are viewed and evaluated33,34 or as a set of duties that a good parent must fulfill.35 In our revised model (Figure 13.1), parents may see certain goals as more or less acceptable based on their ideas of what being a good parent means in a given situation. A parent who thinks the most important thing for a good parent to do is to advocate for her child may see choosing comfort care as giving up and, therefore, unacceptable. A parent who thinks a good parent focuses more on making sure her child feels loved may be more receptive to comfort care, as long as she is able to spend some time holding her child. Some parents report learning new ways to be a good parent, focusing less on finding a cure for their child and more on being there with their child and making sure their child feels loved.9 Figuring out how to be a good parent after learning about a serious prenatal or perinatal diagnosis may help parents develop and prioritize new hopes and goals for their child.



[image: ]

FIGURE 13.1  A model of parental regoaling and good-parent beliefs.





206In this case, Joan and Bill broadened their good-parent beliefs to include the belief that a good parent has to know when to stop interventions when a child is suffering too much.

 





CASE STUDY 13.2 WHEN PARENTS AND CLINICIANS HAVE DIFFERENT GOALS

Linda and Bob were 14 weeks pregnant when a chorionic villus sampling test showed that their baby had trisomy 13. Their obstetrician said he was sorry for their loss and he would schedule a termination as soon as possible. Linda and Bob were taken aback and asked if there were any other options. The obstetrician assured them that even if their baby survived, the child would be severely disabled, have no quality of life, and it would be an overwhelming burden for Linda and Bob. Linda disagreed, saying her brother had been severely disabled and that he had a good life in spite of his disabilities. They were disappointed when the obstetrician seemed to make it clear that he was not willing to help them carry the baby to term.

Case Study Questions



  1.  How did this obstetrician’s goals and values appear to differ from those of the parents?




  2.  How could he have handled this situation in a more supportive way?




  3.  What questions could you, as a clinician, ask these parents to learn more about their hopes and goals?




  4.  What information could you provide that will help these parents to prepare for what they may face in the future without either overemphasizing or minimizing the challenges they and their child may face in the future?




  5.  What might you do to help parents articulate their goals and make their decision in this situation?





Through an online support group for parents of children with trisomy 13, Linda and Bob found another obstetrician who was more supportive of parents in this situation. This 207obstetrician arranged for them to deliver at a special delivery unit at a pediatric hospital. Together, they discussed the potential risks and outcomes of continuing their pregnancy. After their son Roy was born, he spent 2 weeks in the NICU before going home. He lived for 8 years, joined later by a healthy younger sister.






 

In this case, Linda and Bob were upset that their son was diagnosed with trisomy 13. While they had hoped for a healthy baby, however, they also discussed what they would do if they faced this situation as parents and already had ideas on how they would raise a child with severe disabilities. Thus, they found it particularly upsetting when their obstetrician insisted that they terminate their pregnancy. They felt this doctor was dismissing both their son and Linda’s brother’s lives as worthless burdens. Once they found a team of clinicians that supported their goals, they were able to fulfill them.

Clinician Attitudes

Supporting parents in making serious medical decisions for their baby requires a careful balance of respecting parental autonomy (not pressuring them to make a specific choice) versus not expecting parents to make difficult decisions entirely on their own in an overwhelming situation in which most parents have little prior knowledge and experience to draw on.36 Clinicians have their own values, beliefs, and goals that may evolve during the course of clinical care of the patient, which in turn can affect parental regoaling.37,38 Clinicians may or may not offer different options and suggestions to parents based on their own beliefs about what is acceptable in this situation. Different clinicians may have different goals and may be focusing on different patients (e.g., an obstetrician may focus more on the mother’s health but a neonatologist may focus on the unborn child).39

While clinician knowledge and experience is vital in helping parents cope with their situation, clinicians should be aware of their potential biases which may influence how they support families.40 Clinicians often overestimate the likelihood that premature babies will have major problems (perhaps because they have more contact with those that do have medical problems).41,42 More specifically, clinicians may have an inaccurate 208belief that babies with certain conditions should not receive interventions or undergo surgery.5,43 Many physicians have a goal of preventing a life of disability and suffering for the unborn baby and assume that even if the baby survives, the baby will only experience suffering without meaningful quality of life.42,44 Clinicians may feel responsible for “creating NICU babies” by saving the lives of infants with a high chance of complex health issues and disabilities.45 Clinicians may want to protect parents from having to care for a child with severe disabilities or a life-threatening condition because they believe the negative impact on the parents and any siblings would be overwhelming.46 Some clinicians may feel that maternal fetal surgery that reduces the baby’s chances of having a severe disability is the best choice, even if the surgery increases the chance that the baby will die before birth.39

Although clinician beliefs may align with parent goals in many cases, in other cases clinicians may find themselves in conflict with the parents and feel unable to support them.47,48 Parents may feel pressured to give up on their child too quickly.49 Many parents feel judged for choosing some degree of intervention for an unborn baby with a life-limiting diagnosis, and some clinicians even refuse to continue caring for parents who make the “wrong” decision of continuing a pregnancy.50 In some cases, parents may feel betrayed later if they realize clinicians deliberately withheld reasonable treatment options that could have prolonged their child’s life.51 In such cases, parents may feel that their only option is to dig in and defend their child against clinicians who have already given up.

Some clinicians worry that parents who choose to continue a pregnancy or life-sustaining technology in this situation simply do not understand the situation and have unrealistic hopes for a miracle. Research, however, has found that most parents who choose to continue a pregnancy after a life-limiting prenatal diagnosis do, in fact, understand the situation and have realistic hopes of meeting the child, however briefly.50 In one study, only a few parents expressed hopes that their child was misdiagnosed or that a miracle would occur.50 “Miracles” may look different for each family. One family’s miracle might be a completely healthy child. Another family’s miracle may be that the child lives for a few months or years, is comfortable, and knows that he or she is loved. Some parents may be in actual denial, but direct confrontation is unlikely to persuade these parents and is more likely to escalate the conflict between clinicians and family members, with each side becoming more entrenched in their position.47,48 If clinicians are aware that most parents have realistic goals and expectations and that parent goals often change over time, clinicians may be able to avoid directly challenging parent hopes and instead give parents time to adjust their goals to the situation.

 





CASE STUDY 13.3 DEALING WITH UNCERTAIN AND COMPLEX SITUATIONS

Therese and Joe learned at 18 weeks’ gestation that their son had anencephaly. Their physician made it clear that their son was going to die before birth, or soon after birth, and 209attempts to keep their son alive would only prolong his suffering. After several long discussions with each other and the palliative care team, Therese and Joe decided on comfort measures only and to make the most of their brief time with their son, Sam. All he needed was feeding via a nasogastric tube.

But 2 weeks after their son was born, he was still alive. The neonatologist explained that Sam was an unusual case and was more stable than most infants with his type of brain malformation. Sam would still have many health problems and a severely shortened life expectancy, but he could live for months to years with some degree of medical support. The neonatologist recommended removal of the small encephalocele and closure of the wound, a surgery that could help Sam survive several more months, if not longer. The neonatologist was surprised when Therese and Joe seemed upset and resistant to the idea of the surgery.

Case Questions



  1.  Why might this unexpected outcome be stressful for both the parents and the clinical team?




  2.  What are some reasons these parents might be resistant to this intervention?




  3.  How might you, as the clinician, approach this situation?




  4.  What helped the parents in this situation transition from one set of goals to another?




  5.  How could you help parents make this kind of transition?




  6.  What are some challenges you might anticipate when a child is living longer than expected?





Careful discussion clarified that Therese and Joe were angry because they had been told that their child was definitely going to die and they felt they had been lied to. They were not sure they could believe anything else the doctors said. They also felt guilty for giving up on Sam too quickly. Therese and Joe had made no preparations to take Sam home and had returned or given away the few baby-related gifts they had received because they were painful reminders. They felt completely unprepared to care for any baby, let alone a child who would have severe disabilities and require complex medical care. They were also upset because they had been told that any attempt to prolong Sam’s life would just increase his suffering. They now felt trapped in a situation where they felt they would have to watch Sam suffer until he died.

After talking more with the palliative care team over several meetings, they started to appreciate how difficult it was to predict outcomes for babies with anencephaly. They also started to see Sam as a “fighter” who had beaten the odds against him so far. After meeting with other parents of children with brain malformations who had survived longer than expected, they started to develop new goals. While they still felt intimidated at the prospect of keeping up with their son’s medical needs, they started to see it as something they could do and that they could focus on together, making their son’s life as happy as possible. Sam survived the surgery. Some members of their church gathered donations of baby equipment and money to help them bring Sam home. Joe’s parents and Therese’s sister set up a regular schedule of times each week that they helped care for Sam. Sam lived for 3 years. After he died, Therese and Joe say they were glad they had Sam in their lives, even if caring for him had been extremely challenging. They were proud of how they had risen to the challenges involved with his care and were grateful for the help they received from their family and church. They felt that their lives and the lives of all of those involved in Sam’s care were more meaningful with Sam in it.






 

Uncertainty and Complexity in the Perinatal Context

Defining goals and transitioning from one set of goals to another in the context of perinatal illness can be especially complex because the situation is constantly changing. There are high levels of uncertainty and variability in outcomes for premature babies and babies with genetic disorders, and the potential outcomes change dramatically the longer the baby survives in utero.3 What may have been an unrealistic goal at 20 weeks may be realistic at 22 weeks. In addition, outcomes for these babies have changed dramatically over time with improvements in medical care and will likely continue to do so as new treatment options become available and knowledge increases.52–55 Even in cases of diagnoses considered incompatible with prolonged life, such as trisomy 13 and trisomy 18, one study found that 11% of the children lived longer than a year and 6% lived longer than 5 years.

An additional complication is that this is not a case of one individual’s change in goals over time. At a minimum, decisions involve the mother, the fetus or newborn, and usually multiple clinicians (i.e., an obstetrician, a maternal fetal specialist, a neonatologist) with their own beliefs as discussed previously. Oftentimes, there is also a spouse or partner who may have different goals (e.g., the mother may be focused on protecting the unborn baby while the partner may be focused on protecting the mother). There may be other children, extended family, close friends, and community members, all of whom have ideas about the best way to deal with the situation.56,57 Parents may have to deal with 210long-term consequences if they go against goals of others (e.g., lack of support from clinicians or grandparents who say the mother should not have continued the pregnancy).

Choices that may be acceptable for some parents, such as termination of pregnancy, may be ruled out by other parents for religious or cultural reasons.58 Some parents may be worried about being ostracized by their religious or cultural community for choosing to continue or not continue a pregnancy. Some parents may either already have children or be confident that they can have children in the future, whereas for older mothers or couples going through fertility treatments, this may be their last chance to have children of their own.36 Some parents may be dealing with ongoing complex situations, such as twins or triplets of whom some are healthy or more than one has serious health conditions.56 Some families may have limited financial resources and support for taking care of a disabled child with complex medical needs.36

In addition to the complex and changing medical information, parents may be learning more about different diagnoses and disabilities and how to care for a child with severe disability. Parents’ goals, expectations, and self-concept may be changing from “We could never do something like that” to “I wish we could be like those other families we met.” Clinicians may need to adopt flexible, individualized counseling approaches to meet the needs of parents.5,40,59 The purpose of such counseling should not be to persuade parents to choose the “right” goal, but to make sure that parents have the ability and time to consider all of the options and to change their goals if appropriate.

211CLINICAL IMPLICATIONS

Parents of children with life-threatening conditions in the perinatal setting face a situation that usually shatters their expectations and hopes. In this situation, parents may need time to disengage from their initial goals of having a healthy baby and transition to a new set of goals appropriate to their baby’s health condition.

Clinicians can support this regoaling process by making sure to empathetically support parents while also making sure parents understand the situation. Clinicians may need to repeat important information to make sure parents understand, but clinicians need to go beyond making the bad news clear by asking parents how the clinicians can be helpful and spend time with the parents as they adjust to the frightening, new situation. Clinicians must be gently honest about what the most likely negative outcomes are while acknowledging any uncertainty and the small chances of a different outcome. For example, clinicians can acknowledge if there is a small chance the child will survive longer and that parents of children with life-limiting conditions who do survive say it is a positive experience, even though it is hard.46

Clinicians should carefully explore the goals of the parents, discuss what options are available, and offer alternative ways of looking at their situation, while avoiding dichotomizing the options as “doing everything” versus doing nothing and letting the child die.36 In many cases, parents need time to get used to the initial shock and despair before they can start considering what their options are and think of new alternative goals that are appropriate to the situation and learning.

Clinicians may consider open-ended questions such as “What do you understand about the situation?,” “What concerns you the most?,” “What are your hopes for your child?,” and “What are your fears?.”40 Clinicians likely need to go beyond traditional medical 212prognoses to address broader questions parents may ask that have no easy answers: “Will she have a good life?,” “Will he be happy?,” and “Will our family be happy?” Clinicians can share stories about positive and negative outcomes with other babies. Clinicians should give families time to make decisions, promise to continue to support them regardless of their decision, and be honest if things are going badly.6

Parents may experience less guilt and despair if clinicians can reassure them that they are “good parents” and that there is nothing they could have done to prevent the baby’s situation.40 Perinatal clinicians and palliative care clinicians can also help parents think about what being a good parent means to them in this situation. Clinicians can explore what other loving parents have done in similar situations.29

Clinicians can continue to acknowledge the complexity and ambiguity of the situation that evolves over time, avoid ruling out interventions automatically,60 and carefully evaluate whether specific interventions may offer some benefit in a given situation.61,62 Clinicians should reassess parent goals periodically. Some parents who were initially resistant to some treatment options (e.g., palliative care or tracheostomies) may become more comfortable with them over time. Clinicians should avoid assuming that parents’ attitudes are fixed, even if the parents felt strongly about them in the beginning.

While clinicians must ensure that parents understand the situation, they should also not assume parents are in denial if they choose to continue their pregnancy or go forward with life-sustaining technology. Parents may have multiple hopes, some of which are more realistic or attainable than others. If parents say, “I hope the diagnosis is wrong and my child is fine,” instead of challenging this unlikely hope, the clinician can say, “I hope that happens also. But what else are you hoping for?.”63 It is important for clinicians to offer a sense of hope and compassion rather than just medical data and pessimism.64,65

In order to effectively support parents making difficult perinatal decisions, clinicians should also be aware of their own cognitive biases and emotions. Clinicians may have to consciously challenge certain assumptions they have (e.g., all premature babies end up with major health problems), carefully listen to what the parents’ goals are, and think about which goals are achievable.

CONCLUSION

A deeper understanding of parent goals and how parent goals may change over time can help clinicians support parents in difficult situations. Clinicians who recognize that some parents will change their goals over time may be able to support parents more effectively without feeling trapped in a situation of supporting unrealistic parent goals or a need to rapidly escalate efforts to change parent goals that often result in conflicts. Parents who are able to adjust to this challenging situation and work toward new goals may be more likely to feel that they did the right things for themselves, their families, and their child.
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Building and Sustaining Relationships During Pregnancy in Perinatal Palliative Care



AMY KUEBELBECK

Relationships may seem an afterthought—a nicety but not a necessity—when faced with the practicalities and urgencies of pregnancy, labor, delivery, neonatal care, and the physical health of a mother and of a baby who is diagnosed prenatally with a life-limiting condition. However, parents overwhelmingly report that their experiences of connection to their baby, to their caregivers, and to others are what they remember and treasure. This chapter explores five areas of relationship: with the baby, partner, healthcare team, siblings, and extended family and friends. Relationship turns out to be a core element of perinatal palliative care.

 





CASE STUDY

Like many parents who receive a prenatal diagnosis of a life-limiting condition, the couple in this case received the news—a diagnosis of trisomy 18—at the midpoint of pregnancy. They felt pressured to terminate the pregnancy by the healthcare clinicians who made the diagnosis and initially felt abandoned in their desire to continue. Their journey abounds with examples of relationship with their baby, each other, healthcare staff, the baby’s siblings, and extended family and friends.

I knew that my husband and I were together on this, and that whatever was ahead we had each other. I didn’t have the support of the medical people, but I had the support of my husband.

My family was 100% supportive of continuing the pregnancy. They “got it.” My mother and father in particular were an unwavering foundation of love and support.

I continued the pregnancy in my hometown with my regular obstetrician. He had never handled a case like this before, but he was extremely supportive. I got regular sonograms and lots of sono pictures. He would schedule me in the beginning or end of his day so I wasn’t around a lot of pregnant women. He monitored me very frequently at the end to maximize the chances for a live birth.

218I contacted a children’s grief and bereavement specialist from hospice and I asked her if she could help us. We started a relationship that continues today. She and hospice were the exact things I needed to carry this baby to term and plan for what was ahead. She had never had a case like ours before, but she embraced us and walked with us.

About 2 weeks after baby Grace was born, hospice started to talk to us again about taking her home. I was very scared because we had become so comfortable in the nursery. I knew we had to take her home, but I was terrified about having Grace die at home, especially with my older girls at home. A hospice worker counseled us and explained that we had included the girls in the whole story and that to leave them out of this part would be hard on them. They had been away from me for about a month, and it was time for us to be a family again. She and her gentle way, along with the nurses, calmed me down, and a week later we did bring Grace home with hospice support. Grace came home on her 1-month birthday. It was bittersweet to leave the nursery because we had become so close to the staff.

My most precious memories of Grace have to do with being her mom, doing the things for her that I did for my other two. Unwrapping her, bathing her, changing her, putting lotion on her, and holding on tight. She was a little baby who was loved.

Because we got so much time, we opened our home and hearts to many, many people as we shared our daughter, Grace. Sometimes I think I was selfish because I wanted many people to hold her. My rationale was that by holding her, Grace became real to them—and that all of these people would remember her with me when she was gone. She was really here, and she mattered. Grandparents, cousins, friends from work, neighbors, and friends of the family all came into our home and held her. The simple act of holding this precious, fragile child was a witness to her life. I took a picture of each and every person who held Grace. Those pictures are precious to me now.

We asked my older girls what they wanted us to do if Grace died at home during school hours. They told us to come and get them …

It was peaceful, calm, and very gentle. We got the girls from school and my family all came over, along with the hospice nurse. I finally had the end of the story. It was nothing that I could have planned. It was just right and it was not scary—it was beautiful. We were together in her death as we were for her birth.

We had a funeral 2 days after Grace died. There were hundreds of people at the service. Grace touched many lives in her short time here.1

Case Questions



  1.  What was the parents’ relationship with their baby like before and after birth?




  2.  How did relationships with healthcare staff impact this family’s experience?




  3.  What effect did extended family and friends have on this family’s experience?










 

 





219OBJECTIVES

This chapter addresses the following objectives:



  •  Describe how parents’ relationship with their baby may be affected and can be nurtured following a prenatal diagnosis of a life-limiting condition

  •  Explore how partners’ relationship with each other may be affected and can be strengthened

  •  Consider how parents’ relationships with healthcare staff may be affected and can be a focus of relationship-based care

  •  Discuss how parents’ relationships with the baby’s older siblings, as well as the siblings’ relationships with the baby, may be affected and can be highlighted

  •  Explain how parents’ relationships with extended family and friends may be affected and can be nurtured






 

INTRODUCTION

The idea of building and sustaining relationships in perinatal palliative care at first may seem quixotic: idealistic, unrealistic, impractical. After all, the time between diagnosis and the baby’s birth is relatively short. Depending on the baby’s condition and prognosis, healthcare specialists may interact with a family only briefly. And after birth, the baby himself or herself might only live for a few minutes, hours, or days, if at all. How can relationships be built or sustained during such an ephemeral time? It may seem that the practicalities and urgencies of pregnancy, labor, delivery, and the physical health of the mother and baby should take priority, while attention can be paid to relationships as an afterthought—a nicety, but not a necessity. It may seem that the least painful, most efficient path is for parents to seek “closure” and move on toward the goal of forming future relationships with another baby, one who is able to survive.

However, parents overwhelmingly report that their experiences of connection to this baby, to their caregivers, and to others is what they remember and treasure about this liminal time. Conversely, the memory of negative interactions, especially with caregivers, can taint their experience.

According to one study, navigating relationships is a core developmental task for parents during pregnancy with a life-limiting fetal diagnosis, a common thread running through the other tasks of comprehending the implications of the baby’s condition, revising goals of pregnancy, making the most of their time with the baby, preparing for birth and inevitable death, advocating for the baby with integrity, and adjusting to life in the absence of the baby.2

One study of mothers who had chosen perinatal hospice found that key themes emerged: motherhood, invalidation, validation to self, validation through caregiving, validation from others, and validation from health professionals.3 All of these themes 220can be understood in the context of relationship. As noted in the objectives, the purpose of this chapter is to explore relationship as a core element of perinatal palliative care. These five areas of relationship include the baby, the partner, the healthcare team, the baby’s siblings, and extended family and friends. As another paper concluded, “The journey through diagnosis, pregnancy, birth, and the time until death can be filled with relationships that provide both families and clinicians meaningful moments with these special babies that last a lifetime.”4(p39)

Just as relationship is a central concept in perinatal bereavement care,5 relationship is also a central element of perinatal palliative care. As an editorial in the Journal of Obstetric, Gynecologic & Neonatal Nursing concluded, “The provision of [perinatal palliative care] helps everyone involved to embrace life, even when it is destined to be heartwrenchingly brief.”6(p611)

RELATIONSHIP WITH THE BABY

Relationship with the baby can be framed in terms of theories of attachment, prenatal parenting, and caregiving. As expectant parents learn they are pregnant, share the news with others, and begin imagining a future with a new child, they are already forming a relationship with their developing baby. That relationship continues as parents walk into an examination room, watch the sonographer scrutinize the screen, or wait for a telephone call with the results of a genetic test. And after the diagnosis, as stunned parents process the devastating news and decide what to do next, they are acting in the context of their existing relationship with their baby—but suddenly it is a relationship that appears doomed, sooner or later, to a tragic impending end.

Parents may respond to this shocking shift in the relationship in a variety of ways. Some may become even more fiercely protective, while some may try not to get “too attached.” One mother stated, “Amaya was our baby, and an ultrasound that showed her anomalies did not change that.”1(p49)

One study found that a strong theme from parents was “My baby is a person.” This theme “describes parents’ unanimous and strong need to acknowledge the personhood of their baby, and his/her role within the family. They wanted people to legitimize the baby’s life and not to pretend the infant does not exist.”7(p1306)

The first and most intimate relationship in perinatal palliative care is between the pregnant mother and her baby. Researchers have found that women receiving perinatal palliative care place high value on this relationship.7 Mothers receiving perinatal palliative care overwhelmingly prefer that before birth their child be referred to as a baby rather than fetus, and that the word mother be used to refer to themselves,3 indicating that they view the relationship as one that already exists. In a study on prenatal parenting, which includes relationship building by “making emotional space” for the new baby, the authors concluded that, despite the diagnoses, the participants viewed themselves as parents and their babies as precious.8(p158) In another study, researchers provided this advice: “Recognizing women who continue pregnancies affected by lethal anomalies as mothers, who can have meaningful relationships with 221their babies despite their impending losses, may be the most affirming and supportive basis from which to approach their care.”3(p264)

In looking at relationship through a caregiving theory lens, researchers found four primary categories of caregiving that rose to the top of importance to mothers: nurturing, protecting, socializing, and final acts of caregiving.9 Those categories can encompass



  •  Nurturing the baby before and after birth, including the mother taking good physical care of herself during pregnancy, providing breast milk and breastfeeding if possible (or even symbolically touching a drop of breast milk to a baby’s lips), nurturing through rituals such as funerals, and nurturing over time, such as actions to honor the baby in the years after he or she has died.

  •  Protecting the baby before and after death, protecting the baby from physical pain and other discomfort, protecting the baby’s dignity, and protecting the baby from others’ judgmental or hurtful comments.

  •  Socializing the baby and helping the child be in relationship with others before and after birth through photographs, connecting the baby with siblings, shared and intentional experiences during pregnancy, meeting the baby after delivery, and communicating the baby’s story online to family and friends.

  •  Final acts of caregiving, such as bathing and clothing the baby’s body, making arrangements for burial or cremation, and handing the baby’s body over for the last time.

Partners, of course, are the third person in this intimate triad. They also can participate in these categories of caregiving even before birth. Recalled one mother, “My husband would lie in bed and put his mouth up to my stomach and say, “Hey, Noah Sam, it’s your Daddy. I love you and I cannot wait to see you and kiss you. Mommy and Daddy are going to love you every second of every day.”1(p135)

Given their literal physical distance from the baby, some partners do not feel the same sense of attachment as the mother does—or they may actively try to avoid it. Said one father: “I didn’t really want to love Lily, not in a deep way, anyway. I was pretty sure I didn’t want to feel the pain of losing Lily (this turned out to be unavoidable). So sometimes I sort of tried to forget that she was on the way.”1(p61)

Ultimately, looking back on their experience, parents often frame their relationship in terms of caregiving. For example: “As a mother, I have always felt that it was my job to identify what my children need and give it to them. Sometimes those needs are simple and straightforward—clean laundry, a healthy meal, a hand to cross the street safely. Maggie’s needs were not like those of my sons. She needed us to give her a safe and peaceful transition from one world to the next. Carrying Maggie to term did that for me—it gave me the opportunity to ‘mother’ her until she didn’t need me anymore. That knowledge made it infinitely easier to make peace with her death.”1(p345)

Principles of Practice

Recognize that many parents are already deeply attached to their baby before the diagnosis. Acknowledge parents’ existing relationship with their baby and offer examples of 222what other parents have found meaningful, including nurturing, protecting, socializing, and final acts of caregiving. Acknowledge the parents’ relationship with their baby by following parents’ lead in using the word baby and using the baby’s name if the parents have chosen one. Recognize that parental feelings of distance from the baby and feelings of intense closeness to the baby are both common and often evolve during the course of a pregnancy.

RELATIONSHIP WITH PARTNER

News that their baby is not expected to survive is a stunning blow that reverberates through parents’ relationship with each other. It can shatter relationships that are already fragile and strengthen relationships that are already strong.

Because the experience of continuing a pregnancy despite a life-limiting diagnosis is relatively new, few studies have examined couples in this situation, but research has recently begun. Concluded one,


individual responses to these stressful pregnancies were inherent in who was physically pregnant, choosing whether to love and embrace the unborn baby, personal characteristics, and the strength of the couple relationship. Care providers should assess couple dynamics. Couples with committed relationships, shared decision-making, and mutual support fared the best in the aftermath of their baby’s death.10(p5)



There is no research specifically examining partner relationship status after receiving a life-limiting prenatal diagnosis, whether they terminated their pregnancies or chose to continue and received perinatal palliative care. However, some research has explored relationship status after miscarriage, stillbirth, or the death of an older child.

The Compassionate Friends, an international organization for bereaved parents of children of all ages, hired a professional market research firm to conduct two national surveys examining the question of divorce among parents—one in 199911 and one in 2006.12 Both surveys (one survey of 594 parents, the other of 400 parents) found similar results: Only 12% to 16% had divorced since their child’s death, a much smaller percentage than is generally believed. The group attributed the low rate to “the commitment parents have to survive their tragedy as a shared experience.”12

Specifically examining parental relationships and grief after stillbirth, in a study of 55 mothers and fathers in Sweden, parents reported that “they became closer after the loss, and that the feeling deepened over the course of the following year.”13 However, larger U.S. studies found that miscarriage and stillbirth do increase the risk of divorce. What was considered the first national U.S. study of parental relationships following miscarriage or stillbirth demonstrated that those relationships had a higher risk of dissolving than those of couples who had a live birth.14 Reasons for the higher risk included the loss not being acknowledged by society or even by people close to the couple, as well as the couple feeling alone in their grief. Another study reinforced this finding. Using a nationally representative sample of 3,416 women who had ever been pregnant or married, 223researchers found that women who experienced miscarriage and stillbirth had significantly greater odds of divorce than women without a loss.15

It is important to note, however, and perhaps with implications for perinatal palliative care, that women who experienced the loss of a planned pregnancy were less likely to have divorced. “We suspect that this finding might be an indication of couple communication, which can also buffer the distress following a loss,” the researchers concluded.1(p104)

Another study with relevance to parental relationships examining parental experiences and developmental tasks involved in continuing a pregnancy with a life-limiting prenatal diagnosis found that a common parental theme emerged of making decisions in order to “have no regrets.”2

The conclusion that couple communication can buffer the distress of the loss may have relevance to the shared experience and communication involved in continuing a pregnancy—such as making decisions together in order to “have no regrets”—and merits further study.

Principles of Practice

Recognize that parental relationships may be strained or strengthened—or both—at different points along the perinatal palliative care (PPC) journey. Inform parents about what they might expect and offer counseling, support groups, or other resources. Future research is needed to identify specific clinical interventions that may support quality couple communication and understanding and working with differing styles of grieving.

RELATIONSHIP WITH HEALTHCARE STAFF

Before a prenatal diagnosis, parents and their caregivers may have an existing relationship. Perhaps this is not the parents’ first pregnancy, and they and their caregivers have established a level of rapport and trust through a previous experience of birth or perinatal loss. Or perhaps the relationship is new to this pregnancy. Either way, a devastating diagnosis affects this relationship. Parents suddenly feel extraordinarily vulnerable, needy, and sometimes abandoned. Caregivers may feel out of their depth regarding the baby’s condition or helpless in the face of parents’ overwhelming emotions. Going forward from the diagnosis, the patient–clinician relationship can compound parents’ trauma, or it can develop into something that fosters parents’ healing and is rewarding for caregivers as well.

Healthcare professionals and others who might interact with parents, baby, and siblings in the course of providing perinatal palliative care can include sonographers, OB/GYNs, maternal-fetal medicine specialists, genetic counselors, neonatologists, palliative care specialists, family practice physicians, nurses, midwives, childbirth educators, social workers, doulas, lactation consultants, child life specialists, chaplains, and others.

One study found that a strong quality indicator of parental satisfaction with perinatal palliative care was whether parents felt healthcare staff had treated their baby with 224dignity and respect.16 Another study of 405 parents found that parental satisfaction with perinatal palliative care correlated with the quality indicators of compassion, unhurried parent–clinican communication, and bereavement support, including support for anticipatory grief. Parents specifically mentioned “the importance of clinicians’ sensitivity in explaining a range of possible outcomes about the infant’s condition, being supportive of parental spiritual customs, and addressing parental concerns and fears as the end of life drew near for their infant.”17(p281)

As previously noted, building and sustaining a relationship is a core component of quality perinatal palliative care. According to the guided participation theory of teaching and learning, relationships are fostered through focus on the three principal elements: issues, processes, and competencies.18 For example, the competencies of communicating and engaging can build and sustain relationships between patient/parents and healthcare staff in the context of perinatal palliative care. Parents will likely meet numerous members of the healthcare team and transition from one to another, which requires competencies of communicating and engaging. These are moments during which a relationship can be severed or irreparably damaged; or, with care and thought, a strong relationship with one healthcare clinician can be transferred to another. This creates a feeling of comfort and safety for parents, having someone new to rely on, and avoiding feeling abandoned.

A relationship barrier that parents may find insurmountable is if they feel their decision to continue their pregnancy and pursue a path of perinatal palliative care is not respected by their doctor or care team. Some parents have reported feeling pressure to end the pregnancy. One mother recalled:


The only option offered was termination. In spite of us insisting we wanted to continue this pregnancy, the medical personnel that handled us that day didn’t offer us any other help. They kept emphasizing that “no one carries a baby with this condition” and how terrible it would be. They kept saying that trisomy 18 is “incompatible with life.” The pressure to terminate was tremendous.1(p23)

Wrote another,

Our obstetrician questioned our decision to carry to term, stating, “I don’t understand your choice.” She told us to consider our other children to not burden them with a dead or disabled sibling, and that carrying to term was a waste of time.19(p406)



For some parents, the parent–clinician relationship is so unsatisfactory that they change from their current caregiver and find another mid-pregnancy:


We weren’t given any support, nowhere to turn. When I told the doctor I wanted to continue the pregnancy, he said to come back in two months. I switched clinics and doctors, and it was so different! The doctor understood and supported my decision; the nurses were so caring and informative. They treated my baby the same as any other baby.1(p124)



225Healthcare clinicians can be key not only in relationship with the parents but also with the baby. Caregivers are often valued as people entrusted with the care of the baby and witnesses to the fact that the baby existed.


[M]others pointed out the comfort they felt when others are in relationship with their babies, both before and after death. This finding is significant for clinicians, who are often left with uncertainty about how to help, how to make a difference.9(p61)

Caregivers also can help parents reframe the experience in terms of hope.

[P]ediatric palliative care providers may be able to help parents find new forms of hopeful thinking as they are taking care of their child and lay the foundation for a healthier bereavement process in which the memory of the child is cherished rather than a source of despair.20(p238)



The caregivers’ own experience as part of a healthcare team and as a key participant in a relationship with each family member is beyond the scope of this chapter but also deserves attention in terms of professional training, support, and self-care. Professionals may experience ethical dilemmas and moral distress, but being present with families during moments of intense joy and sorrow can also be a source of personal and professional transformation.4

As one example of patient care that fostered relationships with the baby, between the parents, and with healthcare staff, see the brief videos created by Tammy Ruiz Ziegler, RN, CPLC, incorporating photographs used with permission of the baby’s parents [see the list of supplemental online materials].21 Available on YouTube and translated into multiple languages, the videos have received hundreds of thousands of views and have helped introduce the concept to healthcare clinicians around the world.

Principles of Practice

Build physician–patient relationships through identifying parents’ hopes and establishing goals of care together. Offer, recognize, and support the choice of continuing a pregnancy with a life-limiting prenatal diagnosis as being a rational parental choice.

RELATIONSHIPS WITH BABY’S OLDER SIBLINGS

Caregivers should invite parents to consider how siblings might become involved in the life of their little brother or sister.22 Parents, who of course know their children best, may already have a sense of what their older children might need as the family prepares to say hello and goodbye. But because this situation is so new and unexpected, parents may find it helpful to hear examples of what other families have done during pregnancy and after delivery. During pregnancy, that may include age-appropriate discussions about death, assurances that the older child is not in danger, and memory 226making, such as family trips, or activities, such as making drawings for the baby and talking to the baby.

In a survey of 411 parents who experienced stillbirth and also had older children, parents overwhelmingly recommended taking steps to make the stillborn baby and the loss real for the siblings. Their overall recommendations were that caregivers and parents should help siblings experience the stillborn baby, get siblings involved, inform and communicate with them, and create memories together.23

As an example of open communication during pregnancy, one family established a ritual with their preschool son:


Every night before bedtime, we would have “questions.” During that time our 4-year-old asked us anything he wanted about his baby sister Molly and what was going to happen with her when she died. I think it was a good ongoing discussion for the three of us to have, and we believe it was helping him to deal with what had happened with Molly so far and to prepare for what was to come.1(p82)



And as one example of memory making and fostering sibling relationships during pregnancy, the same mother recalled how her 4-year-old son decided to play his toy kazoo to his baby sister in utero and sing her a lullaby. She wrote,


The more I observed him wanting to connect with Molly that night, the more it made sense to me that no matter what the outcome, and even if it might make things a little harder for him if and when Molly died, that being able to have a relationship with her at that time, even in utero, would be special and important for both of them.1(p137)



Ultimately, this sibling relationship may culminate in meeting the baby face to face. This final quotation highlights the meaning of a moment and how photography can be used to capture these meaningful moments to last a lifetime, whether the baby is born alive or not:


My most prized possessions are the photographs I have of all my three children together. There are two that are very special: one of my two boys holding her, where you can see Maggie looking right up at her brother; all three of them look as though they were just meant to be together. The other was taken the moment they met her. Our 5-year-old’s eyes are full of delight and our 7-year-old has his arm raised in victory. That picture describes the tenor of her life better than any words—we celebrated every second she was with us.1(p311)



Principles of Practice

Invite parents to consider what their older children may need to help them process the news and prepare for the baby’s arrival. Invite parents to explore ways that their older children can develop a relationship with their new baby sister or brother even before birth.

227RELATIONSHIPS WITH EXTENDED FAMILY AND FRIENDS

From the confines of a doctor’s office at the time of diagnosis or hospital room at the time of delivery, extended family and friends might seem tangential. But for parents, who will experience most of their perinatal palliative care journey outside of the presence of healthcare professionals, extended family and friends can play a key role in holding parents up and enveloping them and the baby in love and care—or sometimes, sadly, in ostracizing the parents and making their experience vastly worse.

Grandparents are especially significant in supporting the parents, a difficult role when grandparents often are grieving themselves and at the same time longing to comfort their adult children in a situation that is beyond their ability to fix. In one study of bereaved parents and their perceptions of grandparents’ reactions, some parents reported a “double burden” of grieving for their baby while also feeling responsible for causing the grandparents to feel sorrow. But they reported that grandparents’ involvement was welcome and beneficial. According to that study, “Bereaved parents found comfort and healing in grandparents’ simple behaviors such as seeing and holding the deceased baby, attending the funeral, understanding the significance of the baby’s loss to the parents, and keeping in close contact after the funeral.”24(p336)

More than half of the participants in the study reported that the loss of a grandchild changed intergenerational relationships and behaviors, resulting in a richer relationship.24


Recalled one mother,

A favorite memory is when my parents came to meet Thomas while we were in the recovery room. We have this wonderful picture of it; I am holding Thomas and they are next to my bed looking at him and smiling. My dad is even holding onto his hand. If you didn’t know the real story you would just think that they are just like every other set of “normal” grandparents admiring their new grandchild.1(p231)



Recalled another mother, “My mom had had a very difficult time during my pregnancy, so seeing her holding her grandson was wonderful. She really hadn’t wanted to hold him, but she needed to and said it was one of the best things she did.”1(p231)

Conversely, some parents reported “extreme frustration and hurt that grandparents were not able to provide emotional support.”24(p338) Parents also reported that it was unhelpful if they sensed that grandparents had the parents on a “timeline” or suggested taking medication for depression, implying that the parents’ grief was abnormal.24(p348)

Likewise, friends outside the family can buoy or hurt the parents during this experience. Some examples:



  •  “Most of my friends were so supportive. One friend in particular just called me every night and listened. She knew that I needed her.”1(p99)

  •  “So many of our family and friends didn’t even know what to do or how to help, so they chose to do nothing at all. From the time of diagnosis to the time of delivery I felt as if I were living in a bubble—too afraid to step out into the world for fear of rejection for not being able to create a ‘normal’ child.”1(p102)

  •  228“I often got the comments in the beginning like ‘Why are you putting yourself through this?’ ‘Isn’t your baby going to suffer?’ ‘Aren’t you going to suffer?’ ‘Why don’t you get this over with and try again?’ They didn’t understand me. I often replied that they didn’t have to get it—only I did, because I had to live with the consequence of my choice.”1(p103)

Some parents find it helpful to share their experience with a larger circle via social media, websites, blogs, or patient sites, such as Caring Bridge. This allows them to control the information, ensure that the information others receive is consistent, and receive support from near and far. Because this situation is relatively rare, others may not know how to react or may worry about intruding or saying the wrong thing. Communication from parents can help guide others and can lead to more support.

Some parents also choose to include extended family and friends in meaningful rituals such as a “celebration of life” baby shower (with gifts such as photo frames and items to show care for the parents) and, later, rituals of baptism, naming, and a funeral or memorial service.

Especially for pregnant mothers, given the inherently public nature of pregnancy, there are also social aspects with strangers who may offer congratulations and ask well-meaning but painful questions about the baby’s due date or sex. Planning ahead and having a simple response prepared—perhaps one response briefly explaining the situation if the parent wishes to share and another one to graciously accept congratulations while deflecting any further questions—can help equip parents for encounters that may otherwise require emotional energy to address each situation individually.

Some parents report an evolution in reactions from extended family and friends throughout the pregnancy and the baby’s birth. One mother recalled, “Some family members had implied that they felt it would be best that we ‘take care of this,’ and they continued to feel that way throughout my pregnancy. Their tune changed as soon as they were holding him. They were very apologetic and admitted they were wrong for thinking that continuing the pregnancy was nothing less than a gift.”1(p367)

Principles of Practice

Helping parents and extended family and friends build memories and acknowledge the baby’s life together is important for support for the parents at the time of loss and for ongoing relationships afterward. Invite parents to consider whether and how to share information with extended family—particularly grandparents—and friends and whether and how to include them in the experience.

PHOTOGRAPHY AND RELATIONSHIPS

A final note relevant to all of these relationships is the importance of photography. Much has been written about the tradition of memento mori photography and its re-emergence in the care of families experiencing perinatal loss. Parents report that they treasure these photographs not just as keepsakes but as a means to foster “living relationships” between 229the baby, families, and caregivers.25 Photos can also be helpful in sharing the baby with those who did not meet the baby in person. For more information, see especially the work of photographer Todd Hochberg26 and the international network of volunteer photographers, Now I Lay Me Down to Sleep.27

Clinical Implications



  •  Recognize that navigating relationships is a core developmental task in a pregnancy when continuing a pregnancy with a life-limiting fetal diagnosis.

  •  Recognize that many parents are already deeply attached to their baby before the diagnosis.

  •  Acknowledge parents’ existing relationship with their baby and offer examples of what other parents have found meaningful, including nurturing, protecting, socializing, and final acts of caregiving.

  •  Acknowledge the parents’ relationship with their baby by following parents’ lead in using the word baby and using the baby’s name if the parents have chosen a name.

  •  Recognize that parental relationships may be strained or strengthened—or both—at different points along the perinatal palliative care journey.

  •  Inform parents about what they might expect and offer counseling, support groups, or other resources.

  •  Build clinician–patient relationships through identifying parents’ hopes and establishing goals of care together.

  •  Offer, recognize, and support the choice of continuing a pregnancy with a life-limiting prenatal diagnosis as being a rational parental choice.

  •  Invite parents to consider what their older children may need to help them process the news and prepare for the baby’s arrival.

  •  Invite parents to explore ways that their older children can develop a relationship with their new baby sister or brother even before birth.

  •  Invite parents to consider whether and how to share information with extended family and friends—particularly grandparents—and include them in the experience.

  •  Explain the importance of photography for many parents.

CONCLUSION

Relationships may seem an afterthought when faced with the practicalities and urgencies of pregnancy, labor, delivery, and the physical health of a mother and of a baby who is diagnosed prenatally with a life-limiting condition. However, navigating relationships is a core developmental task for these parents. Parents overwhelmingly report that their experiences of connection to their baby, to their caregivers, and to others during this journey are what they remember and treasure. Relationship is a central element of perinatal palliative care.

230RESOURCES



  •  Perinatal hospice video depicting one example of how caregivers can interact with patients before, during, and after birth, created by Tammy Ruiz Ziegler, RN, CPLC, and available in multiple languages:



    •  Czech https://youtu.be/zQpLANlX_nI

    •  English https://youtu.be/tY7mq1g9pGk

    •  French https://youtu.be/gJPFUkZmCYQ

    •  Italian https://youtu.be/iirTD8rIBug

    •  Japanese https://youtu.be/t4cgaU39qoA

    •  Polish https://youtu.be/-HvtZ8A_aGY

    •  Russian https://youtu.be/vpDHXu4Ogug

    •  Spanish https://youtu.be/JY0m19ZATvA

    •  Ukrainian https://youtu.be/ui5ah5yukvE

  •  Perinatal hospice video depicting relationships among the baby, parents, and extended family and friends, created by Amy Kuebelbeck, editor of PerinatalHospice.org, with photos used with permission from several families. Perinatal hospice: continuing your pregnancy when your baby’s life is expected to be brief. https://youtu.be/rTTNeqRvZ3w.

  •  Many resources for caregivers, including journal articles, videos, online training, networking, and other professional resources, are available at www.perinatalhospice.org under Resources for Caregivers.
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Attending to Pain and Suffering in Perinatal Palliative Care



MARC-ANTOINE MARQUIS | ANTOINE PAYOT


Neonates experience pain that is comparably more intense, diffuse, and of longer duration than older children or adults. Pain assessment in the neonate is complex and many of the tools developed to measure acute pain are multidimensional, including a combination of behavioral, physiological, and biochemical indicators.

A tailored and stepwise approach encompassing both nonpharmacologic and pharmacologic interventions is recommended for the treatment of pain in the neonate. Attention should be given to limit painful interventions and reduce noxious stimuli, including touch, bright lights, and strong noise. Several nonpharmacologic strategies to alleviate pain have been evaluated in neonates, including skin-to-skin care, breastfeeding, nonnutritive sucking, and sensorial stimulation. Pharmacologic measures include opioids, benzodiazepines, N-methyl-d-aspartate-receptor antagonists, and gabapentinoids, among others. A combination of these agents is often required for the treatment of symptoms at the end of life.

Most neonatal deaths in the Western world involve some level of medicalization and can happen across very different settings. Compassionate extubation and discontinuation of artificial nutrition and hydration are frequent considerations in the dying neonate. Anticipatory guidance is a crucial component of the support and care delivered to families of an infant at the end of life.

Suffering is an elusive concept and faces complex challenges in neonatology. Its experience is ultimately personal, and the extent to which a multifaceted approach to suffering applies to neonates is unknown. Other models seek to understand suffering as indissociable from the family unit, or as purely physical symptoms.

 





CASE STUDY

Oliver is a 10-week-old baby boy born at term with prenatally diagnosed congenital nephrotic syndrome. His twin sister has the same condition; they have both been admitted to a tertiary neonatal intensive care unit (NICU) since birth and have undergone bilateral nephrectomies and placement of a peritoneal dialysis catheter.

235After 2 months in the NICU, Oliver’s sister is tolerating peritoneal dialysis and ready to be discharged home. Unfortunately, Oliver has experienced complications from his nephrotic syndrome: He developed a cerebral venous thrombosis with resulting severe neurological injury and seizures. He has experienced two central line infections, and securing IV access is becoming increasingly challenging. Oliver’s pulmonary hypoplasia and persistent pulmonary hypertension have required escalating ventilator settings. Being only partially responsive to peritoneal dialysis, he presents significant fluid overload, which precludes his extubation. Consideration is given to a tracheostomy placement, which Oliver’s parents decline.

Given Oliver’s perceived suffering, and with an uncertain path ahead, his parents make the decision to change the focus of his care away from curative toward comfort care and to discontinue life-sustaining therapies. Prior to extubation, Oliver’s ventilator settings are weaned slowly, allowing the clinical team to titrate continuous infusions of fentanyl and midazolam to comfort. Oliver is placed in his parents’ arms, the ventilator is discontinued, and he dies peacefully within minutes surrounded by his loving family.

Case Questions



  1.  What alternatives or additional measures would you consider for Oliver’s pain management, given his underlying illness and complications?




  2.  How would you counsel Oliver’s parents before the discontinuation of his ventilation?




  3.  Can you identify sources of suffering for Oliver and his family?










 

 





OBJECTIVES

This chapter will discuss pain and suffering in perinatal palliative care. More specifically, it will help the reader



  •  Select pertinent pain assessment tools for term and preterm infants

  •  Recognize nonpharmacologic interventions that have been evaluated in neonates and integrate them in daily practice

  •  Identify pharmacologic agents available for the treatment of pain and suffering in neonatology

  •  Articulate specific considerations for neonatal care at the end of life

  •  Discuss conceptions of suffering and their applicability to the neonatal population.






 

236INTRODUCTION

The annual rate of worldwide infant death has declined steadily over the last two decades, from 8.8 million in 1990 to 4.2 million in 2016.1 In the Western world, between 2 and 6 in 1,000 children will die before their first birthday; about half of these deaths occur during the neonatal period, that is, the first 28 days of life.2 Although death is pervasive in neonatology, advances in scientific knowledge and technological means have allowed very premature babies and infants with various medical complexities to survive. Obstacles that have historically precluded the permeation of palliative care across the walls of NICUs have been recognized and, to some extent, overcome.3 An example is the rebuttal of a previously held belief by the healthcare community that premature infants do not feel pain.4

SPECIFICITIES IN THE PAIN EXPERIENCE OF THE NEONATE

Neonatal pain processing follows the development of the peripheral and central nervous systems. By 24 weeks of gestation, thalamocortical connections are established in the premature infant, alongside ascending and descending spinal pathways and peripheral neurons, enabling the neonate to experience pain.5 Increased cortical activity following noxious stimulation has been observed in neonates as early as 25 weeks of gestation, indicating that neonatal responses to pain are regulated at least in part at the cortical level.6 As the nervous system develops, there is a relative prominence of ascending excitatory pain input in the setting of immature inhibitory descending pathways that modulate pain.7 As a result, neonates experience pain that is comparably more intense, diffuse, and of longer duration than that of older children or adults.

Pain Assessment

Despite the availability of numerous pain assessment tools designed specifically for term and preterm infants,8 measurement and evaluation of pain in the neonate face complex challenges: Assessments reflect surrogates’ perception of pain experienced by the infant; gestational and chronological age likely affect an infant’s pain behaviors; and assessing pain in ventilated or chemically paralyzed neonates adds another layer of complexity and is reflected only in a limited number of pain scales.9 Furthermore, many pain assessment tools have been developed for research purposes and are designed to identify and measure acute pain. Only a few pain scales have been tested for prolonged or persistent pain.

Manifestations of pain are varied and often inconsistent. To reflect this complexity, many of the tools developed to measure acute pain in neonates are multidimensional and include a combination of behavioral, physiological, and biochemical indicators.10–12 Table 15.1 lists validated and commonly used pain assessment tools in neonates, both premature and born at term.



237TABLE 15.1 Examples of Validated Pain Assessment Tools for Neonates









	PAIN ASSESSMENT TOOL
	PAIN INDICATORS INCLUDED
	INTENDED USE





	Behavioral Indicators of Infant Pain (BIIP)13
	Behavioral state
Facial expressions
Hand movements
	Acute pain



	COMFORTneo Scale14
	Alertness
Calmness/agitation
Respiratory response/crying
Body movement
Facial tension
(Body) muscle tone
	Chronic pain



	Douleur Aiguë du Nouveau-né (DAN)15
	Facial expressions
Limb movements
Vocal expression
	Procedural pain



	Échelle de Douleur et d’Inconfort du Nouveau-né (EDIN)16
	Facial expressions
Limb movements
Sleep quality
Relation
Comforting
	Prolonged and chronic pain



	Neonatal Facial Coding System (NCFS)17,18
	Brow bulge
Eye squeeze
Deepened nasolabial furrow
Lip opening and pursing
Mouth stretch
Chin quiver
Taut tongue
	Acute pain
Postoperative pain



	Neonatal Pain Agitation and Sedation Scale (NPASS)19,20
	Crying/irritability
Behavioral state
Facial expression
Extremities/tone
Vital signs (including heart rate, respiratory rate, blood pressure, oxygen saturation)
	Acute pain
Postoperative pain
Pain in mechanically ventilated patients



	Premature Infant Pain Profile (PIPP)21,22
	Gestational age
Behavioral state
Maximal heart rate
Minimum oxygen saturation
Brow bulge
Eye squeeze
Nasolabial furrow
	Acute pain
Postoperative pain










Pain Management

Prevention and treatment of pain in the neonate is important and a cornerstone of quality palliative care. A multifaceted, tailored, and stepwise approach encompassing both nonpharmacologic and pharmacologic interventions has the potential to be more effective 238than unique interventions, particularly in infants with prolonged or recurrent pain and is, thus, our preferred approach.



Nonpharmacologic Interventions

In the setting of neonatal mild to moderate pain, nonpharmacologic interventions are important and potentially sufficient. An initial step to mitigate discomfort and pain when caring for infants is to thoroughly assess the necessity, timing, and urgency of painful procedures performed. Several studies have revealed that neonates, particularly critically ill premature infants, regularly receive painful interventions.23,24 Attention should be given to reduce noxious stimuli, including touch, bright lights, and strong noise, and to regroup cares in order to minimize unnecessary stimulation. Several nonpharmacologic strategies to alleviate pain have been evaluated in neonates, including skin-to-skin care (SSC), breastfeeding, nonnutritive sucking, and sensorial stimulation.

Skin-to-Skin Care

Also termed kangaroo care, SSC has been shown to be both safe and effective at reducing the pain response, and recovery from, procedures in children both premature and born at term.25 During SSC, an infant is being held on a parent’s naked chest to allow contact of the neonate’s skin with the parent’s. A positive impact on physiologic parameters, including heart rate variability and oxygen requirements, has been reported.26–28 Additional observed benefits of SSC include increased weight, length, and cranial parameters, decreased rates of nosocomial infections, and improvements in mother–infant attachment in patients who received SSC in comparison with conventional neonatal care.29 The inclusion of SSC as part of the comfort interventions in patients receiving palliative care has not been formally studied; some evidence suggests that parents envision the opportunity for bonding with their child as integral to providing comfort care at the end of life.30

Breastfeeding

Breastfeeding has been shown to reduce physiological and behavioral pain responses in term neonates; its impact has not been studied in preterm infants.31 The use of expressed breast milk has yielded more mixed results in the literature.

Nonnutritive Sucking

The strongest evidence available on nonpharmacologic pain interventions supports the use of nonnutritive sucking for both premature and term infants.32

Sensorial Stimulation

Sensorial saturation combines interventions aimed at stimulating an infant’s visual, auditory, tactile, and gustatory systems and has also shown promising results.33 Grouping a 239neonate’s arms and legs in a midline, flexed position, a procedure called facilitated tucking, is also a commonly used strategy in NICUs, in combination with swaddling.34

Pharmacologic Interventions

While growing, the available literature on analgesia in infants at the end of life remains scarce; more research is needed on management of symptoms in neonates receiving palliative care. To provide adequate analgesia in children and infants, the latest World Health Organization (WHO) guidelines recommend a two-step approach based on the severity of the pain experienced by the child.35 Nonopioid medications are recommended for mild to moderate pain, whereas opioid medications, with or without adjuvant therapies, should be considered for moderate to severe pain.

Although rigorous evaluation of medication administration routes is lacking in neonates, experience in NICUs has demonstrated the efficacy of subcutaneous, intranasal, or mucosal, alongside IV and enteral administration for many agents. The oral transmucosal route might be particularly suitable for palliative care in neonates.36 It consists of administering concentrated solutions into the jugo-gingival space using a needleless syringe. Drug absorption through oral mucosa avoids the hepatic first-pass effect and is particularly effective for lipophilic and potent drugs, such as fentanyl or midazolam. Other drugs, such as morphine, do not have physicochemical characteristics favorable to optimal transmucosal absorption but are sometimes used by this route to avoid the placement of IV devices or feeding tubes, which may be uncomfortable or undesirable. Table 15.2 presents initial dosage guidelines for various pharmacologic agents used to alleviate pain and distress in the neonate. Many of these agents can be combined to achieve optimal comfort in patients receiving palliative care or approaching the end of life.
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242Sucrose

Oral sucrose is one of the most commonly used strategies for alleviation of procedural pain in the neonate. A recent review of 74 published randomized controlled trials, which included a total of more than 7,000 infants, both term and premature, concluded that sucrose was safe and effective in alleviating pain from minor procedures, such as heel prick, venipuncture, or intramuscular injections.37 The combination of nonnutritive sucking and sucrose has also been highlighted as an effective strategy to relieve pain from procedures.38

Controversies remain as to the nature of relief provided by sucrose; some authors point out that hypotheses for sucrose’s apparent analgesic effects have not yet been confirmed and might be related to sedation or distraction rather than analgesia per se.39,40 The safety of sucrose use for persistent or chronic pain has not been investigated.

Acetaminophen

Acetaminophen is a ubiquitous drug in pediatrics, and its use is frequent in the neonate for analgesic and antipyretic purposes. It is used for mild to moderate pain. It has mostly been studied as a postoperative opioid-sparing modality, with mixed results.41 The IV formulations have an interesting potential; however, the small numbers of studies on its safety and efficacy in the neonatal population may be a hindrance to its broader use in infants.42,43

Nonsteroidal Anti-Inflammatory Drugs

Ibuprofen and other nonsteroidal anti-inflammatory drugs (NSAIDs) have been studied for pharmacologic closure of patent ductus arteriosus44 and prevention of intraventricular hemorrhage in the neonatal period.45 Their use for other purposes has been hindered by concerns for the development of gastrointestinal complications, pulmonary hypertension,46 renal injury,47 or platelet dysfunction.48

The cyclooxygenase-2 (COX-2) inhibitors have not been the subject of investigation in infants, precluding recommendations on their use in the neonatal population.

Opioids

Opioids are commonly used in the neonatal period and should be considered first-line agents in the management of moderate to severe pain. They have a role in the treatment of procedural pain, discomfort associated with ventilation, perioperative and postoperative pain, as well as chronic pain.

A recent study among Canadian NICUs revealed that over one-quarter of very premature infants receive either opioid or sedative medications, with significant variation in use across institutions, highlighting the need for better evidence-based guidelines in pain management in premature infants.49 Unfortunately, only limited evidence is available to guide clinical teams in the selection of an appropriate agent and its dosage.

Morphine is one of the most commonly used opioids in neonates. It has a longer half-life and is less bound to plasma protein in neonates than it is in older children or adults. 243As a result, initial dosing for morphine should be lower in neonates. It has both analgesic and sedative effects and is efficient in the treatment of chronic pain. Morphine has not been shown to be a good preprocedural agent before acute or invasive procedures.

Fentanyl is 80- to 100-fold more potent than morphine and has a more rapid onset of action and a shorter half-life. It has little sedative effect. It is highly efficient to prevent procedural pain. Fentanyl may also be given intranasally, and recent evidence suggests that its use in neonates receiving palliative care is safe and effective.50 The small (<10%) potential for a rapid administration of IV fentanyl to cause chest wall rigidity does warrant cautious use and the availability of naloxone as a reversal agent.

Few studies have investigated the efficacy and safety profile of tramadol and codeine in neonates. The variability in expression and activity of enzymes responsible for bioactivation of codeine and tramadol in their active metabolites has prompted health authorities to contraindicate these drugs in children.51

Other opioids, such as hydromorphone, oxycodone, and meperidine, have been even less well studied in the neonatal population. Methadone, a long-acting opioid that has been used in opioid withdrawal syndrome, also has benefit in treating chronic and neuropathic pain. It has been used increasingly in adults and older children. Methadone acts both as a mu-receptor agonist and N-methyl-d-aspartate- (NMDA-) receptor antagonist, which has made it increasingly attractive for the treatment of chronic, cancer-related pain in adults and children. Its ability to target both nociceptive and neuropathic pain, alongside its long-acting properties, affordability and availability both as enteral liquid formulations and IV forms, make it a potentially interesting choice for pain control in the neonatal population. Unfortunately, neonatal research on methadone is restricted to its use in the treatment of neonatal abstinence syndrome, and its safety profile, alongside pharmacokinetic and pharmacodynamic properties, have not been well established. In addition, methadone bears a risk of increased QT interval, the frequency and severity of which have not been evaluated in the neonatal population.

Opioids have the potential to cause sedation, urinary retention, decreased gastrointestinal motility, nausea and vomiting, pruritis, and hypotension. These side effects should be monitored and addressed when they appear. Conversion to another opioid (rotating opioids) in an equianalgesic dose may allow for equivalent or better pain control with less adverse effects and holds the benefit of limiting the introduction of additional pharmacological therapies targeting opioid-induced side effects.

Significant concern is given by providers to the risk of respiratory depression associated with the use of opioids. While real, this risk can be mitigated by cautious initiation and stepwise titration of opioids to achieve analgesia. In the case of opioid overdose, the effect may be rapidly reversed by administering naloxone; smaller doses may be appropriate when partial reversal is needed, for example, in the case of respiratory depression occurring with therapeutic opioid dosing in an infant (see Table 15.2). Naloxone inhibits the effect of opioid at the receptor site and holds the risk of causing intense pain to the infant. Naloxone additionally runs the risk of precipitating withdrawal symptoms in a neonate who has been exposed to opiates for a prolonged period of time.

244Benzodiazepines

Benzodiazepines have no analgesic effect but are potent sedative and anxiolytic medications. In certain circumstances, they can reduce the need for opioids, and they are useful adjuncts to the management of dyspnea.

Midazolam and lorazepam are the most commonly used benzodiazepines in the NICU. They can be administered orally, intravenously, intranasally, or transmucosally, and can be dosed intermittently or through a continuous infusion. Hypotension can become an issue in infants concurrently treated with opioids. In addition, up to 10% of premature infants might experience myoclonus-like abnormal movements or pseudo-seizures with midazolam, a possible consequence of immature GABAergic inhibitory pathways in the developing central nervous system. Lorazepam has been less extensively studied in neonates, but similar effects can be expected.

Ketamine

Ketamine is an NMDA-receptor antagonist believed to reduce central sensitization to painful stimuli as well as reduce the perception of pain. Its use in pediatrics has long been restricted to procedural sedation and analgesia; nonetheless, it is increasingly used in patients with chronic pain, particularly for co-analgesia when neuropathic pain is present. At this time, ketamine has been studied in neonates for peri-procedural analgesia.52 Its use for persistent pain or at the end of life remains an unexplored territory in neonatology.

Other NMDA-receptor blocking agents, such as dextromethorphan and amantadine, have not been studied in premature and term babies.

Gabapentinoids

Gabapentin is a gamma-aminobutyric acid analog acting via voltage-gated calcium channels in the central nervous system to reduce neuropathic pain perception. Gabapentin has a good safety profile and its efficacy for the treatment of chronic pain has recently been studied in neonates.53 In addition, gabapentin is used in cases of visceral hyperalgesia, including in preterm and term infants.54 Cases have been reported of resolution of apnea55 or chronic unexplained irritability in infants and older children receiving gabapentin.56 Side effects include drowsiness, which often wears off after several days, and nystagmus.

Pregabalin has not been studied in the neonatal period, and recommendations regarding its use require further investigation into its effectiveness and safety.

Other Medications

Dexmedetomidine and clonidine are centrally acting alpha-2 adrenergic agonists that have gained popularity in the past years for use in pediatrics and neonatology. Clonidine is used enterally or as a transdermal formulation, whereas dexmedetomidine is available as an IV medication. The former has been evaluated for neonatal abstinence syndrome,57 and only a limited number of studies have been published on its efficacy for mechanical ventilation or at the end of life.58 Dexmedetomidine has been evaluated in 245the postoperative setting and its safety has been established.59 Both have sedative and analgesic effects and can diminish neuro-irritability with limited impact on the respiratory drive, making them interesting agents at the end of life when concerns around the use of opioids arise or as opioid-sparing agents.60

Phenobarbital has been used for decades in the NICU and is most commonly used in the setting of neonatal seizures. It has sedative and anxiolytic properties without being an analgesic agent. Although recommended dosing is available and its safety has been established, the use of phenobarbital for chronic pain or at the end of life has not been formally studied. Caution is warranted when used in combination with an opioid or a benzodiazepine because such a combination may increase the risk of respiratory depression. Pentobarbital, a barbiturate with a shorter half-life than phenobarbital, has not been well studied in end-of-life care for young infants.

Propofol has been used for procedural sedation in children and neonates. It is a short-acting analgesic and sedative agent with minimal effect on respiratory drive. Its use outside of procedural sedation and in children approaching the end of their lives remains to be explored. Clinicians have recently reported the use of olanzapine and quetiapine for the treatment of delirium in infants in the NICU. Delirium is not well described in neonates, and the paucity of data on the safety of these treatment warrant caution before considering them.61

CARE OF THE NEONATE AT THE END OF LIFE

The death of an infant may happen as early as minutes following birth to months after delivery. As such, settings in which palliative care is delivered vary greatly and depend on an array of factors, including the underlying severity of the illness, complications during delivery, anticipation of neonatal death in cases where prenatal diagnosis was possible, and families’ goals of care. Healthcare practitioners must be prepared to act swiftly and creatively to alleviate suffering across settings of care.

Most neonatal deaths in the Western world involve some level of medicalization. In contrast to pediatric intensive care units or older children with life-threatening illnesses, death in the NICU is, in the vast majority of cases, a result of decisions to discontinue life-sustaining treatment.62

Alleviating Suffering at the End of Life

Neonates may experience several symptoms at the end of life, including pain, dyspnea, seizures, and anxiety. Many of the interventions mentioned in this chapter, both nonpharmacologic and pharmacologic, have the potential to address more than one symptom.

The use of multiple agents to treat pain is common, for example, a combination of opioids with nonpharmacologic intervention or co-analgesics such as ketamine, alpha-2 agonists, and benzodiazepines. Benzodiazepines or phenobarbital can be used in term and preterm infants who experience seizures at the end of life, although this symptom remains rare in this population.

246Opioids are the first-line pharmacologic treatment for dyspnea and act by reducing central perception of breathlessness, anxiety related to dyspnea, sensitivity to hypercapnia, and a reduction in oxygen consumption. Benzodiazepines can be used as adjuncts to opioids in the treatment of dyspnea. In addition, using a fan or a source of oxygen to blow air to an infant’s face may reduce the sensation of dyspnea by stimulation of the trigeminal nerve.

Anticipatory guidance around the signs and symptoms that may appear in a dying child is an important part of the role experienced practitioners or palliative care specialists can play. The presence of providers bearing witness to the last moments of an infant’s life and supporting family through the dying process has the potential to reduce complicated grief.63 While many medications used at the end of life have sedative effects, decreased responsiveness in a dying child is often a manifestation that the underlying illness is progressing. Changes in perfusion, skin color, temperature, and urine output are also common. Predictable changes in the respiratory pattern should be discussed in advance. As in adults, terminal gasping is frequent in neonates and consists of irregular, reflexive respirations initiated by the brainstem. It may last several hours and is unlikely to be affected by sedatives or analgesics. Gasping is believed to be neither a source nor a manifestation of suffering in the dying child.

Compassionate Extubation

In the setting of discontinuation of respiratory support, or compassionate extubation, it is imperative to proactively prevent dyspnea. Administration of an opioid, with or without benzodiazepines, should precede discontinuation of the ventilator and extubation. It is advised to avoid sudden discontinuation of ventilatory support, as this may precipitate respiratory distress and dyspnea. We recommend initiating opioids and proceeding with a slow wean of ventilator settings to monitor for the development of distress and allow for the adjustment of the comfort medications. Once an adequate analgesic and sedative regimen has been delineated and the symptoms of the neonate are controlled even as the ventilator settings are weaned, extubation may proceed.

Discontinuation of Artificial Nutrition and Hydration

Parents and healthcare providers caring for infants at the end of life occasionally face the decision to discontinue artificial nutrition and hydration for a given individual. Some neonates experience severe intolerance to enteral feeding; others who have been receiving parenteral nutrition have difficult IV access due to repeated procedures, and the prospect of yet another IV-line placement is deemed to cause undue suffering or pain for the infant. In addition, procurement of nutrition or hydration to some infants approaching the end of life may contribute to their symptoms. For instance, by maintaining a fluid overload in the setting of reduced renal water excretion, IV hydration at the end of life may exacerbate dyspnea and edema.

Parents and healthcare providers often attach great meaning to nutrition and hydration in a child. For many, the voluntary discontinuation of artificial means of feeding 247or hydrating an infant is equal to letting him or her die from hunger or dehydration. In these situations, it is important to use clear language and be aware of the meanings attached to the words we use (such as hunger, starvation, or inanition). A helpful step might be to highlight that nutrition and hydration are not considered superfluous per se, but that the reason why they are administered and the means used to provide them may be discordant with goals to optimize comfort in a dying child. It is certainly unacceptable to prevent a child from eating or drinking as long as he or she demonstrates a desire for it. A decision to withhold or withdraw artificial nutrition and hydration should never be made without consent and understanding of parents. In such cases, attending to potential causes of discomfort is mandatory. In adult patients, thirst and hunger appear to be present in the first hours of fasting and fade after several days. Ketogenic metabolism and renal-sparing effects are thought to be involved in the gradual disappearance of these symptoms; it is difficult to infer that similar manifestations occur in children, who are in a relatively higher state of anabolism and growth. Opioids and sedatives should be initiated or titrated to ensure optimal comfort.

Severe dehydration, accompanied by electrolyte or nitrogenous byproducts, may lead to encephalopathy with wide-ranging clinical manifestations, including confusion and coma. Dry mouth causes discomfort that should be managed by frequent oral hygiene. Fasting causes amyotrophy, asthenia, and dermatological disorders that should be sought out and handled appropriately. The child’s appearance is likely to change. A livid, waxy complexion and regression of eyeballs in their sockets are common occurrences. Death following discontinuation of nutrition and hydration usually happens within days to weeks; some patients have survived several weeks. Providing anticipatory guidance to families and caregivers around changes in physical appearance and timing of death is important.

Renal insufficiency resulting from dehydration requires special attention when opioids are used.64 Overdose could lead to intoxication resulting in hyperalgesia, allodynia, and myoclonus. Fentanyl and methadone are preferred in cases of renal insufficiency.

THE SUFFERING NEONATE

A core goal of palliative care is identification and alleviation of suffering in the setting of a life-threatening illness. Yet suffering is an elusive concept, one that is universal but ultimately lived alone, and the experience of which varies greatly from one individual to another.

More than three decades ago, Eric Cassell formulated an account of suffering based on a perceived threat to one’s integrity.65 Largely associated but clearly different from pain and other symptoms, suffering originates in the meaning a given experience holds for the person living it. Suffering, as formulated by Cassell, has a temporal component, one through which a person anticipates his or her integrity to be damaged. It is akin to fear, anticipation, or worry, which all are projections of future events that inform one’s sense of self in the moment.

Some philosophers have articulated suffering as loss of meaning or purpose66 or as an assault to one’s sense of worth.67 Others have attempted to explore it from a 248phenomenological point of view.68,69 Suffering being deeply personal, it is unlikely that one is fully able to appreciate the multidimensional experience of another person’s suffering. Adolescents and adults usually have the possibility of reflecting on their own, self-lived experience. Here, having an account of suffering matters less for the attentive and caring clinician, whose actions may be guided and adjusted based on the patient’s articulation of improved or worsening distress.

Challenges arise when trying to apply these concepts to specific populations. For instance, it is one thing for a competent adult to suffer from an illness. It is far from evident that infants or children experience suffering in a similar fashion. Most of the medical literature in pediatric palliative care is articulated around surrogate perception of suffering, usually reported by parents of a sick child.

As mentioned, a complexity in the approach to suffering is its particularly salient anticipatory nature. Indeed, the intensity of care delivered in NICUs is a reflection of a collective hope to give critically ill babies the chance to grow, develop, and lead lives worth living. Thus, healthcare providers and parents carry evaluations of developmental outcomes based on a child’s clinical status and underlying disease; medical decision-making is thus often based on an evaluation of future quality of life. Evidence has shown that healthcare providers perceive a patient’s future quality of life more negatively than parents or older patients themselves. This contrast between providers and families intensifies as the severity of sequelae increases.70 Part of this divide may be explained by resilience, sometimes called the disability paradox, the phenomenon by which most individuals and families adapt to their new reality to the point where their self-evaluated quality of life is equivalent to other typical families. Hence, one’s anticipated suffering, based on an evaluation of future quality of life, is not always indicative of the suffering actually experienced by the future self.71

The complexity of identifying actual, as opposed to future, suffering is striking in neonatology. Do newborns have a sense of self? If not, understanding suffering as a threat to one’s integrity seems impractical. If it is, identification of suffering other than through an outward expression of physical symptoms appears to be an unsurmountable task.

An alternative to the current understanding of suffering as inherently individual is to approach families as an indissociable unit for which the experience of suffering is collective. The newborn, while physiologically independent from his or her parents, has not yet reached a state of psychological individualization that allows the newborn to develop a concept of a life worth living. While we have no way of appreciating the presence or absence of existential suffering in infants, a family’s framework of values and hopes is likely to influence a child’s early concept of quality of life.

Articulating suffering as arising in a family’s ecosystem rather than in individuals themselves has clinical implications. By identifying the sources of distress for the family unit—loss of familial integrity as the routine is disrupted, deviation from the typical trajectory of baby care at home, grieving the loss of a normal child, financial stressors—targeted interventions may promote resilience and optimize bonding between parents and a sick neonate. An attempt at restoring or redefining a family’s integrity has the potential to strengthen a neonate’s thriving within a newly found familial equilibrium.

249A risk of this approach is that the alleviation of a family’s suffering may come at the expense of increased individual suffering for the neonate. For instance, maintaining artificial nutrition in a patient at the end of life may be concordant with his parents’ wish to avoid hunger at all costs while contributing to the baby’s distress by causing abdominal pain or fluid overload.

It is worth noting that this macroscopic approach to suffering may be relevant outside of neonatology. The particularities of this concept here is that a neonate has never had the chance to formulate or express his own goals or hopes for himself.

Another alternative approach to understanding suffering in the neonate, which might apply to prenatal medicine as well, is to circumscribe it to nociception and other unpleasant bodily perceptions. In this framework, the task of physicians would ultimately be to monitor and treat symptoms as they appear. While easier, this approach still begs the question: How does one identify the threshold—be it age, developmental milestone, or so forth—above which an infant is deemed capable of experiencing suffering other than physical?

We do not have answers to these thorny questions. Nonetheless, we believe that at this time an inclusive approach to suffering, one that understand the caregiver–neonate dyad as indissociable, may yield better results, allowing providers to reach more deeply in a family’s inner world. This may be both helpful throughout the course of an illness and into bereavement care. Healthcare providers and families will continue to make decisions based on perceived and lived distress; collaboration among all parties is crucial in determining how to identify and alleviate suffering.

Clinical Implications



  •  Pain assessment and management is important irrespective of the age or maturity of an infant because even very premature neonates possess the ability to experience nociception.

  •  Expert management of pain in the neonate includes a combination of nonpharmacologic and pharmacologic interventions.

  •  Opioids and benzodiazepines are the most commonly used medications for analgesia and sedation in neonatology; they are effective at alleviating pain and dyspnea and are useful agents at the end of life.

  •  Suffering has multiple components, some of which may not be discernable in the neonate. Proactive assessment and treatment of physical symptoms are key to alleviating suffering.

CONCLUSION

Addressing pain and suffering is a cornerstone of palliative care across the age spectrum. They require attentive and proactive management from the healthcare team. Although several pharmacologic and nonpharmacologic interventions are available to the clinician for treatment of pain, further inquiry into alternative pharmacologic agents, 250opioid-sparing therapies, and other means to alleviate symptoms both before and at the end of life are crucial for the development of robust perinatal palliative care.
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Managing Pain and Discomfort in the Mother
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Whether the mother and baby are well or are gravely ill, the primary goals of the anesthesia care team remain constant: (a) to provide the best pain relief possible for the mother while minimizing the negative impact of that pain relief on the baby and mother; and (b) to design a care plan that will facilitate, optimize, and normalize the mother’s ability to interact, care for, and bond with her newborn, especially in the first hours after delivery. While implementation of these goals is relatively straightforward when both the mother and baby are well, their implementation may become much more challenging when a palliative care approach is anticipated for a gravely ill baby. This chapter addresses how the entire care team can best meet these both of these important goals when a palliative care approach for the baby is anticipated.

 





CASE STUDY

In perinatal pain management—whether the mother and baby are considered to be well or to be gravely ill—the primary goals include: (a) provision of the best pain relief possible for the mother while minimizing the negative impact of that pain relief on the newborn and mother, as well as (b) devising a care plan that will facilitate, optimize, and normalize the mother’s ability to interact, care for, and bond with her newborn, especially in the first hours after delivery. An understanding of maternal pain management is paramount when a palliative care approach is anticipated for a gravely ill newborn.

Hope is a 37-year-old G3P2002 who was pregnant with a male fetus named Benjamin. She was referred for prenatal counseling and transfer of prenatal care with subsequent delivery secondary to fetal diagnosis of congenital heart defect. Hope and her husband, Scott, have participated in prenatal counseling and birth planning in which an interprofessional team was present, including obstetrics, neonatology, nursing, palliative care, and chaplaincy. During the course of prenatal discussions, Hope and Scott expressed desire for their baby to receive neonatal resuscitative efforts in the delivery room, with subsequent opportunity for them to meet their baby boy once stabilized. Hope conveyed her desire for spontaneous and unmedicated labor with vaginal delivery, as she had effectively delivered her previous children in this manner.

256At her 40-week prenatal visit, Hope reported decreased fetal movement, and it was determined via ultrasound evaluation that her fetus demonstrated evidence of decreased cardiac function, which is concerning for neonatal survival beyond the delivery room.

An impromptu consultation ensued, including obstetrical, neonatal, and nursing providers, after which Hope and Scott opted for an induction of labor. Hope expressed concern regarding maternal pain management and coping with iatrogenic labor, noting lack of personal experience and desire for optimal bonding with Benjamin. Collectively, the team addressed Hope’s concerns, acknowledging the alteration in her previous plan for spontaneous labor and delivery. The team provided education specific to the induction process and pain management options, citing potential for impact on maternal decision-making and conciousness as well impact on her baby boy, Benjamin.

Case Questions



  1.  How do the various interventions for maternal pain management affect the baby receiving palliative care?




  2.  How do the various interventions for maternal pain management affect maternal decision-making as it relates to the baby receiving palliative care?




  3.  How can the team caring for the mother anticipating a gravely ill baby support the mother’s ability to interact, care for, and bond with her newborn while paying consideration to maternal pain management?










 

 





OBJECTIVES

This chapter addresses the following objectives:



  •  Clarify the goals of the anesthesia care team in the context of perinatal palliative care: maternal pain relief and optimizing maternal–infant interaction

  •  Describe multimodal pain control measures for the mother in labor and, in the postpartum period, to facilitate the mother’s ability to interact, care for, and bond with her newborn, especially in the first hours after delivery






 

INTRODUCTION

Whether the mother and baby are well or are gravely ill, the primary goals of the anesthesia care team remain constant: (a) to provide the best pain relief possible for the mother while minimizing the negative impact of that pain relief on the fetus, newborn, and mother; and (b) to design a care plan that will facilitate, optimize, and normalize the mother’s ability to interact, care for, and bond with her newborn, especially in 257the first hours after delivery. Implementation of these goals is relatively straightforward when both the mother and newborn are well, but their implementation may become much more challenging when a palliative care approach is anticipated for a gravely ill newborn baby. This chapter addresses how the entire care team can best meet both of these important goals when a palliative care approach for the newborn baby is anticipated.

When speaking or writing about pain in the parturient, some will glibly state that labor is a natural phenomenon and that labor pain is “pain with a purpose.” The authors would counter that “the easiest pain to bear is someone else’s.” While being mindful that labor and its associated pain should not be thought of as an illness and that most mothers would prefer their delivery to be as natural as possible, in our collective experience, we have found that few mothers would choose pain in childbirth if that pain could be avoided without negative impact to herself or her newborn. The purpose of this chapter is not to advocate for or against any specific pain treatment modality, but to provide the reader some perspective on how each pain management intervention affects both of the aforementioned goals. Furthermore, nothing in this chapter should be construed to mean that one’s desire to pursue these goals should supersede the entire care team’s imperative to ensure the safety of the mother, fetus, and newborn.

LABOR PAIN AND ITS EFFECT ON THE MOTHER AND BABY

Labor pain is complex from both a neuroanatomic and behavioral viewpoint.1 During the first stage of labor, pain is primarily the result of the stretching and distension of the lower uterine segment and dilation of the cervix. This pain is subserved by visceral sympathetic nerves of T10 to L1.2 The pain of the second stage of labor is primarily somatic in nature and is generated from stretching of the perineum. It is subserved by the branches of the sacral and pudendal nerves that find their origin from S2 to S4. From a behavioral viewpoint, the laboring mother’s personal experience of the birth process, as well as her outward expression of pain, is influenced by a variety of factors, including prenatal expectations regarding labor pain as well as her cultural, emotional, motivational, cognitive, attitudinal, and experiential mindset.3

Regardless of whether some or all of these factors are at play, ample evidence suggests that poorly controlled labor pain can have a deleterious effect on the health of the mother and the newborn baby.4 The fear and anxiety associated with poorly controlled labor pain can increase levels of maternal catecholamines, resulting in an increase in the mother’s peripheral vascular resistance, blood pressure, and heart rate. Hyperventilation during the pain of uterine contractions can result in an increase in oxygen consumption, yielding a relative maternal hypoxemia and hypocarbia. Left untreated, these physiologic responses to labor pain can result in a poorly coordinated uterine contraction pattern that may decrease utero-placental perfusion, ultimately causing fetal acidemia and hypoxemia.

258MANAGING LABOR PAIN WHEN A PALLIATIVE CARE APPROACH IS ANTICIPATED

Contemporary practice suggests that while there is not a one-size-fits-all approach to managing labor pain, some generalizations can be made. First, communicating with the patient is crucial to understanding what her expectations are regarding pain management during labor. This communication is best done not in the middle of an exceptionally strong contraction, but as part of the delivery planning process. This applies to all pregnant women but it is especially relevant when a palliative care approach for the newborn baby is anticipated because the choice of pain management modalities can significantly affect the mother’s ability to interact and bond with the baby in the palliative care setting.

Second, flexibility wins the day. Each labor is different, and even the most experienced multipara may need to be given permission to change her labor pain management plan if her pain is spiraling out of control. Each member of the care team may have strong opinions about how labor pain management should be conducted, but all need to remember that they are not the one in pain. Nonjudgmental, affirming, guided decision-making is appropriate to optimize the mother’s pain control and to ensure safety of the mother, fetus, and the newborn baby. Rigid dogma regarding the best way to have a baby—natural childbirth, epidural, or meditation, for example—is to be avoided.

Third, the following should be acknowledged: (a) some pain management modalities work better than others to relieve labor pain; and (b) some labor pain management modalities are more likely to have side effects that may interfere with the mother’s ability to interact, care for, and bond with her newborn, especially in the first minutes and hours after delivery, which is especially significant in the palliative care setting.

Fourth, an individualized multimodal approach that takes the wishes of the mother into account will most often yield the best results both in terms of safety and pain relief, as well as optimizing the maternal–newborn interaction in the first few hours after birth. This can be extremely important when the newborn is gravely ill and not expected to live.

LABOR PAIN MANAGEMENT OPTIONS

Pain management options for labor pain can be divided into five categories: (a) mind/body techniques; (b) nonpharmacologic/complementary therapies; (c) pharmacologic therapies; (d) neuraxial interventions; and (e) nerve blocks and local infiltration techniques (Box 16.1). Each category is briefly discussed.

Mind/Body Techniques

The following mind/body techniques have been shown to have a salutary effect in helping to reduce the laboring mother’s physiologic responses to the fear, stress, and pain associated with labor. These techniques have in common the fact that they can be effective in reducing the need for pharmacologic, neuraxial, and nerve block interventions, and they do not interfere with the mother’s ability to interact, care for, and bond with her newborn 259following delivery. This can be especially beneficial when a palliative care approach is planned for the baby and the mother’s and baby’s time together may be limited.

 





BOX 16.1 CATEGORIES OF LABOR PAIN MANAGEMENT OPTIONS



  •  Cognitive/behavioral therapies

  •  Nonpharmacologic/complementary therapies

  •  Pharmacologic therapies

  •  Neuraxial interventions

  •  Nerve blocks/local infiltration techniques






 

Mind/body techniques are thought to act primarily by enhancing the activity of descending inhibitory neural pathways. When considering the use of the following techniques, the care team should be cognizant of the role that ambient lighting, noise levels, and temperature can have in ameliorating or exacerbating the stress of the mother and fetus. Caregivers should also be sensitive to the fact that some mothers may believe that some or all of these mind/body techniques are in conflict with their basic religious tenets and must not be used.

Psychoprophylaxis

Psychoprophylaxis, or Lamaze, usually serves as the starting point for all labor pain management treatment plans because of its wide accessibility, safety, effectiveness, and lack of side effects.5 This very popular and widely accepted prepared childbirth technique is thought to be effective by: (a) enhancing the mother’s knowledge of the labor and delivery process; (b) teaching the mother breathing and relaxation techniques that reduce anxiety and promote calm; (c) involving a birth partner in the labor preparation and delivery process; (d) encouraging the mother to move about during the labor process; and (e) ultimately increasing the mother’s confidence in her ability to give birth. The psychoprophylactic or Lamaze method has been codified into “Six Healthy Birth Practices” that are embraced worldwide (Box 16.2).

Guided Imagery, Biofeedback, and Self-Hypnosis

With maternal practice prior to beginning labor, guided imagery, biofeedback, and self-hypnosis are other ways that the laboring mother can gain a modicum of control over her environment and make labor less fearful, stressful, and painful.6 These techniques can be combined with patterned breathing and distraction techniques such as hip compression to help manage labor pain and to reduce fear and anxiety. Guided imagery utilizes positive visualization scenarios, such as relaxing on a warm sunny beach, taking a walk through a favorite park with a loved one, and so forth. With practice prior to labor, the laboring mother can use guided imagery to teach herself to relax on cue. Biofeedback training helps the woman to focus on her physiologic metrics, such as the heart rate, breathing, and muscle tension with the use of electronic feedback and, with practice, allows the laboring woman to use that feedback to modify the involuntary physiologic responses associated with fear, stress, and pain.7 Self-hypnosis techniques train the brain to produce a deep relaxation response on demand and are another way that a mother can help modify the physiologic and emotional stresses associated with labor and decrease pain.

 





260BOX 16.2 THE SIX HEALTHY BIRTH PRACTICES OF THE PSYCHOPROPHYLACTIC OR LAMAZE METHOD



  1.  Let labor begin on its own

  2.  Walk, move around, and change positions throughout labor

  3.  Bring a loved one, friend, or doula for continuous support

  4.  Avoid interventions that are not medically necessary

  5.  Avoid giving birth on your back; follow your body’s urges to push

  6.  Keep mother and baby together—It’s best for the mother, baby and breastfeeding






 

Meditation, Prayer, and Spirituality

Meditation, prayer, and spirituality are additional useful ways that the laboring mother can gain control of the fear, stress, and pain associated with childbirth.8 Meditation helps the laboring mother focus on the present by using a variety of techniques including mantras, such as “strong mother breathe … breathe in for baby … breathe out for baby,” as well as focused relaxation techniques such as deep belly relaxation where the mother places her hands on each side of her belly and focuses on the warmth and movement of the fetus in utero. Prayer and spirituality can help provide a link between a higher power and the mother and fetus during the stress and pain of the labor and delivery process. Prayer and spirituality can also provide positive affirmations and comfort that can help the laboring mother during labor and delivery. Some mothers find practicing, or reciting, a prayer that they find meaningful prior to the onset of labor can help provide focus and strength during labor.

Listening to Music

Listening to music during labor has been shown to reduce stress and pain.9 Although listening to any kind of music chosen by the mother appears to improve pain control and significantly lower anxiety in both the latent and active phases of labor, soft instrumental music has been found to be most effective in achieving these goals during active labor, regardless of maternal or care team musical preferences. Laboring mothers who listened to music during their labor have also been reported to significantly lower postpartum 261anxiety scores when compared with laboring mothers who did not listen to music during labor.10 Some studies suggest that having mothers and their birth partners create their own play lists containing their favorite music prior to labor is an effective means of giving laboring mothers and birth partners a sense of control during labor. In case you are wondering, the number one song on the Spotify Birthing playlist at this writing is Pearl Jam’s Just Breathe, followed by Under Pressure by Queen.11

Nonpharmacologic/Complementary Therapies

Like the mind/body techniques previously discussed, nonpharmacologic/complementary therapies have been shown to have a salutary effect of helping reduce the laboring mother’s physiologic responses to the fear, stress, and pain associated with labor. These techniques have in common the fact that they can be effective in reducing the need for pharmacologic, neuraxial, and nerve block interventions and do not interfere with the mother’s ability to interact, care for, and bond with her newborn following delivery. These nonpharmacologic/complementary therapies can be used in conjunction with mind/body techniques as well as with many of the labor pain management modalities discussed in the following.

Box 16.3 lists some of the more commonly used nonpharmacologic/complementary therapies. These include massage, counter pressure, hydrotherapy, exercise, transcutaneous nerve stimulation, acupuncture, acupressure, shiatsu, reflexology, aromatherapy, birth ball, and manipulative therapy. All of these therapies have as their goal improving the positive connection between the mother’s sense of physical and emotional well-being. They are thought to act, at least in part, by activating peripheral sensory receptors to produce afferent impulses to help “jam” other painful afferent impulses at the spinal cord level via the gate control theory.

 





BOX 16.3 COMMON NONPHARMACOLOGIC/COMPLEMENTARY THERAPIES TO MANAGE THE STRESS AND PAIN OF LABOR



  •  Massage

  •  Counter pressure

  •  Hydrotherapy

  •  Exercise

  •  Transcutaneous nerve stimulation

  •  Acupuncture

  •  Acupressure

  •  Shiatsu

  •  Reflexology

  •  Aromatherapy

  •  Birth ball

  •  Manipulative therapy






 

262Massage and Counter Pressure

Massage has been demonstrated to reduce the stress and pain associated with labor. Some laboring mothers find lower back massage and deep sedative massage of the shoulders to be beneficial, whereas others find smooth, gentle stroking or effleurage provide greater relaxation and pain relief.12 These techniques can be provided during the labor process by a birth partner, massage professional, or both. Counter pressure or hip squeezing is a variation on massage and is performed by having the birth partner place both hands on the sides of the laboring mother’s hips or on the sacrum and then apply increasing pressure as each contraction or “wave” builds.

Hydrotherapy

Hydrotherapy, using warm showers and/or warm water immersion, can provide comfort to the laboring mother and can promote relaxation and pain relief during labor.13 Hydrotherapy may also help to decrease the duration of the first stage of labor. Underwater birth during warm water immersion is an accepted alternative to traditional delivery, and some believe this technique may contribute to a more physiologic delivery for the mother and the newborn baby. Should this method be chosen, the baby’s face should be immediately brought to the surface of the water before vigorous stimulation is applied to the baby to avoid water inhalation. Keeping the baby’s body submerged in the warm water as the mother holds the baby skin-to-skin in a chest-to-chest position the first few moments after birth will enhance the baby’s thermoregulation.

Exercise

Exercise during labor has been to shown to shorten the duration of labor and aid in the reduction of maternal stress and pain.14 While high-impact exercises and exercises that involve heavy lifting should be avoided, walking and stretching exercises during early labor will help increase the rate of contractions and promote a sense of maternal control and well-being. The birth partner and other family members can provide support and encouragement to the mother by joining her as she performs her exercise routine. Common sense fall-prevention strategies should be implemented whenever the laboring mother is up and around.

Transcutaneous Nerve Stimulation

Transcutaneous nerve stimulation (TENS) is believed to provide pain relief during labor by producing nonpainful afferent impulses that compete with the painful afferent impulses of labor for transmission via the spinothalamic tract of the spinal cord to the thalamus and cerebral cortex.15 Recently, high-intensity TENS has been used during labor to provide 263diffuse noxious inhibitory control of pain via the stimulation of release of endorphins. TENS may be used with all of the aforementioned modalities other than hydrotherapy.

Acupuncture, Acupressure, Reflexology, and Shiatsu

Acupuncture, acupressure, reflexology, and shiatsu are manual techniques that seek to restore bodily imbalances caused by labor by activating the body’s own healing mechanisms to restore balance and health.16 Acupuncture utilizes the insertion of needles into specific points that are thought to be associated with the bodily imbalance, whereas acupressure and shiatsu use the application of pressure (Figure 16.1). An interesting study compared the application of acupressure with the application of light touch to the spleen 6 (SP6) point during labor.17 The laboring mothers who received SP6 acupressure demonstrated decreased labor pain and had decreased length of delivery time when compared with mothers who received only light touch to the SP6 point. Reflexology uses pressure applied to specific points on the mother’s hands and feet to stimulate the pituitary gland to release hormones to help speed labor and reduce pain.18 Shiatsu is a Japanese technique that uses maternal or birth partner finger pressure to specific sacral and bladder points during contractions to hasten labor and reduce pain.

Aromatherapy

Aromatherapy uses essential oils from plants to create a sense of well-being in the laboring mother.19 These oils may be diffused into the air, placed into the water during hydrotherapy, or massaged directly into the laboring mother’s skin. Aromatherapy is thought to induce its calming and pain-relieving effects by stimulating the mother’s limbic systems. Use of aromatherapy is generally considered to be safe for the laboring mother, although it may induce allergic conjunctivitis and contact dermatitis in the mother, birth partner, and members of the care team who come in contact with the essential oil (Figure 16.2). The safety of essential oil exposure in the newborn is less clear. It should be remembered that some women experience olfactory sensitivity during pregnancy and may have an aversion to any strong smells during labor, so the use of aromatherapy should be at the mother’s behest.



[image: ]

FIGURE 16.1  Acupressure at the SP6 acupressure point has been shown to decrease labor pain and shorten delivery time.
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FIGURE 16.2  Contact dermatitis from direct application of aromatherapy oil onto the skin.





Birth Ball

The use of a birth ball during labor may help promote the laboring mother’s sense of control and confidence by allowing her to relax ligaments, tendons, and muscles in the pelvis by stretching over the ball.20 Focusing on balance when using the birth ball may help the laboring mother reduce anxiety and pain. The birth ball is frequently used with shiatsu to allow the mother to use the birth ball for support as she applies pressure to shiatsu pressure points on her sacrum; for example, bladder 32 point. Common sense fall-risk precautions are indicated when using the birth ball.

Chiropractic, Osteopathic Manipulative Therapy, and Craniosacral Therapy

Anecdotal reports have suggested that chiropractic, craniosacral, and osteopathic manipulative therapy may provide pain relief and stress reduction in selected patients during labor.21 The mechanism of action of these modalities in reducing labor pain and stress has not been fully elucidated, but their use appears to be well tolerated and safe. Contraindications to these therapies include previous spinal trauma, spinal abnormalities, and abnormalities of the carotid and cerebrovascular system.

Pharmacologic Therapies

Pharmacologic therapies to manage labor pain include herbal remedies, opioids, inhalation of nitrous oxide, and inhalation of halogenated anesthetic agents. Properly used, these pharmacologic therapies can safely ameliorate labor pain with an acceptable side-effect profile for the mother and the baby. Because all of these therapies have the potential to alter the mother’s sensorium, their benefits should be carefully weighed when a palliative care approach for the newborn baby is being planned.

265Herbal Remedies

Herbal remedies are included in this section because they may exert both intended and unintended pharmacologic actions when used during labor and delivery.22 There is a long and rich history of the use of plant materials in the prenatal period to treat morning sickness, and to prepare the uterus, cervix, and perineum for delivery in an effort to reduce the pain of childbirth. Ginger root and peppermint leaf are most commonly ingested as a tisane (herbal tea) or slowly chewed to treat the nausea and vomiting associated with morning sickness and early labor. Raspberry leaf and motherwort are commonly taken to help prepare the uterus and cervix for delivery. A perineal herbal poultice made of comfrey leaf, uva ursi, chamomile, and shepherd’s purse has been recommended to aid in perineal healing after vaginal delivery. While the pharmacologic actions of these herbs appear to be safe for the mother and the baby, it should be remembered that limited scientific data support their routine use.

Parenteral Opioids

Parenteral opioids are used to provide labor analgesia in approximately 50% of deliveries in the United States. Opioid ability to provide labor analgesia is related to their ability to produce strong mu-receptor agonism in the periaqueductal gray matter of the brain and the substantia gelatinosa of the spinal cord.23 The choice of opioid and its route of administration are based on a variety of factors, including the onset of action, peek effect, duration of action, and its side effect profile, as well as the preference and experience of the care team (Table 16.1).23 Opioids may be given intramuscularly (IM), by intermittent IV bolus, or via patient-controlled analgesia (PCA). The IV route of administration provides a faster onset of analgesia with a shorter duration of action, whereas IM administration should be considered when pain relief for a longer duration is needed or when IV access is not readily available.

PCA may improve the laboring mother’s satisfaction with her pain control and may decrease opioid-related side effects. While meperidine has traditionally been the most common opioid used with PCA to manage labor pain, the drug’s side effect profile mitigates against its routine use in labor analgesia. Current practice suggests that with careful monitoring for maternal respiratory depression and sedation using pulse oximetry, capnography, and high levels of care team surveillance, remifentanil administered via PCA currently represents the safest choice for the mother and the baby when an opioid is chosen to manage labor pain.

All opioids, including remifentanil, have the potential to produce side effects for the mother, fetus, and the newborn baby.24 Maternal side effects include respiratory depression, altered sensorium ranging from dysphoria to sedation, confusion, nausea, vomiting, orthostatic hypotension, itching, and urinary retention. Since all opioids cross the placenta, there is an ever-present possibility of side effects during transition from fetal to neonatal life, including respiratory depression, sedation, and difficulties in initiating and sustaining breastfeeding. These side effects can have serious implications for both the mother and the baby when a palliative care approach is planned for the newborn baby or if the baby is gravely ill but expected to survive only for the short term.25 If opioids are to be used, the interval from its administration to delivery should be as short as possible, using the lowest dose of opioid that will provide acceptable levels of maternal analgesia.
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267Inhalation of Nitrous Oxide and Halogenated Anesthetic Agents

Inhalation of subanesthetic concentrations of anesthetic gas to provide labor analgesia has gained greater acceptance in countries other than the United States. Inhaled anesthetics in common use around the world include nitrous oxide (N2O) and halogenated hydrocarbon anesthetics, including trilene, enflurane, isoflurane, desflurane, and sevoflurane. Of these anesthetics, a 50:50 mixture of oxygen and N2O and sevoflurane appears to be the safest and most efficacious when managing labor pain, with sevoflurane inhalation associated with greater maternal sedation.26 The self-administration of a 50:50 mixture of oxygen and N2O by the mother at the onset of the contraction and discontinuation of inhalation as the contraction wanes will provide some relief of labor pain, but it is best used as an adjuvant analgesic to neuraxial or opioid techniques. The use of a 50:50 mixture of oxygen and N2O to provide labor anesthesia has increased recently in the United States.

While the use of maternal self-administered oxygen and N2O inhalation to manage labor pain appears to have minimal effect on the mother and the newborn baby’s cardiac, respiratory, hepatic, or renal function, maternal side effects, including dizziness, dysphoria, confusion, and inability to cooperate with care team instructions, nonetheless requires close monitoring when this analgesic technique is utilized. Furthermore, the inability to adequately scavenge N2O within the labor and delivery room may present significant health risks to members of the care team who are exposed to trace amounts of the gas over prolonged periods of time.27

Neuraxial Interventions

Neuraxial interventions commonly used to manage labor pain include epidural, spinal, combined spinal–epidural, and continuous spinal analgesia. While no perfect modality for labor anesthesia exists, neuraxial labor analgesia probably comes closest. In the United States, over 60% of laboring mothers receive some form of neuraxial analgesia to manage labor pain, with epidural analgesia being far and away the most common form chosen.

Neuraxial analgesia techniques are ideally suited to meet the complex neuroanatomic demands of labor pain. During the first stage of labor, the neuraxial analgesia technique chosen must be able to lessen the pain produced by the stretching and distension of the lower uterine segment and dilation of the cervix. This pain is subserved by visceral sympathetic nerves T10 to L1. As labor progresses to the second stage of labor, the neuraxial analgesia technique chosen must be able to lessen the somatic pain generated from stretching of the perineum, which requires neural blockade of branches of the sacral and pudendal nerves that find their origin from S2 to S4. The blocking of the different nerves that subserve the mother’s labor pain as the labor progresses must be accomplished while at the same time minimizing side effects that may hinder the progress of labor, harm the mother, fetus, and newborn baby, or interfere with the mother’s ability to interact, 268care for, and bond with her newborn, especially in the first hours after delivery. This last requirement is especially important when a palliative care approach for the baby is anticipated and the need for the mother to immediately interact with the gravely ill baby is critical.

The most common side effect associated with neuraxial labor analgesia is maternal hypotension.28 This side effect is caused by the blockade of the sympathetic nerves by administered neuraxial local anesthetics combined with a decrease in the mother’s pain-induced circulating catecholamines after the labor pain is controlled. Maternal hypotension following neuraxial anesthesia is a common enough occurrence that very frequent monitoring of the mother for hypotension and orthostasis is mandatory. Typically, vital signs are taken every minute for 5 minutes following the administration of neuraxial labor analgesia and are then rechecked every 10 minutes for the next 30 minutes and at routine 15-minute intervals thereafter. Increased monitoring of vital signs is indicated after each intermittent “top-off” dose of local anesthetic and/or opioid administration and whenever continuous infusions or patient-controlled epidural analgesia is used. The concomitant administration of parenteral opioids with neuraxial labor analgesia techniques may increase the incidence of maternal hypotension. Maternal coagulopathy and sepsis are absolute contraindications to the use of neuraxial labor analgesia techniques and maternal hypovolemia represents a relative contraindication. In spite of the best efforts, rare serious side effects can occur as a result of neuraxial labor analgesia. These include damage to neural structures, epidural hematoma, and epidural abscess.

Epidural Analgesia

Epidural analgesia has been used to provide labor analgesia since 1946. It has been shown to be safe for the mother and the baby, with large studies showing Apgar scores and umbilical cord blood pH levels in babies born under epidural analgesia comparable to those in babies born without neuraxial anesthesia. With extensive clinical experience, the techniques used for epidural labor analgesia have been modified to provide the mother adequate pain relief without significantly hindering the progress of labor or increasing the rates of cesarean and forceps deliveries. These modifications have also yielded a decrease in maternal side effects such as hypotension and dense motor block that may interfere with the mother’s ability to interact, care for, and bond with her newborn, especially in the first hours after delivery. These modifications have been made possible by the use of low-dose and ultra-low-dose local anesthetic solutions alone or in combination with neuraxial administration of opioids (Table 16.2). These modifications are often described under the rubric of “walking epidural” in the acknowledgment of the increased maternal mobility and decrease in orthostatic hypotension that occurs when these new techniques are used. Maintenance of labor analgesia via the epidural neuraxial route is accomplished by intermittent bolus, continuous infusions, patient-controlled epidural analgesia, and programmed intermittent epidural bolus.29 Regardless of the technique used to maintain epidural analgesia, high levels of vigilance and scheduled monitoring of maternal and fetal vital signs are required to avoid side effects and complications.
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Serious side effects and complications associated with the use of epidural analgesia to manage labor pain have been further reduced by the routine use of a test dose of local anesthetic alone or in combination with a small amount of epinephrine to identify the inadvertent subdural, intrathecal, or intravascular placement of the needle and/or epidural catheter.30 This test dose is administered prior to the administration of the large-volume loading dose that is necessary to implement epidural labor analgesia. In the instance of inadvertent intrathecal placement of the needle and/or epidural catheter, the mother would experience the very rapid onset of sensory and motor block in the distal lower extremities following administration of the test dose. With the inadvertent intravascular placement of the needle and/or epidural catheter, the mother may experience perioral tingling and a lightheaded feeling. The addition of epinephrine to the test dose will improve the ability to identify inadvertent intravascular epidural catheter placement when compared with local anesthetics alone because the epinephrine will produce an almost immediate maternal tachycardia and increased blood pressure.

Combined Spinal–Epidural Labor Analgesia

Combined spinal epidural labor analgesia is performed by first placing an epidural needle into the epidural space and then placing a 25- or 27-gauge spinal needle through the epidural needle and intentionally advancing it through the dura into the intrathecal space.31 This spinal needle is then used to administer a dose of local anesthetic or opioid, either alone or in combination, into the intrathecal space to effect a rapid onset of labor analgesia (Table 16.3). After the intrathecal administration of the local anesthetic and/or opioid through the spinal needle, the spinal needle is removed and an epidural catheter is then placed into the epidural space through the epidural needle. Less commonly, a “single-shot” bolus of local anesthetic or opioid alone or in combination is injected through the epidural needle into the epidural space, and the epidural needle is then immediately removed without placing an epidural catheter. If it is chosen to place an epidural catheter, the intrathecal dose that was given through the spinal needle is followed up with low-dose or ultra-low-dose epidural intermittent injections, continuous epidural infusions, or patient-controlled epidural analgesia techniques via epidural catheter.
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Combined spinal–epidural analgesia is most useful in advanced labor when a rapid onset of neural blockade of the sacral spinal segments is required and best accomplished by intrathecal (spinal) administration of local anesthetics, with or without opioids.32 The most common side effects of opioids administered into the intrathecal space using a combined spinal–epidural or a simple spinal injection are nausea, vomiting, pruritus, and urinary retention. Because the dura is punctured, post-dural puncture headache remains a distinct possibility. Delayed respiratory depression following the intrathecal administration of the lipid-soluble opioids fentanyl and sufentanil is very rare when compared with the intrathecal administration of morphine. Owing to the rapid decrease in maternal circulating catecholamines following the onset of analgesia, fetal bradycardia and other non-reassuring fetal heart rate patterns may also be observed. These fetal heart rate abnormalities will be exacerbated if maternal hypotension is also present. It should be noted that all of these side effects may interfere with the mother’s ability to interact, care for, and bond with her newborn, especially in the first hours after delivery.

Continuous Spinal Analgesia

While effective in the management of labor pain, widespread use of continuous spinal anesthesia has been limited, primarily because of the increased risk of post-dural puncture headaches associated with this technique.33 A further concern limiting widespread acceptance is the possibility that the care team staff may misidentify the intrathecal catheter as the much more commonly used epidural catheter and erroneously administer much larger epidural doses of local anesthetic and/or opioid rather than the smaller intrathecal doses appropriate for a spinal catheter, resulting in almost immediate total spinal anesthesia. Not promptly recognized, a high or “total” spinal resulting from this 271complication can result in significant maternal and fetal morbidity and mortality. For these reasons, in most centers, the use of continuous spinal anesthesia is limited to situations when accidental, but confirmed, dural puncture occurs when trying to identify the epidural space.

Nerve Blocks and Local Infiltration Techniques

Sterile Water Injections

The injection of 0.5 mL of sterile water subcutaneously at four points on the mother’s back has gained some acceptance as a method to provide labor analgesia during the first stage of labor.34 This modality is thought to work in a manner analogous to acupressure by activating peripheral sensory receptors to produce afferent impulses to help “jam” other painful afferent impulses at the spinal cord level via the gate control theory. Scientific studies do not provide consistent support for this approach, but its use continues owing to the technique’s safety, low cost, ease of administration, and maternal acceptance.

Ultrasound-Guided Interfascial Plane Blocks

With the increased use of ultrasound-guided needle placement for nerve blocks, there is renewed interest in the use of paravertebral lumbar sympathetic blocks and interfascial plane blocks to provide labor analgesia.35 These blocks are a reasonable alternative to neuraxial anesthesia, assuming the technical competence of the operator and the availability of ultrasound equipment. These techniques avoid some of the risks and side effects associated with neuraxial anesthesia. Placement of catheters into interfascial planes when performing interfascial plane blocks can allow for continuous analgesia without the need for repeated needle placement.

Paracervical Block

Paracervical block with local anesthetic is occasionally used to provide labor analgesia during the first stage of labor, especially in settings where neuraxial anesthesia is unavailable or when the mother declines the use of neuraxial anesthesia but is experiencing significant pain from cervical dilatation.36 To perform paracervical block, local anesthetic is injected submucosally at the lateral and posterior uterocervical junction to block the paracervical ganglion. Paracervical block does not generally interfere with the mother’s ability to ambulate or subsequently interact, care for, and bond with the newborn. Side effects are rare but include local anesthetic toxicity and needle-induced trauma to the fetus and the newborn, including bradycardia, at times associated with a prolonged Q-T interval, apnea, and neonatal seizures. Generally, fetal bradycardia occurring following paracervical block is self-limited.

Pudendal Block

Pudendal nerve block with local anesthetic is often used to provide labor analgesia during the second stage of labor, especially in settings where neuraxial anesthesia is 272unavailable, when neuraxial anesthesia fails to adequately block the S2–S4 nerves, or when the mother declines the use of neuraxial anesthesia but is experiencing significant pain from perineal stretching.37 Pudendal nerve block is accomplished by the transvaginal injection of local anesthetic at the posteromedial ischial spine with resultant anesthesia of the lower vagina and perineum. Side effects are rare, but include local anesthetic toxicity and needle-induced trauma to the fetus.

Local Infiltration

Local infiltration of the perineum can be used to decrease the pain of perineal stretching when the position of the descending fetal head precludes the placement of transvaginal pudendal nerve block.38 Local infiltration of the perineum is also used to provide anesthesia for episiotomy when neuraxial anesthesia was not used or the level of perineal anesthesia is inadequate to perform episiotomy.

Anesthesia for Cesarean Delivery

Neuraxial Versus General Anesthesia for Cesarean Delivery

In the United States, most planned cesarean deliveries are performed under neuraxial anesthesia, as are most unplanned, nonemergent cesarean deliveries. When there are contraindications to neuraxial anesthesia, including coagulopathy, maternal hypovolemia due to hemorrhage, and sepsis, or when an urgent cesarean section is required, general anesthesia with rapid-sequence induction is more commonly used.39 In urgent situations where general anesthesia is unavailable, cesarean delivery can be performed under local infiltration of the planned surgical incision site.

For cesarean delivery, neuraxial anesthesia has the advantage of limiting maternal and fetal exposure to the high levels of inhalational and IV anesthetics, such as propofol and midazolam, required to render the mother unconscious for surgery.39 These levels of inhalational and IV anesthetics often cloud the mother’s sensorium in the immediate postoperative period, interfering with the mother’s ability to interact, care for, and bond with her newborn. This can be especially problematic when a palliative care approach is planned for a gravely ill newborn and timely return to maternal baseline activities is important. Other advantages of neuraxial anesthesia include avoiding the risks of maternal aspiration that may occur during induction of general anesthesia, as well as the maternal and fetal hypoxemia associated with difficult endotracheal intubation.40 Neuraxial anesthesia techniques for cesarean delivery will also allow the concurrent administration of neuraxial opioids to help provide postoperative pain relief. Advantages of general anesthesia for cesarean delivery include the rapid and predictable onset of anesthesia, the benefit of a secure airway, and the ability to provide controlled ventilation in resuscitative situations because of endotracheal intubation. A properly conducted general anesthesia for cesarean delivery is associated with less maternal hemodynamic instability when compared with neuraxial anesthesia.

273Spinal Anesthesia for Cesarean Delivery

Spinal anesthesia is currently the most common anesthetic technique for cesarean delivery. Technically, spinal anesthesia is easier to perform than epidural anesthesia and has the added advantage of a more rapid onset and a higher degree of reliability in providing dense surgical anesthesia for cesarean delivery when compared with epidural anesthesia. Although maternal hypotension is common with spinal anesthesia owing to the almost complete local anesthetic-induced sympathetic blockade, its incidence and severity can be markedly decreased if maternal prehydration, early administration of vasopressors, and maneuvers to avoid aortocaval compression are utilized.41

Epidural Anesthesia for Cesarean Delivery

For patients who require a cesarean delivery and have already had an epidural catheter placed to provide labor analgesia, epidural anesthesia is an excellent choice.42 The presence of an epidural catheter allows staff to safely titrate the required dosage of local anesthetic, to administer epidural opioids and other adjuvant analgesics, and to administer additional boluses of local anesthetic to extend the operative time if necessary. For patients who require a nonurgent cesarean delivery but have not had a previously placed epidural catheter, an epidural catheter can be placed to administer local anesthetic alone or in combination with opioids to provide surgical anesthesia and then be used to provide postoperative analgesia. Alternatively, spinal anesthesia can be used.

Combined Spinal–Epidural Anesthesia for Cesarean Delivery

Combined spinal–epidural anesthesia is an alternative option for providing anesthesia for cesarean delivery.43 Combined spinal–epidural anesthesia capitalizes on the inherent advantages of both the spinal and epidural techniques and is performed by first placing a needle suitable for epidural catheter placement into the epidural space and, prior to placing an epidural catheter, placing a 25- or 27-gauge spinal needle through the epidural needle and intentionally advancing it through the dura into the intrathecal space.44 A low dose of local anesthetic and opioid is then injected through the spinal needle into the intrathecal space to provide rapid onset of analgesia, and the spinal needle is then removed. An epidural catheter can then be advanced into the epidural space via the previously placed epidural needle, and additional doses of local anesthetics and/or opioids can be administered as needed.

Ultrasound-Guided Interfascial Plane Blocks for Cesarean Delivery

Ultrasound-guided transversus abdominis interfascial plane block is also a reasonable option for providing anesthesia for cesarean delivery.45 The interfascial plane block is very straightforward to perform by operators trained in the use of ultrasound guidance to place needles. To perform transversus abdominis interfascial plane block for cesarean delivery anesthesia, needles are placed using ultrasound guidance into the facial plane 274between the internal oblique and transverse abdominis muscles to block nerves that provide sensory innervation to the anterior abdominal wall. This technique has the advantage of simplicity, the avoidance of neuraxial structures during needle placement, the lack of maternal sedation, and a much lower incidence of maternal hypotension when compared with neuraxial anesthesia. Continuous transversus abdominis plane block using a catheter placed into the interfascial plane between the internal oblique and transverse abdominis muscles can be used for the injection of local anesthetics for cesarean delivery anesthesia and then used for postoperative pain relief.

POST-DELIVERY AND POST-CESAREAN DELIVERY ANALGESIA

Any care plan to manage post-delivery and post-cesarean pain must balance the analgesic efficacy of the chosen analgesic approach with the side effect and risk profile for the mother, fetus, and the newborn baby.46 An assessment of the chosen approach’s impact on the mother’s ability to interact, care for, and bond with her newborn, especially in the first hours after delivery, must also be considered, especially in the palliative care setting. The impact of analgesia on the mother’s decision to breastfeed must also be considered. Flexibility in this regard may be necessary in the palliative care setting to provide the mother with an opportunity to hold the gravely ill infant when imminent neonatal death is likely.

Adding to the complexity of formulating a post-delivery and post-cesarean pain management plan is that formulating the plan must be done within the context of maternal preferences and care team expertise. Regardless of the ultimate treatment plan chosen, there is no doubt that the best post-delivery and post-cesarean pain management plan is one that does not cloud the mother’s or newborn baby’s sensorium and promotes bonding between the mother and her newborn. There is also no doubt that a plan that causes side effects such as nausea, vomiting, pruritus, sedation, confusion, agitation, memory impairment, and results in a maternal inability to sit up or ambulate will negatively affect maternal–newborn bonding. In the authors’ experience, a patient-centric multimodal analgesic plan that takes into account maternal preferences and embraces flexibility is likely to be superior to standard protocols, as long as safety is at the forefront of decision-making. Treatments that are commonly used to manage post-delivery and post-cesarean delivery pain are listed in Box 16.4. They include many of the nonpharmacologic treatment options used to manage labor pain, acetaminophen, nonsteroidal anti-inflammatory agents, opioids, neuraxial techniques, nerve blocks and infiltration with local anesthetics, and ultrasound-guided interfascial plane blocks.

Nonpharmacologic Treatments

Many of the nonpharmacologic treatment options used to manage labor pain that were previously discussed may be used to help manage post-delivery and post-cesarean pain. The decision whether to include these nonpharmacologic treatment options in a multimodal analgesic plan is based largely on maternal preference and care team acceptance.47
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  •  Nonpharmacologic treatment options

  •  Acetaminophen

  •  Nonsteroidal anti-inflammatory agents

  •  Opioids

  •  Neuraxial techniques

  •  Nerve blocks and infiltration with local anesthetics

  •  Ultrasound-guided interfascial plane blocks






 

Acetaminophen

Acetaminophen is a reasonable first pharmacologic choice for inclusion in a multimodal post-delivery and post-cesarean delivery pain treatment plan. The drug is well tolerated and provides a 20% opioid-sparing effect. It has no central nervous system side effects either for the mother or for the baby and is considered safe to use when breastfeeding. A structured, around-the-clock dosing schedule for the first 48 to 72 hours following delivery is recommended, followed by as needed or PRN use.

Nonsteroidal Anti-Inflammatory Agents

Although a variety of nonsteroidal anti-inflammatory agents (NSAIDs) have been advocated to manage post-delivery and post-cesarean delivery pain, the two best studied are ibuprofen and diclofenac.47 These drugs are generally considered to be safe in the immediate postpartum period and are especially useful for visceral cramping pain. NSAIDs provide a 30% to 40% opioid-sparing effect, which may allow the mother a sufficient decrease in the amount of opioids required to provide adequate analgesia or to eliminate opioid analgesics completely. NSAIDs are, however, associated with gastrointestinal upset and increased postoperative bleeding. This class of drugs should be used with caution in patients with preeclampsia or having renal insufficiency. The NSAIDs have no central nervous system side effects for the mother or the baby and are considered safe when breastfeeding. They can be given concurrently with acetaminophen for a short time on a scheduled around-the-clock basis.

Ketamine

Ketamine is included in this list due to the recent increased interest in the use of this selective N-methyl-d-aspartate-receptor antagonist in labor and delivery.48 Although the drug appears to be relatively safe in this clinical setting, the authors do not support its 276routine use, owing to its unacceptable side-effect profile that includes hallucinations, disturbing dreams, confusion, visual disturbances, dizziness, lightheadedness, and a maternal sense of “just not feeling like themselves.” These worrisome side effects combined with the drug’s propensity to cause LSD-like flashbacks preclude its use in the setting where a palliative care approach for the newborn is planned or suddenly becomes necessary.

Epidural Analgesia and Ultrasound-Guided Interfascial Plane Blocks

If an epidural catheter has been placed for labor analgesia and/or cesarean delivery anesthesia, it may be utilized to administer dilute local anesthetics or opioids, alone or in combination, to provide post-delivery and post-cesarean pain relief. The advantages and disadvantages of this approach must be weighed against the increasing risk of neuraxial infection the longer the epidural catheter is left in place.49 If post-delivery or post-cesarean pain control is still problematic and it is believed to be in the best interest of the mother to remove the existing epidural catheter, consideration should be given to an ultrasound-guided interfascial plane block with local anesthetic. Options include the transversus abdominis, quadratum lumborum, and erector spinae interfascial plane blocks.50 It should be noted that these plane blocks work well for abdominal wall somatic pain control but are less efficacious for the management of cramping visceral pain following vaginal delivery or cesarean section.

Clinical Implications of Perinatal Pain Management



  •  Whether the mother and baby are well or are gravely ill, the primary goals of the anesthesia care team are to provide the best pain relief possible for the mother while minimizing the negative impact of that pain relief on the newborn baby and the mother; and to design a care plan that will facilitate, optimize, and normalize the mother’s ability to interact, care for, and bond with her newborn, especially in the first hours after delivery.

  •  Labor pain is complex from both a neuroanatomic and behavioral viewpoint.

  •  Clear, intentional, nonjudgmental communication among care team members and the mother, family, and friends is critical when caring for the mother and the baby.

  •  Pain management options for labor pain can be divided into five categories: (a) mind/body techniques; (b) nonpharmacologic/complementary therapies; (c) pharmacologic therapies; (d) neuraxial interventions; and (e) nerve blocks and local infiltration techniques.

  •  The care team must remain flexible when caring for the mother and the baby insofar as the choice of pain management options is concerned.

  •  Each pain management option has risks and benefits, and these must be considered when designing a perinatal pain management plan, especially in the neonatal palliative care setting.

  •  277Parents faced with a newborn who will receive palliative care are asked to make many incredibly difficult decisions without the adequate data, experience, context, or perspective to make them. It is imperative that the care team help guide this process.

SOME FINAL THOUGHTS

Whether it is a mother anticipating delivery of a gravely ill baby not expected to survive, a newborn with palliative needs, or a neonatal death, it is an incredibly difficult situation for all involved. In truth, nothing can fully prepare a family for this situation, but when possible, thoughtful and sensitive guided planning and decision-making can help. In this perhaps toughest of all clinical situations, here are some things the care team can do to make it better for the mother, her baby, family, and their loved ones.

Communication Is Paramount

Clear, intentional, nonjudgmental communication among care team members, and the mother, family, and friends is critical.51 Often, members of the care team who are unfamiliar with the specifics of a given mother and baby are called to help on an emergent basis. When that happens, clinicians can become so involved in the care of the mother and the baby that they forget to communicate with them, or with other members of the care team. The authors suggest having the mother, family members, and loved ones all wear large, easily readable name tags with their name and their relationship to the mother and the baby visible, so all members of the care team can address them by name in a role-appropriate manner. Having care team members also wear similar easily readable name tags in addition to their often hard-to-read institutional name tags will forge a sense of oneness and facilitate communication.

As time and the clinical situation permit, it is useful to explain to the mother, family, and loved ones who you are and what you do. It should be remembered that traditional family units are becoming the exception rather than the rule, with blended families, single parents, and parents who have ended the relationship during the pregnancy all common occurrences. A failure to understand who is who and what emotional dynamics are at play among the mother, the baby’s father, the birth coach, and family members will almost always yield conflict.

It is extremely important that all care team members, including those who have been called upon in an emergent situation to help care for the mother and the baby, be immediately apprised of the goals of care, especially when the goal is palliative care for the baby. Members of the care team who are not familiar with the details of the specific case are often in full “code blue” mode if not immediately made aware that there has been in-utero fetal demise, the baby is gravely ill and likely to succumb in the delivery suite, the baby is expected to survive only for the short term, or that the care plan is focused primarily on palliative and comfort measures. Without this information, at the very least the care team is likely to provide conflicting communication to the mother, 278family, and loved ones, and, at the very worst, will work at cross purposes when providing care.

Finally, no matter how dire the situation, clinicians should be keen not to crush hope or take away the belief that a miracle may occur. Clearly let the mother, family, and loved ones know how you will communicate information regarding changes in the baby’s condition and care plan, as well as how you will communicate news about the mother and the baby, whether it is good or bad. Provide the mother, family, and loved ones with clear, understandable, honest information in a tone that is compassionate, kind, and sympathetic. Avoid cold, bleak, overly clinical explanations filled with terms of art (jargon) the average person cannot understand. Give permission for religious support and prayer. Let everyone know that there are no questions, thoughts, or feelings off limits that everything is open for discussion. Reassure them that choosing palliative approaches does not mean that there is no hope and that the care team is giving up; on the contrary, the entire team is redoubling its efforts to care for the newborn and mother.

CONCLUSION

Parents, family, and loved ones who are faced with a newborn who requires palliative care are asked to make many incredibly difficult decisions, often without the adequate data, time, experience, context, or perspective that any reasonable person would otherwise need to make in other situations.52 But these decisions need to be made, and they are often made with a level of strength, compassion, and grace that in and of itself is a miracle. Nobody can be prepared for this burden, yet most somehow find the strength to do their best in the worst of situations. The care team can help guide decision making, but ultimately, they cannot make the decisions. If the care team does the best, the decisions made by the parents, family, and loved ones will offer peace of mind and leave few opportunities for decisional regret (to think “if only” and “what if”). Perhaps what the authors are trying to convey is best articulated in Portia’s soliloquy from William Shakespeare’s the Merchant of Venice:


The quality of mercy is not strained

It droppeth as the gentle rain from heaven

Upon the place beneath. It is twice blest

It blesseth him that gives and him that takes
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Perinatal Palliative Care in the Context of Fetal or Neonatal Surgery



DAVID A. MUNSON


Fetal palliative care teams are generally consulted when the underlying disease or syndrome has a high risk of death in the perinatal period. Many of these diseases and syndromes may have clinical aspects where surgical intervention may be considered. In this chapter, we explore three general scenarios where surgical intervention may be an option and how these three scenarios may influence the team’s approach. We also explore what is known about ethics in the culture of surgery and how this may influence interprofessional communication.

 





OBJECTIVES

This chapter addresses the following objectives:



  •  Explore how clinicians can frame and communicate surgical interventions within the context of perinatal palliative care (PPC)

  •  Discuss how to incorporate surgeons into the decision-making process for patients with a high probability of perinatal death






 

INTRODUCTION

As is clear from other chapters in this book, a few fetal diagnoses carry with them clinical certainty that a baby will die immediately after birth. Most patient situations involving perinatal palliative care (PPC) teams have a high probability of perinatal mortality. Counseling and planning involve protecting the patient from intensive care interventions and focusing on parental caregiving and memory making or, alternatively, focusing on a trial of intensive care. In the latter situation, care may pivot to a palliative approach if the 282patient does not respond to intensive interventions.1,2 PPC teams may also get involved if the expected child has a severe disease requiring high-risk surgery and a chance of perioperative mortality. To further complicate these discussions, many diagnoses and syndromes have problems associated with them that, by themselves, would typically be addressed surgically. Many of my own PPC consults have begun with parents advocating for the possibility of surgical intervention. But in the context of a high risk for perinatal mortality or expected long-term morbidity, how should the PPC team frame questions about surgical options?

Involving a surgical consultant brings with it the complexity of more opinions, as well as a surgical mindset. It is likely that the way a specific individual surgeon approaches a situation will have the biggest influence on decision-making, but there are some interesting cultural and ethical differences between the typical medical intensivist’s approach to limitations of interventions and the approach often taken by a surgeon.3 In addition, many areas of medicine have been moving toward publicly available outcomes data, including perioperative mortality,4 adding yet another complicated layer to the question of whether to pursue surgical intervention in a patient with a life-limiting disease.

BACKGROUND

Patients with syndromes long considered appropriate for the domain of PPC frequently end up as high consumers of healthcare resources. Patients with trisomy 13 and 18, if they survive the perinatal period, often require surgical procedures as part of their ongoing care. Interventions range from G-tubes to open heart surgery. Nelson et al.5 reviewed the Kids’ Inpatient Database (KIDS) from 1997 to 2009 and documented 2,765 major surgeries in patients with trisomy 13 and 18 across the study period. The majority of these procedures were performed well after the perinatal period, but this likely reflects that most mortality related to babies appropriate for PPC occurs in the first few weeks after birth.

Other patients with potentially life-limiting malformations include patients with central nervous system malformations that have severe hydrocephalus, the severe end of the myelomeningocele spectrum, severe congenital heart disease with limited or high-risk surgical options, extremely large lung lesions, large sacrococcygeal teratomas (SCTs), skeletal dysplasias with severe lung hypoplasia, congenital kidney disease with or without significant pulmonary hypoplasia, and others. In each of these diseases, there may be surgical interventions that could be considered at different points ranging from fetal interventions to ventriculoperitoneal (VP) shunts, from ex utero intrapartum procedures (EXIT) to placement of tracheostomy tubes.

Classifying

A PPC team needs to be facile in addressing surgical interventions that fall into three fundamental scenarios:



  1.  283Fetal or immediate postnatal surgery intended to save the patient’s life from a disease that will result in the patient’s death if surgery is not performed, but where the surgery itself carries with it a high risk of mortality and/or morbidity

  2.  Diseases or syndromes for which surgery could extend life but should be considered as secondary to meeting other conditions

  3.  Surgical interventions that are focused on improving ease of care or quality of life and, therefore, may be seen as palliative in nature

Although these categorizations are likely not comprehensive, understanding the nuances presented by each can help the PPC team assist a family in navigating their choices. The following case studies serve as examples of each of the three categories.

HIGH-RISK PRENATAL OR IMMEDIATE POSTNATAL SURGERY

A few rare fetal diagnoses are severe and life-threatening, and fetal or immediate postnatal surgery may provide the only possibility of survival. Generally speaking, the risk of perioperative morbidity or mortality is high in such circumstances, and parents may be confronted with an incredibly difficult choice: expose their unborn or newborn baby to a major intervention and likely prolonged intensive care only to still face the risk of death, or confront their own possible regret of not “trying everything.”1 There are clearly gradations of risk depending on the underlying disease and the surgeon’s view of the chances of a good outcome, but the fundamental choice in these cases is the same. A large SCT with associated fetal hydrops may result in premature delivery and significant postnatal instability. For such a baby, immediate postnatal resection of the SCT may provide the only chance for survival. However, achieving sufficient stability to even undertake the surgery may prove impossible, or massive hemorrhage may result in the patient’s death before or during the surgery.6 In either case, aggressive initial care and surgery will not allow the parents to hold their baby in the precious short time they were alive after birth. Similarly, hypoplastic left heart syndrome with total anomalous pulmonary veins presents a remarkably difficult challenge to the cardiologists, surgeons, and family.7 If the veins obstruct, surgery will be emergent and it will be unclear at the outset if the patient will have sufficient pulmonary blood flow over the ensuing weeks to support a staged repair of the single-ventricle physiology. In such cases, parents may start down a road that offers more and more obstacles and prolonged intensive care. As suggested by the aforementioned case, some rare fetal interventions fall into this category. If the tumor can be successfully resected during fetal life, in utero cardiac failure and life-limiting postnatal respiratory failure may be averted.8 But the surgery itself adds potential morbidities for the mother, may result in premature delivery, or may result in the death of the fetus. If successful, there may be considerable uncertainty regarding what residual impact on the patient’s physiology remains or even if the tumor will recur.

 





CASE STUDY

On a routine 20-week ultrasound, the Smiths learned that an abnormality in their fetus’s chest had been identified. They were referred to a maternal–fetal medicine physician for further testing and follow-up. By 28 weeks, it was clear that their fetus had developed a large mediastinal mass most consistent with a teratoma. It appeared to be impinging on the aorta and superior vena cava, and the fetus was beginning to show signs of hydrops. The Smiths were informed that given the position of the mass and its continued growth, their expected child would die without intervention. Although risky, fetal surgery could be considered. They met with the fetal surgeon, who informed them that she thought it might be possible to remove the mass; however, the fetus might not survive the surgery, but even if the surgery was successful, there would be a risk of premature birth. The mass was wrapped around major structures and the surgeon was not sure she could remove it all, raising the possibility of regrowth. Furthermore, the large uterine incision would require that Mrs. Smith be admitted for the remainder of her pregnancy, and the resulting uterine scar could affect future pregnancies. The Smiths were clearly struggling with the decision, and the PPC team was consulted to help the Smiths think through their options.

Case Questions



  1.  How would you approach this family? Do you have a personal reaction to the case that leads you to want to recommend one path over another?




  2.  Knowing that many families seek a solution that leaves them with “no regrets,” what questions would you plan to ask the Smiths?










 

284For this general category, PPC providers can be instrumental in helping families understand the implications of their choices (Box 17.1). They can also have conversations with the surgeons and intensivists to clarify what can realistically be expected. What are the chances of success and what does success look like—survival with minimal intensive care and a relatively normal life, or months of ICU care and lifelong medical and developmental challenges?

 





BOX 17.1 THOUGHTFUL QUESTIONS TO ASK OF SURGEONS, SUBSPECIALISTS, AND NEONATOLOGISTS



  •  What are the chances of success?

  •  What does success look like?

  •  Would there likely be a lengthy NICU stay?

  •  Would home care with various technological equipment be required?

  •  Would survival include a relatively normal outcome, or one with associated disabilities?

  •  What would child development look like?

  •  What kind of specialty follow-up would be required?






 

 





285BOX 17.2 PPC TEAM EXPLORATIONS OF THE FAMILY’S HOPES AND FEARS



  •  Give voice to the “what ifs” a family might need to anticipate:



    •  Anticipate an event in which a family might need help—who would they call?

    •  How can they be good parents in a tragic circumstance?

    •  How might the family respond to questioning friends or family?

  •  Can we help the family determine what is “best” for their baby?

  •  Can a choice for palliative and comfort care be considered reasonable, good, and loving?

  •  How can the team clearly be helpful in their support of the family choice for surgery that is hoped to be successful and gain a longer life with them?

  •  How can the team gain and sustain the family’s trust should the surgery result in a complicated intensive care course?

  •  How can the palliative care team help the family be at peace with their decisions?






 

With this information in hand, the PPC team can compassionately help a family understand the possible clinical paths that their baby might follow. This in turn lays the groundwork for the exploration of the family’s hopes and fears (Box 17.2). It can be useful to think through the “what ifs” and help a family prepare for what happens if the clinical course does not go well.9 Certainly, this is antenatal advance care planning. It is critical, however, to titrate these discussions to the family’s needs. Some families will struggle with deciding what is best for their baby—should they protect their baby from such extreme interventions and focus on a palliative care plan or should they pursue surgery? For these families, the PPC team may be able to provide the time and space for a full exploration of values, hopes, and fears.10 These discussions have at their center the goal of developing a care plan so that the family can feel at peace with their decisions.11 Other families cannot imagine foregoing any intervention that could possibly lead to their baby’s survival. For some of these families, even discussing the possibility of failure may feel like inviting disaster. In these cases, the PPC team should clearly express their support of the family’s choice and hope for success along with them. They can engage in relationship building and provide support over time. If surgery results in a complicated intensive care course, the palliative care team will then more likely have the family’s trust in thinking through the next set of medical choices and challenges.

In view of these very different parental perspectives, and their respective considerations, it is important to recognize the value of parallel planning. Along one path, the parent-directed plans are pursued. Clinicians and families will “hope for the best.” Should there be a reason to act in a manner different from hoped for—the surgery fails to help or is followed by complications—then the alternative second path has already been addressed, and the palliative care team helps the family accept and adopt this new plan. Historically, many people have followed the “hope for the best” aphorism with “and prepare for the worst.” In a more supportive manner, palliative care clinicians might instead follow an alternative aphorism: “Hope for the best, and we’ll help with the rest” (Box 17.3).

 





286BOX 17.3 PPC AND COMMUNICATION



  •  After explaining the term, ask if the family is comfortable with you using the term “fetus”



    •  Or, would they prefer “your unborn baby” or simply “your baby”?

    •  Or, if the family has named the fetus, would they prefer that he or she be referred to by name?

  •  Assist parents in seeing the value of parallel planning, looking at all potential outcomes.



    •  This makes the most of anticipatory guidance.

    •  It helps to avoid situations or outcomes that they were not prepared for.

    •  Parents may like to “hope for the best.”

    •  The team may partner with them by stating, “We join you in hoping for the best, and we will help with the rest.”






 

 





CASE STUDY

The PPC team entered the consult room to join the Reynolds family—Julia, Ben, and both of their mothers. Julia’s fetus had a diagnosis of trisomy 18 confirmed by amniocentesis, as well as hypoplastic left heart syndrome found on fetal echocardiogram. It was clear from the door that there was considerable tension in the room. After brief introductions, Julia’s mother burst out, “We were told no one will do surgery. Why won’t you do surgery?”

The palliative care physician responded compassionately, “I would be happy to talk about surgery. Can you first tell me your story? Do you know if you are having a boy or a girl?”

Julia answered, “Yes, we are having a boy. His name is Charlie.”

“That’s a great name. Can you tell me when you first found out there was a problem and how you ended up here talking to me?”

The body language of all of the family members immediately changed to one of openness and less tension. Ben then went on to describe the awkward 20-week ultrasound where the sonographer went silent. The obstetrician had come into the room to explain that their expected child appeared to have trisomy 18 and severe heart disease, that trisomy 18 is lethal, and that they should arrange an amniocentesis quickly so that they 287could proceed to termination. Ben explained that termination was not an option for them. When he asked if the heart disease could be fixed, he and Julia both felt that the question was brushed off. They sought a second opinion at the fetal diagnostic center at the children’s hospital an hour from home and that was why they were here. Julia added that they certainly did not want to go to extremes and “keep Charlie alive with machines forever,” but she had seen pictures of children with trisomy 18 who were a few years old, and “shouldn’t Charlie be treated like any other baby?”

Case Questions



  3.  How can the palliative care team help the family prepare for the most likely path of death within days after birth while leaving room for hope that Charlie survives?




  4.  Do you know if your cardiology and cardiothoracic surgeons would consider intervention for a baby with trisomy 18 and congenital heart disease? Under what circumstances?










 

SURGERY AS SECONDARY

For many families that are referred to PPC, the fetus has been diagnosed with a disease that is traditionally treated surgically, but it is in the context of a life-threatening or life-limiting syndrome such as trisomy 13 or 18. While there has been considerable effort to spread the experience and communication techniques of PPC teams, families still often arrive to such programs feeling traumatized from communication related to the initial discovery of a severe and serious diagnosis. Trisomy 13 and 18 continue to be referred to by many as lethal diseases.12 It is true that early mortality remains high and few patients with these diagnoses survive beyond the first year, but nonetheless, there are patients who do survive infancy. Consequently, it is more accurate to consider these syndromes as life-threatening or life limiting rather than lethal. This distinction may seem subtle, but it is a critical one for developing empathetic and effective communication. If the provider’s mental model is that the fetus has a lethal disease, then it makes no sense to even discuss major surgery.13 Consequently, when asked, a provider is likely to tell a family that he or she will not perform surgery to fix the hypoplastic left heart or congenital diaphragmatic hernia (CDH) or omphalocele, and so forth. It does not take long for a family to find counter examples through support groups or social media.14 As a result, families often come to a perinatal palliative program defensive, perhaps even feeling abandoned, and can manifest this defensiveness as demanding surgery.

PPC providers should be armed with the knowledge that immediate perinatal survival is rarely related to the surgery in question. For example, for a baby with trisomy 18 and a large ventricular septal defect (VSD), the VSD will not be clinically important for months. Even for ductal-dependent congenital heart lesions, as in the aforementioned case, there is time to determine whether there are other more pressing concerns. The 288primary cause of death for patients with trisomy 13 or 18 in the first few days after birth is a severe form of apnea, but some patients do not have apnea as part of their phenotype. Therefore, for many families it may make sense to start with a comfort-oriented care plan. But if their baby demonstrates an intact drive to breathe and if survival past the first week or months occurs, it may then be reasonable to explore surgical options. These conversations should fully explore the benefits versus burdens of surgery: Is there anything about the primary disease that makes it less likely for the baby to tolerate anesthesia or survive the surgery itself? Are there more complications expected and what do they entail? This should be a transparent and honest discussion where the surgeon, parents, and palliative care team work together to determine whether proceeding with surgery is in the patient’s best interest. The simple promise to address which medical and surgical interventions might help the baby when clinically appropriate is often enough to allow the space to figure out how the family wants care for the baby to proceed in the initial hours and days after birth.

There are other circumstances where surgery and the disease process become so intertwined in the minds of prospective parents that they seem synonymous. Severe CDH presents an important example. In this disease, whether the baby will survive depends on the degree of pulmonary hypoplasia and pulmonary vascular bed development. The surgery itself will not change these underlying problems. It is important to be clear in counseling in these circumstances that the first several hours, days, or even weeks will be spent in determining the severity of the pulmonary hypoplasia and managing it. Surgery will be performed only if and when a degree of stability has been achieved. Consequently, when counseling a pregnant woman whose fetus has been diagnosed with a severe CDH, it is critical to focus on what the initial interventions entail and what milestones will indicate whether the lungs have sufficiently developed. The providers can then help the family explore what success might look like, as well as make plans for worst-case scenarios: What if the team cannot achieve sufficient oxygenation and ventilation? What if the baby goes on to extracorporeal membrane oxygenation but cannot be successfully separated from it? What does quality of life mean to you? These conversations will help the medical team understand the hopes and fears of the family and subsequently frame medical decisions within that context over time.

SURGERY TO IMPROVE QUALITY OF LIFE

In many circumstances, surgery may be an option to enhance a baby’s quality of life. In the next case, a VP shunt is unlikely to change Sadie’s life expectancy. With her sutures open, her head was simply expanding to accommodate the increasing fluid. Rather than changing the underlying brain function, the most notable impact was on the ability of Sadie’s parents to simply be her parents. Surgical intervention for severe forms of myelomeningocele can be framed in a similar way. Repairing the defect for a severe myelomeningocele and placing a VP shunt might decrease the risk of infection and might prevent elevated intracranial pressure but will certainly make it easier to care for the baby. Handling her will be easier. Placing her in a car seat, changing a diaper, even holding and rocking will all be facilitated by these surgical interventions. For severe myelomeningocele, life-threatening complications may remain, but these initial surgical interventions may help provide some precious time at home where the parents can experience simply being parents.

 





289CASE STUDY

Mrs. B was 32 weeks pregnant when she and her husband met with the PPC team and neurosurgery. She had recently learned that her fetus’s hydrocephalus was progressing and that the brainstem appeared thin and stretched. For safety reasons, she would need a cesarean delivery, and there was concern that her baby may not have an intact drive to breathe from the impact of the hydrocephalus. The PPC team worked with the family to develop a birth plan that focused on making memories and treasuring whatever time their baby would have. They wanted to protect their baby from surgical and intensive care interventions, agreeing that such interventions would not change the underlying brain disease and could result in significant suffering. They planned to name the baby Sadie.

When Sadie was born, she cried. The neonatal intensive care unit’s (NICU’s) resuscitation team treated her as a normal newborn and brought the family, together, back to the mother’s hospital room. The family spent the day and night holding Sadie, taking pictures, and inviting other family members in to meet her. Twenty-four hours later, Sadie continued to have a normal respiratory pattern, but she showed little interest in eating by mouth. After further discussion, Sadie was admitted to the NICU, and nasogastric (NG) tube feedings were initiated. The parents met the hospital’s palliative care team. Their goals now became focused on getting home. Sadie had intermittent apnea, so concern remained that her life would be short. Sadie was discharged to home on hospice with NG feeds.

Four weeks later, Sadie was still alive. Her hydrocephalus had progressed, and the parents were finding that this was interfering with providing care to her. It was difficult to find comfortable positions and nearly impossible to safely position her in a car seat. After multiple discussions, readmission to the NICU was arranged, and a VP shunt was placed. After recovery, Sadie was again discharged home on NG feeds and with hospice support. She lived for 3 months before succumbing to a severe viral pneumonitis. The parents were incredibly grateful for the time they got to spend with their daughter.

Case Questions



  1.  How does it change your communication approach to think about a VP shunt as a quality-of-life intervention as opposed to a life-saving intervention?




  2.  What challenges might you confront in discussions with neurosurgery and anesthesia in a case like this?










 

Many diseases or syndromes that pose life-threatening risks in the perinatal period also result in significant ongoing medical needs.5 Patients may be dependent on gavage feeds, struggle with reflux, or have challenges protecting their airway, interventions for which may range from minimalist to invasive. The family’s goals, hopes, and fears should take center stage in determining the best course of action in determining a plan for each 290problem. Some families wish to get home as soon as possible with hospice support. They may accept that their baby is at high risk of mortality from complications related to their underlying disease and simply want to treasure whatever time they have with their baby at home. Other families will consider surgical interventions that could help minimize some complications. Gastrostomy tubes and fundoplications come with their own problems, but for some patients they can improve comfort significantly and ease the provision of nutrition.

There are too many possible variations to address all the situations in which surgery might arise as an option for a patient with life-threatening or life-limiting disease. The major takeaway for this section is to frame a possible surgical intervention with the question of whether it might improve or worsen the patient’s quality of life. Clinicians most often consider surgery in the context of whether it will add years to the patient’s life. But for the most complex neonatal diseases, the answer to this question is often unknown. By exploring what impact a given surgery might have on quality of life, clinicians and families may be able to navigate their way to a decision that fits with the family’s overall goals and values.

MEDICAL VERSUS SURGICAL ETHICS

Neonatologists and members of palliative care teams typically approach medical decision-making through traditional principles of ethics. The language of exploring benefits versus burdens fits squarely with conversations focused on exploring a family’s values and trying to determine the best interest of a patient. Some literature suggests that surgeons, as a group, may view a course of clinical care through a different lens.15–17 This alternative viewpoint can be described as a “covenant of care,” whereby the surgeon essentially promises to battle death on behalf of the patient.3,15 This viewpoint is consistent with observations of a surgeon’s deep sense of responsibility for the outcomes of their surgery. Although the available research on this topic is limited to surgeons whose patients are adults, the concept is important to understand because it may influence conversations around end-of-life decisions. Some surgeons may expect a patient or the patient’s surrogate to agree with the pursuit of aggressive intensive care following surgery as part of the surgical plan. This viewpoint may have advantages for maximizing the chances of survival and, therefore, may be desirable in many circumstances. These are broad generalizations and have not been confirmed with survey or observational work among pediatric surgeons. And, in fact, this point of view is likely evident in some neonatologists. Nonetheless, it is an important concept to understand. If different providers are approaching the same case with fundamentally different ethical frameworks, it can feel as though they are speaking different languages. A palliative care team can likely help mediate by clarifying these points of view and the goal of surgery. If all parties enter the discussion with the goal of improving quality of life, they can then map out what success might look like and also agree on time frames where some changes in limits of care may also be agreed upon.

In addition to these cultural differences around postsurgical intensive care versus end-of-life care, surgeons have been increasingly accountable to public reporting of surgical 291mortality outcomes. The goal of such reporting has been to push hospital systems to improve this metric. However, the impact of such reporting in adult surgical realms has had some negative consequences, including the propensity for some surgeons and hospitals to decline to perform surgery in some high-risk patients.4 Some of the most robust mortality data in pediatric surgery relate to congenital heart disease and is maintained in the Society of Thoracic Surgeons Congenital Heart Surgery Database.18 The governance of this database has been driven by a recognition of the need to consistently focus on ensuring risk adjustment, thereby minimizing pressures on individual surgeons to avoid difficult cases.19 Nonetheless, when a patient has an underlying disease that has a high risk of leading to the patient’s death independent of the surgical intervention, it would be hard to fault a surgeon for at least pausing to wonder if this will affect mortality reporting. Still, these cases are rare enough that a full and open discussion about the risks, benefits, and impact on quality of life should be possible.

CONCLUSION

Fetal palliative care teams will frequently be consulted for syndromes and diagnoses where consideration of surgical intervention may be an important part of the discussion, whether in the setting of a high-risk, long-shot intervention to save a patient’s life in utero, or as an option to improve a patient’s quality of life. Palliative care communication tools can be critical in helping a family navigate their goals, hopes, values, and fears as they consider a best course of action for their fetus or newborn. Framing the intervention in terms of how it may affect quality of life can help all members of the clinical team and the family speak in the same language when deciding whether to proceed with a surgical intervention.
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Palliative Care at the Time of Unexpected Premature Delivery



LEZLIE H. ANDERSEN | BETHANY D. KAEMINGK | CHRISTOPHER A. COLLURA


Extremely preterm neonates account for a large proportion of infant deaths in the United States. These patients commonly face life-threatening complications related to multi-organ immaturity. Survivors may have complex special health needs and neurological impairment. Parents are confronted with multiple key junctures in decision-making during the clinical course for these vulnerable infants. Understanding the complex sociocultural preferences inherent to a highly emotional and stressful care setting can be invaluable in partnership with families to align treatment plans with goals of care.

Perinatal palliative care (PPC) has an important role in providing expertise in communication strategies, supportive psychosocial care, and symptom management specific to the preterm neonate. Palliative care providers should have a strong understanding of the outcomes for extremely preterm infants including the most common short- and long-term life-threatening complications. Prenatal consultation in the setting of anticipated periviable delivery is a highly nuanced care setting where soliciting value-driven goals of care can be critical to deliver patient- and family-centered care.

Analgesia and sedation in the neonatal intensive care unit (NICU) and at end of life must be tailored to the unique pharmacokinetics of the preterm patient. The palliative care provider should have a working understanding of specific symptom-targeted strategies in the care of preterm neonates that account for differences in symptom management for this patient population.

The NICU environment can impose significant physical, emotional, and psychological stress on parents. The palliative care provider should be equipped with tools to optimize the holistic care of the family both during the NICU course as well as after discharge or in bereavement.

 





294CASE STUDY

The following case illustrates the continuum of care that occurs in the course of an extremely preterm infant. The case is designed to illustrate the multiple points of complex shared decision-making that parents face when considering goals of care across the multiple critical phases of their baby’s care in the NICU.

Susan, a mother pregnant with her first child, a baby boy, presents with premature rupture of membranes and onset of labor at 23 weeks of gestation. Extremely preterm delivery becomes imminent. The on-call neonatologist meets with Susan and her husband, John, to review anticipated outcomes for an infant born at the limit of viability. The neonatologist describes statistical outcomes that portend a grave prognosis for babies at 23 weeks of gestation, including a high likelihood of death in the NICU and the low likelihood of a normal neurological outcome in the event the baby survives. Given these factors and prognostic uncertainty facing their baby boy, the family is asked to decide whether to provide intensive critical interventions and a trial of resuscitation at the time of birth or to withhold resuscitation and optimize comfort measures as the baby’s brief life comes to an end.

Susan and John admit that they feel confused and overwhelmed. They struggle with the decision and worry that their fragile newborn will undergo painful procedures in the NICU and survive, only to experience a life of severe disability dependent on chronic medical care. However, they want to fight for their son and acknowledge that his future is uncertain. “We have to at least try.”

Susan delivers later that day. The baby, Ben, is born weighing 620 g. He is intubated and stabilized following umbilical line placement before transferring to the NICU. He is critically ill with severe respiratory distress syndrome on mechanical ventilation requiring inotropic and vasopressor support to help his cardiac output. On the third day of life, a routine head ultrasonogram demonstrates severe intraventricular hemorrhage on the right side of his brain. John and Susan are counseled that this complication significantly increases the risk that Ben will have intellectual disability and cerebral palsy. They are told that the following weeks will be crucial to monitor for post-hemorrhagic hydrocephalus that may lead to a need for ventriculoperitoneal shunt placement over time.

Goals of care are again explored with John and Susan. Both parents are emotional. They share that prognostic information seems to vary between the various providers in the NICU. They hope that Ben’s lungs will improve and are relieved that the intracranial bleeding is on only one side of his brain; however, they know that the complication is severe. They are uncertain about how best to proceed. Both parents worry that Ben is suffering and seems very agitated.

Case Questions



  1.  What resources are available to the primary NICU providers to help determine what is in Ben’s best interests and how to proceed in a family-centered plan of care?




  2.  How can providers best balance the complex emotional toll John and Susan are experiencing while determining the mode of care that best aligns with parental values?




  3.  What pharmacologic therapies are indicated to treat Ben’s agitation? If goals of care are consistent with compassionate extubation, what comfort measures are indicated?










 

 





295OBJECTIVES

This chapter addresses the following objectives:



  •  Describe the mortality risk and serious morbidities facing extremely preterm neonates

  •  Summarize the role of prenatal consultation in the setting of anticipated periviable delivery and key aspects of subsequent decision-making

  •  Consider parental psychosocial challenges and complications inherent to the course of having a critically ill preterm neonate in the NICU

  •  Formulate strategies in pharmacologic and nonpharmacologic analgesia, sedation, and symptom management specific to the unique pharmacokinetics of the preterm neonate, including at end of life. (See Chapter 15, “Attending to Pain and Suffering in Palliative Care,” for more details.)






 

INTRODUCTION

Approximately 10% of all live births per year in the United States are preterm. Complications of prematurity account for the second leading cause of infant death in the United States.1,2 Although medical advancements have improved the rates of morbidity and mortality in the past several decades for preterm infants, those born extremely premature (EPT), defined as less than 28 weeks of gestation, and at very low birth weight (VLBW), defined as less than 1,500 g, remain at significant risk.3 This chapter describes the life-threatening risk that extreme prematurity imparts, as well as the significant challenges that face clinicians and parents in shared decision-making throughout the continuum of the NICU hospital course. This journey imparts its own set of psychosocial complications for parents. Preterm birth and/or the death of an infant in the NICU may increase risk for depression, acute stress disorder, and posttraumatic stress disorder in parents, especially mothers.4–9 The need for integrated and comprehensive perinatal and family-centered palliative care is ever present. Chapter 15, “Attending to Pain and Suffering in Palliative Care,” provides guidance in pain and symptom management for the preterm neonate.

BACKGROUND AND SIGNIFICANCE

There is significant variation in outcomes for extremely preterm infants that may largely be influenced by different practices among hospitals.10 Survival to hospital discharge for infants born at 22 weeks of gestational age ranges from 0% to 37%; at 23 weeks, 1% to 64%; at 24 weeks, 31% to 78%; and at 25 weeks, 59% to 86%.11 Every passing week of pregnancy imparts a significant improvement in survival, as illustrated by a survival rate of 92% at 28 weeks of gestation. Conversely, death within 12 hours after delivery 296decreases drastically with increasing gestational age—from 85% at 22 weeks to 1% to 2% at 27 to 28 weeks.12 Of course, nonresuscitation in the delivery room, not uncommon at 22 or even 23 weeks’ gestation, contributes to higher mortality at these extremely preterm ages. Gestational age is a significant predictor of survival, but other factors, such as birth weight, antenatal steroid administration, infant sex, and multiple gestation (plurality), significantly contribute to morbidity and mortality risk.13 The best neonatal outcomes are seen in singleton females born at later gestational ages with normal birth weight after administration of antenatal maternal corticosteroids.10,13,14

Morbidities faced by the premature infant include those that are immediately life-threatening and others that produce long-term sequelae. These outcomes are intertwined because the occurrence of severe short-term complications may lead to life-long disability and complex special healthcare needs. As gestational age increases, the rate of survival without morbidity increases from 0% at 22 weeks, 8% at 23 weeks, 9% at 24 weeks, 20% at 25 weeks, 34% at 26 weeks, 44% at 27 weeks, and 57% at 28 weeks.12 The following section defines and highlights important prognostic factors for each of the following common neonatal morbidities: bronchopulmonary dysplasia, intraventricular hemorrhage, periventricular leukomalacia, necrotizing enterocolitis, retinopathy of prematurity, and sepsis.

Bronchopulmonary dysplasia (BPD) is a type of chronic obstructive lung disease caused by injurious factors that include hyperoxia, baro/volutrauma, and inflammation, which eventually lead to fewer large simplified alveoli, which are less effective in gas exchange.15,16 BPD is the most commonly occurring severe morbidity among extremely preterm infants. Over 40% of VLBW infants will have a diagnosis of BPD, defined as supplemental oxygen use at 36 weeks’ postmenstrual age. Gestational age is inversely proportional to a diagnosis of BPD, with 7 in 10 babies born at less than 25 weeks carrying this diagnosis. Over one third of these babies have severe BPD, defined as the need for greater than 30% supplemental oxygen, with or without positive pressure ventilation at 36 weeks’ postmenstrual age.12 Infants with severe BPD may have long-term mechanical ventilation needs that can persist for weeks, months, and even years.16,17 BPD increases risk for respiratory infections. Over half of these patients will require rehospitalization. BPD can continue to progress to further respiratory failure and lead to significant pulmonary hypertension, cor pulmonale, heart failure, and even death.16 Infants with BPD are also at increased risk for asthma, emphysema, and growth failure.18

In preterm neonates, intraventricular hemorrhage (IVH) is intracranial bleeding that results from friable capillaries and impaired autoregulation in the highly vascularized subependymal germinal matrix.19 The incidence of the most severe IVH (grades 3 and 4) ranges from 6% to 9% in VLBWs,12,20 whereas the overall incidence of any IVH in VLBWs is 20%.21 Antenatal steroid administration is associated with decreased risk of IVH.14 Classically, severity of IVH on ultrasound imaging studies of the head has been thought to be highly predictive of neurodevelopmental outcomes; however, more recent data have shown this to be an imperfect conclusion. This is a vitally important consideration because head ultrasound findings often play a role in end-of-life decision-making.22 297IVH can lead to noncommunicating hydrocephalus, seizures, and periventricular leukomalacia (PVL). PVL is white-matter brain injury characterized by necrotic changes near the lateral ventricles and has a positive predictive value for cerebral palsy in former preterm infants.23

Necrotizing enterocolitis (NEC) is a gastrointestinal emergency of likely multifactorial etiology resulting in infectious or inflammatory intestinal injury.11 The incidence of NEC in VLBW infants is 5% to 11%.12,20,24 In 20% to 52% of NEC, intestinal perforation occurs, necessitating surgical management and delineation of surgical NEC from medical NEC.12,25 Mortality for surgical NEC can be greater than 50%.24–26 Other significant outcomes of NEC include prolonged hospitalization, ostomy dependence, surgical site infections, wound dehiscence, intra-abdominal abscesses, intestinal stricture, recurrence, and short bowel syndrome (SBS).25–27 SBS is a malabsorptive state after major small intestine resection, such that prolonged parenteral nutrition (PN) is required, with a roughly 20% incidence of gastrointestinal failure.26 Long-term PN itself carries many risks, including central line complications, systemic infections, failure to thrive, cholestasis, and PN-induced liver failure.27

Retinopathy of prematurity (ROP) results from disorganized and proliferative growth of retinal vasculature in premature infants that can ultimately lead to visual impairment and even blindness.28 This condition is treatable and requires ongoing, vigilant consultation with an experienced ophthalmologist. The incidence of ROP in extremely preterm infants is nearly two thirds,12,28 whereas the incidence of severe ROP (most commonly requiring surgical laser photocoagulation or intravitreal injection of inhibitors to vascular endothelial growth factor) is 6% to 16%.12,20,28

Among neonates, sepsis is divided into early onset sepsis (EOS), which occurs within 72 hours of birth, and late onset sepsis (LOS).12,29 EOS occurs in up to 16% of VLBW infants. Risk factors for EOS include premature birth, prolonged rupture of membranes (>18 hours), and maternal peripartum infection, including chorioamnionitis. Incidence of LOS is 20% to 58%, and risk factors include prolonged hospitalization, mechanical ventilation, invasive procedures, and implanted devices.30 In the United States, over one third of extremely preterm infants will experience at least one bloodstream infection in their birth hospitalization.31 Mortality for LOS can be as high as 52%.30,31 Taken together, neonatal sepsis and meningitis account for 16% of all infant mortality.30

Many extremely preterm infants who survive have significant neurodevelopmental disabilities, including physical (gross/fine motor), cognitive (including language), behavioral, executive functioning (such as working memory), and neurological (cerebral palsy) impairments, along with deafness and/or blindness. All of the morbidities discussed have been shown to worsen neurodevelopmental impairment that is carried forward into childhood.11,15,17,18,27,32

In the daily care of EPT infants, providers need to do their best to inform families of how life after the NICU may look. This is likely to include multiple encounters describing the intricacies of caring for a medically complex child with special healthcare needs. Infants who have experienced adverse complications may require multiple medications, special considerations for child care, and home-based medical technology 298(such as tracheostomy, gastrostomy tube, assistive equipment, and monitoring), as well as frequent medical follow-up. These discussions should be as clear as possible and should consider the significant toll this situation may take on the family,33 but it is also important to remain hopeful. Although medical technology may be the infant’s current reality, it may not be life-long. In one study, 83% of infants who had a tracheostomy and were mechanically ventilated in the setting of severe BPD were able to wean from positive-pressure ventilation; 72% subsequently decannulated by a median age of 24 months.17

Periviable Consultation

The life-threatening nature of extremely preterm delivery and its associated long-term neurodevelopmental and physiologic complications make palliative care a necessary component of care in the NICU. Perinatal palliative care (PPC) integration may be most helpful in the case of periviable delivery. Neonates born in the periviable period, defined as 20 0/7 weeks to 25 6/7 weeks of gestation account for less than 1% of all births, but more than 40% of infant deaths.34 Most obstetric and neonatal providers agree that if neonates are born before a predefined gestational age threshold, intensive resuscitative interventions in the delivery room are not indicated based on overwhelming multiorgan and, specifically, pulmonary immaturity. It is well accepted in the care of periviable infants that when there is prognostic uncertainty, specifically regarding marginal survival and an anticipated high degree of short- and long-term morbidity that places a significant burden on the child, parents should be so advised and a shared decision-making process toward the withholding of intensive resuscitation should be sought, or perhaps recommended.35

National consensus guidelines across obstetric and pediatric professional organizations have defined 22 0/7 weeks of gestation as the lower limit of viability. As such, this is also the gestational age threshold by which to consider a trial of resuscitation for the extremely preterm neonate through shared decision-making with parents.36 Individualized, family-centered decision-making regarding resuscitation is encouraged at 22 to 24 weeks of gestation. Such decision-making should acknowledge that, in addition to gestational age, prognosis is highly multifactorial and should also account for fetal sex, birth weight, antenatal corticosteroids, and maternal considerations.37

Prenatal consultation in the setting of anticipated delivery at the limit of viability is highly variable.38 Perinatal clinicians may underestimate survival rates and overestimate long-term disability for very premature infants. This brings into question not only the accuracy of information parents receive, but potential unconscious bias toward disability or decision-making that may devalue neonates in comparison with older patients with similar or worse prognoses.39,40 Although mothers demonstrate general satisfaction with discussions regarding the noninitiation or provision of resuscitation for periviable infants, there can be contrasting perceptions between parents and clinicians when reviewing the information presented in these consultations.41 Mother–clinician satisfaction is a poor predictor of whether prognostic information is understood.42 Mothers 299desire individualized realistic information despite the gravity of the prognosis. The delivery of this information should acknowledge hope shaped to the context of the situation and maintain consistency across multiple clinicians. Conflicting information potentiates anxiety and erodes trust and confidence.43

Religion, spirituality, and hope have been shown to be the principal parental values in decision-making regarding delivery room resuscitation, but physicians rarely discuss such psychosocial considerations. This brings into question the validity of current models of shared partnership in treatment decisions.44–46 For mothers anticipating delivery of an infant at the limit of viability, prenatal consultation signifies the entry point into what may be a prolonged and complex NICU course for the parents and child that may ultimately end with severe morbidity or the baby’s death. The parents’ role in caring for their children in intensive care environments is often marginalized.47,48 Key domains, such as support of the family unit, communication with the family about treatment goals and plans, and shared decision-making have been underscored as essential to family-centered care in the ICU.49 Despite this, clinicians dominate conversations with medical information while neglecting active efforts made by parents to participate more in decision-making.50

The American Academy of Pediatrics (AAP) has reaffirmed a commitment to enhance effective communication among clinicians as the basis of the therapeutic relationship and the fiduciary obligation of physicians to patients and families.51 However, neonatal–perinatal fellows perceive their specialty training as failing to provide adequate education in advanced communication skills necessary to navigate end-of-life decisions with families.52 Multiple models of skills training for prenatal consultation exist, including using simulated patients to facilitate specific skills in identifying emotion, exploring goals of care, and delivering prognostic information with parents while avoiding medical jargon.53 Although this training is invaluable in improving preparation and advancing communication skills, parents consistently desire a trusting and hopeful relationship with their clinician.44,45,54

For these reasons, perinatal palliative care has a clear role in the anticipated, or ongoing, care of extremely preterm neonates, especially those born at the limits of viability for which prenatal decision-making is so crucial. PPC already plays an integrated role in decision-making for parents expecting a child with severe genetic disease and/or life-threatening congenital anomalies.55 Given the propensity of complications of prematurity outlined in this chapter and the decision-making entailed in the prenatal consultation, experts have advocated for adjunctive PPC services for preterm neonates and integrated supportive care during the prenatal consultation for mothers threatening delivery in the periviable period.56 In developing goals of care for infants with life-threatening congenital anomalies or at the limits of viability, parental needs for consistent empathic counseling, spiritual support, and bereavement is well described.44,57–62

The added value of perinatal palliative care in the prenatal consultation process and concomitant care of the critically ill preterm neonate is rooted in the interdisciplinary nature of the specialty. In addition to medical expertise, spiritual care, nursing, social 300work, genetic counseling, and child life are common components of care. Developing and supporting goals of care is the cornerstone of such programs.63 The AAP Committee on Fetus and Newborn advocates for effective cross-cultural and spiritually sensitive communication with adequate family support in the prenatal consultation setting in order to optimize “individualized and family-centered” goals of care.37 Interdisciplinary palliative care may be essential to such holistic care.

In the event that shared decision-making favors comfort care delivery after birth in lieu of resuscitation for the preterm infant at the limit of viability, multidisciplinary professional guidelines emphasize minimizing pain and symptoms for the neonate while facilitating time for the family to spend with their dying newborn.36 This includes supporting birth plans, memory making, bereavement, and provision of pharmacologic and nonpharmacologic comfort measures at end of life. The integration of PPC with the obstetric and neonatal clinical team can streamline these essential components of care.

Periviable antenatal decision-making has relied heavily on epidemiologic population-based data and has historically been rooted in professional directives toward informing parents of options at delivery based on statistically driven anticipated outcomes.64,65 As such, for the individual neonate in question, decision-making in the antenatal counseling process can be fraught with prognostic uncertainty. Value-based decision-making often prevails,44 and the consultation can be clouded by diverging religious–ethnic–social principles across providers and parents. By failing to acknowledge the plurality of values that exists in the physician–parent shared decision-making paradigm, differences in preferences can be attributed to poor parental comprehension of prognostic clinical information, further disrupting the clinical relationship between neonatologist and parent(s). However, based on the very nature of prognostic uncertainty in antenatal decision-making for neonates at the limit of viability, a family’s values should be paramount to the decision-making process, acknowledging that such values may be starkly variable encounter-to-encounter and often leading to different decisions for patients with similar projected outcomes.66

Such consultation should acknowledge and even prioritize relational aspects of decision-making and the powerful emotions inherent to the situation. Value exploration to build goals of care in aligning with recommendations regarding care plans at delivery is imperative. Cognitive bias that will influence decision-making should be minimized, and close attention should be paid to word selection, avoiding such jargon as “do nothing,” “do everything,” “incompatible with life,” or “futile.”67 Perinatal palliative care expertise in navigating these intense encounters can be invaluable to ensuring a family-centered shared decision in accordance with values and preferences.

Parental Experience

When a preterm infant is admitted to the NICU, the parent experience must be a central component of care. Pregnancy, birth, and the neonatal period are already anxiety-ridden times for parents, and this is only heightened in the face of unexpected preterm delivery. An NICU stay is never a minor experience for a family, and most times it is an unfamiliar 301and often uncomfortable environment that few are prepared to endure.68 In addition to a profound sense of loss of control and grieving of the loss of their expected “typical” or “normal” newborn course, family members experience severe physical and psychological consequences as a result of their infant’s NICU stay, including increased rates of posttraumatic stress, depression/suicide, anxiety, psychiatric hospitalization, cancer, and diabetes.4,33

The median length of hospital stay for EPT infants is 84 days,12 yet studies show that parents find it difficult to learn how to be parents in the NICU and, when the time comes, feel ill-prepared for going home. This is likely secondary to parents feeling removed from direct caregiving and, oftentimes, decision-making. Parents struggle when speaking up about safety concerns in the NICU, even explaining that while they trust and respect all of their infant’s clinicians, they do not want to seem confrontational and are concerned about inadvertently having a negative impact on their loved one’s care.68 Palliative care can provide continuity and guidance during this challenging course, focusing encounters on supportive resources regardless of prognosis and outcome.

End-of-Life Comfort Measures

EPT infants often face life-limiting and life-threatening complications during their NICU hospitalization. Providing concurrent palliative care for infants with complex medical needs can facilitate enhanced supportive care and provide pain and symptom management expertise. In addition, palliative care professionals can establish a trusting clinical relationship with parents in the continuity of care of the patient, which can be invaluable if goals of care transition to focus on intensive comfort measures in the setting of withdrawal of life-sustaining medical treatment, including compassionate extubation. Communication surrounding end of life should provide clear expectations of symptom management that may occur and the intensive comfort measures that will be administered to optimize comfort at end of life.

All efforts should be made to optimize family involvement and preferences near end of life. The patient should be removed from all cardiorespiratory monitoring and transitioned to a quiet, private space that can accommodate visitors. Bedside staff can be reminded that comfort cares should be in response to patient cues, rather than hemodynamic monitoring. Family involvement in caring for the infant should be optimized based on preference with interventions such as skin-to-skin holding, photography, and memory-making activities. Appropriate spiritual preferences and desired practices should be explored and accommodated whenever possible. If an infant is critically ill and the family desires death at home, efforts can be made for palliative transport with compassionate extubation at home and supports in place for end-of-life symptom management in that setting.

CONCLUSION

The birth of an EPT presents a complex and challenging course for the neonate, as well as his or her parents. This can include life-threatening multiorgan critical illness and 302potentially life-long special healthcare needs. Perinatal palliative care offers expertise in decision-making support, psychosocial resources, and enhanced pain and symptom management that can be effectively integrated in the care of the patient and family. Attention to the unique nature of the preterm neonate is critical in effective care strategies not only in analgesia and sedation, but also in navigating the continuum of care across the prenatal care environment and throughout the NICU course. Future directions must emphasize effective consultation practices that balance relational and cognitive aspects of care, as well as the psychological care of the family. This should include close attention to the bereaved mother and father, who are at risk of physical, emotional, and psychological disorders.
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Compassionate Extubation and Withdrawal of Life-Sustaining Therapies



JENNIFER S. LINEBARGER | MEGHAN TRACEWSKI


Most deaths in the neonatal intensive care unit occur following the withdrawal of life-sustaining therapies (WLST) such as artificial ventilation. There is no universally accepted standard or protocol for the process of compassionate extubation. Clinicians cite discomfort approaching the conversations preceding WLST and addressing the unique needs of infants and families throughout. This chapter offers a framework for improving clinician comfort and expertise in approaching and managing circumstances of compassionate extubation in the neonatal population. We address identifying the infants for whom life-sustaining therapies are not benefiting quantity and/or quality of life, holding discussions with families about WLST, planning for the WLST (prior to, during, and after), and the impact on the people who care for these infants.

 





CASE STUDY

This case highlights the complexities that can confound a family’s decision-making about withdrawing life-sustaining therapies from their critically ill infant. The parents must define their hopes and goals for the child while balancing emotions and sense of duty. This case will help you, as a healthcare provider, gain a deeper understanding of the factors that influence parental decision-making so that you can identify opportunities to partner with families.

Zoey is a 5-month-old infant born to a G5P1 mother and father. Her parents underwent multiple rounds of in vitro fertilization but had yet to carry a baby to viability. They were ecstatic to find out they were pregnant and dreamed of Zoey’s birth. Her mom developed preterm labor at 21 weeks. With bed rest and monitoring, delivery was stalled until 24 weeks. Zoey weighed 700 grams and had Apgar scores of 1 at 1 minute and 3 at 5 minutes. Her parents were hopeful that “time and nutrition” would help her survive to come home with them. Zoey intermittently required the oscillator over the first weeks of life, and routine head ultrasound imaging showed bilateral grade IV intraventricular hemorrhages. Although concerned, her parents wanted to give her time to show if recovery is possible. At 5 weeks of age, she developed necrotizing enterocolitis with perforation and had 49 cm of small bowel removed.

306Despite stabilizing from her early critical course, at 5 months of age, Zoey has not tolerated extubation attempts. It is clear she will require long-term positive-pressure ventilation to survive. Zoey has a combination of bronchopulmonary dysplasia, pulmonary hypertension, and bronchomalacia, which affect her breathing. She remains dependent on total parenteral nutrition, and her medical team is not sure she will ever tolerate the enteral feedings needed to grow. There are concerns about her gag reflex and risk for chronic aspiration. Zoey still has an unclear neurological prognosis. The medical team is thinking about next steps and approach Zoey’s parents for discussion about tracheostomy with long-term ventilator support versus the WLST.

The NICU, Neurology, Palliative Care, and Gastrointestinal teams hold a meeting with Zoey’s parents. In the meeting, Zoey’s parents voice concern for her suffering and express feelings of guilt for putting her through things she did not deserve because they wanted a child so badly. They ask if they would be “killing her” or “giving up” if they elected to remove the things that are sustaining her life but also emphasize they are not sure they “can make that decision” for Zoey. The team affirms the parents’ understanding of Zoey’s situation and their love for her. They ask her parents what is most important to them, and together a plan is made for the WLST. Zoey is moved to a private room. Unnecessary medical paraphernalia is removed. Her parents participate in memory-making activities and spend the day with Zoey in the large bed that had been placed in the room. Toward the end of the day, Zoey was placed in her mother’s arms to be extubated. Zoey developed some breathing changes and signs of distress after about 1 hour and responded to a single dose of IV morphine. She remained comfortable until her death.

Case Questions



  1.  How can you create a shared decision-making model with the family?




  2.  What would you do if this were your child?




  3.  How do you feel about removal of different life-sustaining therapies?










 

 





OBJECTIVES

This chapter addresses the following objectives:



  •  Identify infants for whom WLST should be considered

  •  Develop communication strategies for setting the stage with families regarding WLST

  •  Outline components of a comprehensive plan for WLST

  •  Explore challenges in being a caregiver of infants for whom WLST is considered or undertaken






 

307INTRODUCTION

Most deaths in the neonatal intensive care unit (NICU) occur after the withdrawal of life-sustaining therapies (WLST), such as artificial ventilation. Still, clinicians have varying degrees of comfort initiating conversations with a family about compassionate extubation as an option, in providing anticipatory guidance around end of life, or in addressing the unique multifactorial needs of patients, families, and other providers during the process of WLST. Palliative care teams have training and experience in each of these areas and may enhance the comfort of the patient, family, and providers.

BACKGROUND AND SIGNIFICANCE

Although fewer infants are dying in the NICU, an increased number of these deaths are a result of the WLST.1–4 Despite this reality, there is no universal standard on how to pragmatically proceed with compassionate extubation. To date, few NICUs have end-of-life protocols for such circumstances.5–7 There are some published recommendations based on clinical experience,8–11 but there is variability in how to withdraw the ventilator, how to plan for, assess, and manage distressing symptoms, and what truly constitutes a good end of life for the infant, family, and staff. In this chapter, we summarize the collective recommendations and suggestions surrounding WLST in the neonatal population. This chapter is meant to provide a comprehensive, but not exhaustive, framework that encompasses many clinical scenarios.

PURPOSE OF THE CHAPTER

This chapter offers a framework for improving clinician comfort and expertise in approaching and managing circumstances of compassionate extubation in the neonatal population.

IS IT TIME TO REMOVE LIFE-SUSTAINING THERAPIES?

Life-sustaining therapies are initiated with the hope of getting infants through temporary challenges associated with prematurity, traumatic birth, and fetal distress, or when born with recognized congenital anomalies. Therapies are often begun emergently, before there has been any assessment of the infant’s prognosis or possible future quality of life. Other times, a “trial of treatment” is initiated because there is uncertainty in the prognosis.3 For example, in the delivery room, it is common practice to intubate twins born at 26 weeks’ gestation, a term infant with respiratory distress, or one with congenital diaphragmatic hernia, with the realistic goal of bridging them to a time when such life-sustaining therapies are no longer required. Other infants may have a less optimistic 308prognosis, such as a baby with pulmonary hypoplasia from renal anomalies, yet still have life-sustaining therapies initiated to give the baby a chance to show parents and providers whether they could eventually live without such therapies. Still other infants may have a poor prognosis, but life-sustaining therapies are used to help buy time to confirm a diagnosis or offer bonding time with parents.

In many ways, the initiation of life-sustaining therapies is easy because it is the accepted medical intervention. Some infants remain unstable and die despite life-sustaining therapies. Others may be stable on life-sustaining therapies, but the benefits and burdens of such treatments shift as prognosis is reassessed. Such assessment includes clinical changes, available information (such as genetic testing results), provider judgment, or the family’s goals of care. Identifying such shifts in the benefits and burdens requires thought and discussion.12

Decision-making surrounding the withholding or WLST in pediatric patients is often influenced by considerations of duration of survival, disabilities, and quality of life.2,13 Such decisions may arise when there is clinical deterioration despite interventions or may come following months of medical treatment that never leads to the hoped-for improvements. It is legally and ethically reasonable to consider the withdrawal of life-sustaining interventions when the infant either has a limited quantity or a limited quality of life. An infant has a limited quantity of life when their death will occur in the order of minutes to hours, or when it is evident that technology is incapable of fixing/reversing the illness or injury that is precipitating demise over a course of days to weeks (Table 19.1).10

Providers often view the WLST from a physiologically stable infant with a poor prognosis as different from withholding or withdrawing life-sustaining therapy from a dying infant.3 Providers may also view the withholding of interventions differently than the withdrawal of the same interventions, although legally and ethically there is not a distinction between the withholding or withdrawal.14 Research has also shown that the type of therapy being withheld or withdrawn influences the comfort/discomfort level of the provider.15 Some of the specific life-sustaining therapies are listed in Box 19.1.

Determining which life-sustaining therapies would not have benefits that outweigh the treatment burdens is often the first step in moving toward the WLST. Parents may accept a passive or nonescalation (a withholding) approach days to weeks before considering a more active withdrawal of life support. Consider a full-term infant with physical examination findings of skeletal dysplasia who requires continuous positive-airway pressure (CPAP) to sustain life in the setting of hypoplastic lung tissue. While awaiting genetic test results, the family articulates they would not want the infant to be intubated or for CPR to be performed should the child decompensate. They perceive decompensation as a sign that the infant is too ill to survive. In this way, the family would follow a nonescalation or passive pathway to the WLST. An active pathway would be if that same infant were confirmed to have a mutation in the FGFR3 gene causing thantophoric dysplasia and a decision was made for the compassionate removal of CPAP to allow for parental holding and bonding without tubes. A passive process is when families and providers make decisions not to escalate the therapies used (or to withhold specific therapies); an active process is when life-sustaining therapies are withdrawn.3 Both are ethically acceptable plans of care; however, psychologically they can feel very different to the parent and clinical team.



TABLE 19.1 Consideration for the WLST









	INFANT STATUS
	DEFINITION





	Infant with a limited quantity of life
	Death is imminent in hours to days
Progressive decline regardless of life-sustaining therapies



	Infant with a limited quantity and quality of life
	Life-sustaining therapies are not improving the situation and may be causing suffering (burden > benefit)



	Infant with a limited quality of life
	Life-sustaining therapies are no longer a bridge to a hoped-for quality of life










 





309BOX 19.1 LIFE-SUSTAINING THERAPIES THAT MAY BE WITHHELD OR WITHDRAWN

Airway/breathing

Oxygen, positive-pressure (bag mask) ventilation, intubation, mechanical ventilation

Cardiac

CPR (including chest compressions, cardiac electrical stimulation, code drugs), vasoactive medications, extracorporeal membrane oxygenation, implanted electronic devices (i.e., pacemaker)

Renal/nutrition

Renal replacement therapy, dialysis, medically administered nutrition and hydration

Other

Blood products, antibiotics






 

Available literature suggests that “the factors that helped parents decide to withdraw treatment were visible deterioration, the possibility of suffering, and clear information about the gravity of the baby’s condition and prognosis.”16(p270) Parents needed an awareness that their baby was likely to die before they could consider accepting death following the WLST.16 Most often parental awareness came after talking to the clinicians.

TALKING WITH THE FAMILY

As providers become more concerned about the ability of technology to sustain an infant’s life, or whether such technology can offer a bridge to improvement, such worries should be shared with the family. Honest, open communication will help clarify how sick the infant is. The parents must understand the gravity of their infant’s condition before they can conceptualize the option of withholding and/or withdrawing 310life-sustaining treatment from the infant.17 The parents’ view of their infant’s status and the treatment choices are influenced by how the information is presented.18–21 In this section, we offer communication strategies for setting the stage with families for the WLST.

One common communication strategy is to arrange a family meeting or care conference with key members of the medical team and key supports for the family, including staff supports, such as social work, chaplaincy, and palliative care.21 Even the calling for such a meeting may serve as a “warning shot”21 to the family that there are important topics to address. It is worth noting that such a warning shot and/or a large group may cause anxiety for some families. It may be helpful to frame the meeting as a chance for all the caregivers to come to a shared understanding and plan.

Other authors have provided mnemonics for ways to approach conversations with families, including SPIKES22 for delivering bad news, REMAP23 for defining goals of care, and SOBPIE24 for neonatal end-of-life concerns (Box 19.2). These mnemonic tools are intended to help providers have a general framework as they consider how to share significant news and come to an agreed plan of care that may include limitations on or the WLST. Such tools informed the flowchart framework for a family meeting about the WLST provided in Exhibit 19.1.

A family meeting should have other core features—honesty, humility, clarity (“connect the dots”)—and be less about laboratory values and more about the big picture.25 It is important to ask parents directly about their informational needs and to honor their role as the infant’s parents. It may be helpful to hear how they approach being good parents at this time in their infant’s life.26 Researchers found that generally parents desire to be a part of the decisions for big picture goals, such as resuscitation status and WLST, even if they do not want to be a part of more medical, technical, or urgent decisions.27 Ideally, parents are offered adequate time to ask questions and make an informed decision. For parents, contemplating such decisions is complex and involves emotions and finding meaning.24 The urgency of family meetings about WLST is determined by the clinical situation. For a baby with an acute decompensation who is actively dying despite life-sustaining therapies, the warning shot may not be about planning a family care conference, but rather a phone call to encourage the family to get to the bedside promptly. Even in these more hurried meetings, attention to offering the presence of support people and privacy is important.

 





BOX 19.2 COMMUNICATION STRATEGIES FOR DISCUSSING DIFFICULT NEWS WITH FAMILIES








	SPIKES22
	REMAP23
	SOBPIE24



	S: Set up the interview
P: Assess Perceptions
I: Obtain Invitation (to continue)
K: Deliver Knowledge
E: Address Emotion with empathy
S: Strategize and summarize
	R: Reframe
E: Expect emotion and empathize
M: Map the future
A: Align with values
P: Plan
	S: What is the Situation?
O: Opinions and Options
B: Basic human interactions
P: Parents (story, concern, goals)
I: Information
E: Emotions















 

 





311EXHIBIT 19.1 FRAMEWORK FOR A FAMILY MEETING TO DISCUSS THE WLST
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WLST, withdrawal of life-sustaining therapies.










 

312As much as the role of the family meeting is emphasized, it is also imperative to remember that neither communication nor advance care planning is a one-time event. Families may need additional time to think about the decisions ahead and to see “what the baby is showing us.” Recognizing the what ifs and regrets a parent may live with can help providers remember to pause the decision-making when possible.28

Even with thoughtful conversations, there may be times when providers communicate their concerns about the sustainability or benefit of ongoing life support for an infant, and families are not prepared to hear or accept such news. They may become angry or untrusting of the medical team. Recognizing the conflict and identifying what it is about, and then finding a shared goal can help repair the provider–parent relationship. Parents prefer when providers can take time with them and when there is a clear coordination of care. They dislike feeling that providers are in a hurry. Poor communication can contribute to anxiety and provoke a sense of not knowing what is going on.25

There may also be times when families worry about their infant’s survival even before the providers start a conversation. Parents may ask a bedside nurse or another team provider whether they think the infant will die. One approach to such questions is to explore why the parent is asking at this time: Are they seeing something concerning when they look at their infant? Are they being asked by other family members about prognosis? Have they read something online that is troubling them? Understanding what is behind the question can prepare providers how best to answer.

As conversations with families unfold, it is worth remembering that the WLST is not the withdrawal of care and that a path of nonescalation is not the same as doing nothing. In fact, even as death nears, there is a great deal to “do” as discussed in the next section.

SETTING THE STAGE

After talking together, providers and families may determine that a focus on comfort and quality of life is of higher value than the quantity of life and ongoing life-support therapies or that the benefit/burden ratio of ongoing life support is no longer in the baby’s best interest. The care management then shifts from being tactical—about numbers on the monitors or blood work—to being more about the hopes for the time remaining.29,30 Even at this stage, there are still discussions to have and decisions to make: timing of the WLST, anticipatory guidance on what to expect with the WLST, locations for the WLST, practical and pragmatic considerations, and memory making.

313Timing

The stability of the infant is the greatest variable dictating how soon after talking with a family the WLST occurs. Even when the acuity of the situation constricts the preparation and time to WLST, it is still possible and appropriate to maintain a strategic approach in the discontinuation of interventions.10 A number of possible timelines exist based on the clinical situation and the family’s goals.

For the infant in whom imminent death is unavoidable despite technology, there will need to be a rapid transition to a comfort-focused medical plan that is consistent with the family’s goals. It may be that the parents are emergently called to the bedside to discuss the infant’s decompensation and inevitable death, and providers are simultaneously getting the infant into the parents’ arms for extubation. Even when time feels short, the provider should still enquire about spiritual or cultural rituals and other important components of memory making.

For infants whose families have determined that the ongoing use of technology does not sustain or bridge to an adequate quality of life, the timeline to WLST is more flexible. Some parents will wish to proceed quickly, not out of fear of changing their minds, but rather because they have decided machines cause undue suffering and must be discontinued to prevent further distress in their infant. Other families may require time to coordinate important moments such as memory making, cultural or spiritual rituals, and visits with siblings or extended family. They may desire a transfer to a hospital closer to home, to an inpatient hospice, or to home with hospice resources.8 Another cohort of families may determine that technology does not sustain a good life but feel paralyzed and burdened by the perception that they must select the timing of their infant’s death. The providers working with such a family may need to share greater responsibility in determining the timing of a plan and then obtain parental agreement.

Another variable to consider when determining the timing of compassionate extubation or WLST is whether the family plans to pursue organ or tissue donation. It will be important to work within the guidelines of the regional transplant organization to establish a timeline of events that adheres with the strict organ and tissue procurement procedures. These guidelines may also determine the location of death because some facilities require extubation for the purpose of donation after cardiac death to take place in the operating room.8,10

Anticipatory Guidance

For many parents, their infant’s end of life may be their first experience with death and dying. Providers should learn about the parents’ prior experiences and clarify how much information they want on what to expect upon the WLST. The infant’s underlying condition and the types of life-sustaining therapy used will impact the symptoms at end of life and how long the infant may survive after the WLST. Providers less experienced in the WLST may want to collaborate with more senior colleagues or members of the palliative care team to create as smooth an end of life as possible for the infant and the family.

314In preparing for the WLST, the provider should think about the therapies being withdrawn, the possible symptoms the infant may have, and how long the child may survive after WLST. Parents typically benefit from some anticipatory guidance about the dying process: whether the infant will attempt or struggle to breathe, be noisy from secretions, or have color changes. Providers should plan for comfort measures, both pharmacologic and nonpharmacologic, to limit suffering and distress. If it is possible that the child may survive for days or longer, it is incredibly important to prepare the family and do “parallel planning” addressing the likely death as well as the potential to survive longer and what decisions that may necessitate. Parents generally expect the dying process to be swift because of the level of intensive care required to sustain life, the severity of disease described, and the bleak prognosis given.31 Most infants die within hours to days after the withdrawal of ventilator support, but some, especially those with hypoxic ischemic encephalopathy, may live for weeks or months.31 Counseling about the timing of death should be provided in estimates of hours, days, or weeks; it is okay to say, “I do not know.”

A common priority for parents is to hold their infant before their death. Parents should be informed that while great care will be taken in moving the infant to their arms, there exists a possibility that the extremely fragile infant could die in the process. Gently explaining this risk helps prepare the family and is particularly relevant for infants on high-frequency ventilation, extracorporeal membrane oxygenation, or high levels of vasoactive medication.

The most important piece of providing anticipatory guidance to a family about what they may experience during WLST is that although many things may be uncertain (the infant’s symptoms, the timeline of events, the duration of life following compassionate extubation), there will be ongoing assessment of the situation, conversations to discuss an evolving plan, and, ultimately, that they will not be alone throughout the process.

Location of Care

When possible, clinicians should have an open discussion with parents regarding the most desired location for the infant’s end of life while also acknowledging that there is much outside the control of the medical team. The options for location of death really depend on the infant’s condition/stability, on access to services within the infant’s community, and on where the infant and family can feel most comfortable. Such options include remaining within the NICU, transfer to another unit within the hospital, transfer to a hospital closer to home, transfer to an inpatient hospice, or a discharge to home with hospice supports and removal of life-sustaining therapies upon arrival. If an infant is within hours of death despite life-sustaining technology, then remaining at the hospital is the best course of action. However, even within the hospital, there may be spaces more conducive to privacy and comfort than others. Some families may really want their infant to be able to leave the hospital, and such goals should be considered. Transport to a hospice facility or to home with hospice resources requires great logistical coordination but may be accomplished.32 Some of 315the logistics include equipment (suctioning, oxygen, etc.), medications, transportation, care needs at home, and other financial and legal aspects.

As others have noted, the location itself is not as important as the mindset of the persons involved in the care.8 Ideally, the parents are able to determine the particular staff, family members, and others they wish to have present at the time of the WLST. Families may have favorite music, blankets, or infant outfits that can make the setting more special for them. Some institutions have a family bed, allowing parents to lay next to their infant; some have an outdoor space that could allow the infant to experience nature prior, during, or after the WLST; and some have special supply carts prepared for families (with drinks, snacks, tissues, etc.).33

Practical and Pragmatic Considerations

Artificial ventilation is the life-sustaining therapy most often withdrawn, but discussion about other medical therapies at this time should include things such as cardiopulmonary monitoring, medically administered nutrition and hydration (intravenous or enteral), laboratory testing, medications, and other therapies. It is appropriate to offer recommendations to the family based on the current goals for the infant rather than provide them with a checklist of things they do or do not want. Some families may want monitoring continued, whereas others may be ready for their infant to be free of all wires and technology. When the family requests continued use of monitors during WLST, it would be appropriate to lower the alarm parameters or silence them completely to minimize distractions when the infant’s heart rate, respiratory rate, and saturations fall. It should be possible to turn the screen off in the room while maintaining a view from a centralized clinical care station on other monitors for those families who wish to know what is going on but not see it in front of them.

Most extubation guidelines recommend withholding enteral nutrition prior to extubation. Conversations with families about whether to reinitiate can occur if the infant survives longer than anticipated. Maintaining IV access can be helpful for medication delivery, but if the infant does not have IV access or if parents want their child free of such lines, then alternative routes (sublingual, buccal, intranasal) can be used for comfort medications.

Memory Making

While the infant’s life may be short, providers can encourage parents to celebrate all the moments they have with their baby, some of which may not occur until after the infant dies. Many parents crave normal baby moments, such as diaper changes and bathing, and these opportunities can be especially meaningful if the infant has been unstable since birth.28 The healthcare team can encourage parents to consider family photos, baptism or other spiritual rituals, and the creation of keepsakes, such as hand/foot prints and molds or the recording of heartbeats.

316THE PROCESS

Once the providers and family agree on limitations to life-sustaining therapies, a do-not-attempt-resuscitation (DNAR) order should be documented in the infant’s chart with the details of the life-sustaining therapies identified as too burdensome and not to be attempted. It is important to recognize that each institution and each state may have its own policies and legislation regarding DNAR orders. The order may have different names at different institutions, including do not resuscitate (DNR), limited code/limited DNR, and allow natural death (AND). Such orders are usually entered by the attending physician. Many out-of-hospital DNAR forms, often referred to as a Physician’s Order for Life-Sustaining Treatment (POLST) or Medical Order for Life-Sustaining Treatment (MOLST), require both a legal guardian and an attending physician to sign. These forms would be needed if the infant is transferred to a hospice unit or home for the WLST and end-of-life care.

Such documentation ideally precedes the actual WLST and can be viewed as a standardized way to communicate the infant’s current clinical condition, the discussions held with the family, and the recommended next steps. To be clear, the expected outcome following the WLST is that the infant will not have adequate ventilation and will develop cardiovascular collapse. As such, not having orders for limiting resuscitation (DNAR orders) would be incongruous with WLST. Other documentation to consider in advance of the WLST includes forms for autopsy, for organ or tissue donation, and/or for the release of the body.

At many institutions, an interdisciplinary team is involved in the care of each infant—ranging from those assigned to the infant (physician, nurse practitioner, bedside nurse, respiratory therapist) to those within the unit or hospital (social worker, child life specialist, chaplain). Ideally the consulting teams, in particular, the palliative care team, have been a part of the conversation leading up to the WLST. Notifying the key team members of the planned WLST can ensure that the parents and infant have the support they need at the end of life.

Once the plans are in place for the WLST, the focus shifts toward comfort of the infant and bonding with the family. Offering privacy for this final time together can be achieved by pulling curtains to enclose the bedside (if on an open unit) or moving to a private bed space. Even while offering such privacy, the medical team should remain in close proximity so the family feels staff are sufficiently available to assess and manage the infant’s needs. Box 19.3 summarizes these preparation.

The infant’s condition at the time of the WLST determines the order in which therapies are withdrawn. Particular attention should be paid to the anticipated symptoms the infant may have at the time of compassionate extubation. Providers should determine the order of therapies to withdraw based on clinical experience, the infant’s medical situation, and the family’s goals.

There is wide variability in how to withdraw artificial ventilation. Some advocate for a terminal weaning of the ventilator: first weaning the fraction of inspired oxygen (FiO2) and positive end-expiratory pressure (PEEP), then the rate or pressure support. A benefit to the terminal weaning is that it affords the clinician the ability to titrate medication concurrently to minimize symptoms.7 Others simply proceed with extubation. Prior to the actual removal of the endotracheal tube, good suctioning of the airway will help reduce the secretions that contribute to breathing noises that may be distressful to caregivers—including parents. If an infant has been orally intubated for a prolonged period, a pre-extubation dose of corticosteroids could be considered to reduce swelling and the associated airway noises. Anti-sialorrhea medications (drying agents) to reduce secretions could also be utilized.

 





317BOX 19.3 PREPARATION CHECKLIST FOR WITHDRAWAL OF LIFE-SUSTAINING THERAPIES

Document in the health record



  •  Do not attempt resuscitation order

  •  DNAR and WLST discussion note

  •  Orders discontinuing interventions and therapies not focused on comfort

      Examples: cardiopulmonary monitoring, medically administered nutrition and hydration, routine lab work, medications, and other therapies

  •  Orders for pharmacologic symptom management of secretions, dyspnea, agitation, and pain (as indicated)

Collect the signed paperwork



  •  Autopsy consent

  •  Release of body forms

Delineate interdisciplinary roles at WLST

Move infant to private space (as discussed with family)






 

Other medications to consider include opioids and benzodiazepines. Opioids manage both pain and dyspnea (sense of air hunger or distressing breathlessness). If the infant has been on opioids, they should be continued. If pain or dyspnea is anticipated (based on the infant’s condition), then an infusion could be started (following a bolus dose) or offered as needed based on signs of distress from the infant. The dose may be titrated based on the infant’s response. Benzodiazepines at the end of life are indicated for seizure concern or agitation. Studies have found there is no correlation between receipt of opioids or benzodiazepines and length of life following WLST in the adult34 or neonatal35 populations.

If an infant is not anticipated to have significant symptoms, comfort may be provided in more traditional ways, such as sucrose on a pacifier, swaddling, or even nonnutritive suckling following the extubation. Box 19.4 provides a checklist for compassionate extubation.

 





318BOX 19.4 COMPASSIONATE EXTUBATION CHECKLIST



  •  Consider pre-extubation dose of corticosteroids or anti-sialorrhea medication

  •  Discontinue neuromuscular blockade

  •  Hold feeds

  •  Ensure patient comfort and have medications ready for as needed use

  •  Remove unnecessary medical paraphernalia including monitors

  •  Suction airway

  •  Extubate infant



    •  Consider terminal weaning of vent support prior to extubation

    •  Ensure tracheal cuff is deflated prior to removal and tape fully removed

    •  Silence ventilator alarms and turn off the ventilator

  •  Maintain a respectful presence

  •  Provide medications as needed for signs of distress






 

AFTER THE WLST

There is no accurate way to predict how long the infant will survive after WLST. Infants who are critically unstable at the time of WLST are expected to die fairly expeditiously following the removal of life-sustaining therapies; still, death is not guaranteed. Infants who are compassionately extubated based on quality-of-life concerns may survive longer than anticipated.31 Preparation for such scenarios is why parallel planning is important. Such anticipatory guidance prepares families for the possibility of a protracted course. In interviews with bereaved parents, more than a fifth of the families found the length of time it took their baby to die to be a significant source of distress. It made them doubt their decision of WLST and the accuracy of the prognosis.36

Following compassionate extubation and subsequent death, the parents should be allowed to remain with their child for as long as they need to (the permitted duration varies by institution and state). They can participate in bathing and dressing the infant, complete other memory making, and remain with their child for a time. The family should be informed of the normal changes they will see in their child’s body as time passes after death. Some families may not know how or when to leave and would, therefore, benefit from guidance from the clinical team and someone from the hospital or their community to help walk them out. The infant will then be taken to the morgue or, in some cases, directly discharged to the accepting funeral home. Completion of an autopsy should not interfere with the ability to have a timely memorial service and burial.

319If the infant is clearly surviving past the 48- to 72-hour mark following WLST, it would be appropriate to re-evaluate the situation. The clinician should assess for the infant’s potential to die in the immediate future or whether it appears their course will be longer. Conversations will then need to be had about what the next steps are, based on the family’s goals, including location of care and role of further interventions.37

CARE OF THE CAREGIVERS

The death of an infant can bring a mixture of emotions, especially when it follows the WLST. The providers involved may experience sadness, defeat, anger, or relief. Having coworkers and supervisors who can recognize and normalize the emotions is helpful, as is having some time to pause before jumping to the next task or patient. Many recommend a debriefing following a patient death. These may be focused on practical aspects of the care (i.e., what can we learn or improve for the next patient), whereas others may be focused on emotional processing for providers.38

The WLST can also bring a risk of moral distress. Moral distress happens most in those involved in direct patient care, and around issues of “disproportionate care, ‘aggressive’ use of technology, powerlessness, and communication around life and death issues.”39 A systematic review of moral distress within neonatal and pediatric intensive care units found that continuing life support when not in the child’s best interest or when believed to be futile was a more common source of distress than the WLST.39 Increasing awareness and acknowledgment of moral distress, providing coping strategies, and establishing an ethical climate within the organization may counteract the impact of moral distress and associated moral residue.

Exemplar

Piper was prenatally diagnosed with both a left congenital diaphragmatic hernia (CDH) and significant cardiac anomalies. Her parents prepared for her to only live minutes because of this combination and were encouraged when her CDH was repaired and cardiac anatomy was not as concerning as first thought. However, Piper developed severe pulmonary hypertension that was challenging to control despite maximal therapies.

When Piper was 8 months old, and the last treatment attempt had not helped her, her parents and the medical team agreed to limit the use of some life-sustaining therapies—no interventions for cardiac decompensation—and agreed to no further stressors, such as weaning nitric oxide or medications. As her mom explained to others, it was time to “stop pushing her lungs to go home when they never will, stop weaning narcotics, stop pushing her tired body. Quiet her storm and let her live without a care.”

Piper’s parents found peace in knowing that they and the medical team were not stressing her, and felt it gave them time to “enjoy Piper for Piper” and see her smiling, silly, and comfortable. They followed her cues and anticipated placing further limits on interventions, such as bag mask ventilation, should she not “tolerate life as much” or be 320awake and happy. When Piper developed an infection the following month, treatment was started, but Piper did not recover as she had in the past and had further respiratory declines. At that time, there was agreement that further therapy was “prolonging her dying” and not in her best interest. After family and primary caregivers gathered, and final photos were captured, the nitric oxide was discontinued, the ventilator support weaned, and she died peacefully in her mom’s arms.


Piper’s parents, Tara and Matt Jarvis, realized that she needed more life support than could be continued just to get through a day. After an expected 10 minutes with their daughter became a much-longer-than-expected 10 months, the reality of her suffering hit them. They recognized that her body was not meant to process such a long life. They knew they had come to terms with that and needed to say their final good-bye.

Piper Grace Jarvis August 4, 2014–June 11, 2015



Clinical Implications



  •  A majority of NICU deaths occur following the withholding or WLST.

  •  Withholding or withdrawing life-sustaining therapies is legally and ethically permissible when technology is no longer a bridge to a quantity or quality of life.

  •  Prior to considering the WLST, families need clear and honest conversations about the infant’s condition and prognosis.

  •  Partner with families in shared decision-making based on their defined goals for their infant.

  •  Provide anticipatory guidance about the end of life and expectations following WLST and consider “parallel planning.”

  •  Creating a checklist for the WLST ensures a thoughtful approach, considers the specific needs of the infant and family, and addresses symptom management.

  •  Maintain an empathic and compassionate presence to best address the unique multifactorial needs of infants, families, and caregivers during the process of WLST.

  •  Take care of yourself and remind yourself why you do this work—particularly when things get difficult.

CONCLUSION

Infants who die in the NICU often do so following decisions to withhold or withdraw life-sustaining therapies. Expert skill is crucial in identifying infants whose quantity or 321quality of life are no longer sustained by machines and may be considered for compassionate extubation. The lack of formal education, protocols, and evidence-based research around WLST can trigger clinician distress and negatively impact the experiences for infants and families. This chapter provided a process to approaching compassionate extubation, from initiating difficult conversations with the family to assessing and managing symptoms at the end of life, with the goal of improving clinician confidence and competence in caring for these incredibly fragile infants.

ADDITIONAL RESOURCES

Together for Short Lives—an organization in the United Kingdom with published “pathways,” including one for Perinatal Palliative Care and another for Extubation. The pathways are available for downloading at www.togetherforshortlives.org.uk
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325By the Stone [excerpt]


It has been a year and the lilies we planted for you have had

little babies of their own:

Small bulbettes cling to their mommas beneath the earth

And they will all rise together—

Little blooming families
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Lactation and Breastfeeding in the Context of Perinatal Palliative Care



DIANE L. SPATZ | JOANNA C. M. COLE


When a mother receives a diagnosis of a life-limiting fetal condition (LLFC), it is essential to allow for maternal decision-making in anticipation of perinatal loss, including birth planning and decisions about lactation. Women produce milk from 16 weeks of pregnancy and they will experience the onset of lactogenesis II even if their infant does not survive.

Healthcare staff need to inform women of the option to consider pumping following an infant loss to donate this milk to a nonprofit milk bank. Milk donation can be an important component of the grieving and healing process for some women. Although not all women will choose to do this, it should be an option presented to her during prenatal care. If the mother does not wish to express milk for donation, she will need guidance on suppression of milk supply.

In addition to preparation during pregnancy, women may also need psychological and physical support upon engaging with breast pumping prior to and after loss. Following the birth, the first priority is to provide the woman and her family the opportunity to bond and engage with their newborn through skin-to-skin contact and breastfeeding, if desired. If the mother wishes to become a milk bank donor, the hospital staff should assist with this process and with the initiation of milk expression. Hospitals should develop partnerships with nonprofit milk banks to facilitate the screening and donation process for mothers who are interested in this option.

 





CASE STUDY

Susan was an 18-year-old single mother with a supportive 19-year-old partner and extended family members. During her pregnancy, it was identified that her fetus was not likely to survive long after birth, owing to a rare genetic disorder. Susan said that if her son did not survive, she was committed to becoming a donor to the milk bank. During her prenatal consultation, it was determined that Susan did not have any lactation risk factors, suggesting that she would have no difficulties achieving a normal milk supply and that she 327met the screening criteria for becoming a milk bank donor. She consented to become a donor and have her blood drawn for laboratory testing after birth. Susan planned to express milk during her entire maternity leave (12 weeks) if her son did not survive.

After the birth of her son, Susan had time for breastfeeding and skin-to-skin contact prior to his death a few hours later. Once her paperwork and laboratory testing were reviewed and approved, Susan was officially accepted as a donor to the milk bank. The milk bank coordinator contacted Susan weekly to provide emotional support and education and also to ensure that no changes had occurred in Susan’s lifestyle or medication history that would influence her donor status.

Case Questions



  1.  As a healthcare clinician, how do you ensure that all families make an informed feeding decision regarding the science of human milk and breastfeeding?




  2.  Does a mother need to have blood testing before she can be approved to be a donor to a milk bank?




  3.  As a healthcare clinician, how would you assist mothers with making decisions regarding how long to donate their milk?










 

 





OBJECTIVES

This chapter addresses the following objectives:



  •  Discuss the importance of prenatal counseling regarding breastfeeding and milk donation options for families choosing palliative care at birth

  •  Explain the screening processes required for a mother to become a donor to a milk bank through the Human Milk Banking Association of North America (HMBANA)

  •  Identify principles of lactation support for bereaved women through an exemplar from the Children’s Hospital of Philadelphia

  •  Explore the concept of milk donation as part of the grieving process






 

INTRODUCTION

When a life-limiting fetal diagnosis is confirmed in pregnancy, maternal fetal medicine and obstetric providers are positioned to collaborate with the expectant woman throughout her pregnancy management and postpartum care. Decision-making in anticipation of perinatal loss (i.e., birth planning) should include lactation decisions and breast care. Offering expectant women options that are within their control helps to empower and better inform choices for birth and the postmortem period.1 In anticipation of the death 328of a child before or shortly after birth, parents are often given many options regarding funeral planning, memory making, and choices regarding autopsy. Yet providers often do not discuss with women choices about what they may want to do regarding lactation.2 Some women may choose to donate their milk after an intrauterine or neonatal death. Providers should offer this as an option for women who wish to help manage their grief through their altruistic efforts to provide a valuable resource to other critically ill infants.

BACKGROUND AND SIGNIFICANCE

Regardless of fetal or neonatal outcomes, hormonal changes lead to breast changes and milk production. Many women have never considered the fact that they produce milk from 16 weeks of pregnancy and that they will experience the onset of lactogenesis II even though they no longer have an infant to feed. This point reiterates the importance of preparing women with lactation education prior to birth. Whether a mother chooses to suppress or continue lactation, obstetric providers must be able to provide comprehensive, evidence-based support to help mothers avoid medical complications, such as engorgement and mastitis.2 Women need to be prepared for the effect of the physical and emotional changes associated with lactogenesis throughout the postpartum period. Anticipatory guidance about this biological process, focused on pain prevention, engorgement, and breast infections, is imperative.2 In the face of neonatal or intrauterine loss, milk donation may help women through the grieving process and reduce physical discomfort in the postpartum period.3

Lactation is a visible recognition and validation of a woman’s transformation to becoming a mother, but unfortunately, it is often an unacknowledged and forgotten aspect of a bereaved mother’s experience after her infant dies.4 Lactation and donation choices post loss are highly personal and variable. Some women choose to immediately suppress their lactation, whereas others continue to lactate for a time, some of whom may also express their milk with the intention of donating.1

Most hospitals are not their own HMBANA milk bank, but this does not preclude all health professionals from providing this resource within the context of perinatal palliative care (PPC) birth planning. Birth hospitals with PPC programs should establish partnerships with an HMBANA milk bank within their region (see online resources at the end of this chapter). HMBANA milk bank directors would welcome the opportunity to collaborate with more hospitals to provide the opportunity for bereaved mothers to donate milk as part of their grieving and healing process. Some milk banks also offer special programs and services for grieving mothers, such as acknowledging her (if she is interested) on a public tree-of-life display at the milk bank.

CHILDREN’S HOSPITAL OF PHILADELPHIA AS AN EXEMPLAR OF PALLIATIVE CARE PRACTICES

The goal of this chapter is to present care plan strategies for perinatal health providers based on our experience. We provide information about milk donation as part of PPC 329birth planning with women and families anticipating the loss of their child prior to or shortly after birth. The Center for Fetal Diagnosis and Treatment (CFDT), located at Children’s Hospital of Philadelphia (CHOP), is a specialized diagnostic and high-risk fetal center for healthy women carrying fetuses with congenital anomalies. Fetal diagnosis, ongoing prenatal care, and birth all occur within CHOP to keep women, families, and newborns together.5 Each year, approximately 450 to 500 women carrying fetuses with birth defects and/or complex medical and genetic conditions give birth on the Garbose Family Special Delivery Unit (SDU).

Approximately 8% of the SDU’s annual birth volume consists of palliative births supported by the CFDT’s Perinatal Palliative Care and Bereavement Program. Providers partner with expectant mothers and their families to develop individualized, seamless, and compassionate care plans that address their medical, emotional, social, and familial needs.3 Since the inception of the program in 2012, the CFDT has provided perinatal palliative care consultation and support to more than 150 women and their families. The program is described in greater detail elsewhere.3

Importance of Prenatal Counseling

It is important that families be given the opportunity to learn about and understand the implications of maternal lactation, even if neonatal survival is not expected. Regardless of the expected neonatal outcome, every woman seen in the CFDT meets with an advanced practice nurse (APN), for example, a women’s health nurse practitioner or a certified nurse midwife. The APN obtains a detailed history of the pregnancy, including previous prenatal care and medical, surgical, family, and social history. The APN also reviews in detail with the woman and her family the structure of outpatient prenatal care within the CFDT and takes them on a tour of the SDU where the birth and postpartum care will occur. Based on the recommendations of the maternal–fetal medicine and obstetric teams, the APN reviews the schedule for prenatal visits, follow-up ultrasound examinations, and consults needed during the remainder of the pregnancy. During this discussion, the APN arranges for each woman and her family a personalized neonatal nutrition/lactation consultation as a standard of care before birth.6

Within the context of a structured perinatal palliative care program, some families may be drawn to the idea of pumping milk for critically ill neonates through an HMBANA milk bank. More research is needed in this area to understand the motivating factors and emotional outcomes post loss for mothers who make this choice. Engaging families in decision-making about perinatal palliative care is challenging but necessary to ensure positive experiences. As part of a structured, multidisciplinary approach to palliative care birth planning, the team should discuss the option of milk donation and establish expectations for milk production and engorgement even when pumping does not occur. Such discussions and ongoing support are necessary for women and families. Setting goals for milk donation helps to manage expectations, and highlighting the life-saving value of human milk to critically ill infants can help families create additional meaning.6

330The personalized neonatal nutrition consult is focused on the physiology of lactation and the science of human milk. The Spatz 10-Step model for human milk and breastfeeding is utilized as a framework to guide the family through the experience of having a critically ill infant through the hospital stay and to direct breastfeeding, if that is the mother’s goal.7 The first step of the model is informed decision-making.7 Research demonstrates that for critically ill infants, human milk is a life-saving medical intervention that reduces morbidity and improves health and developmental outcomes. As health professionals, we have an ethical obligation to ensure that families understand the science of human milk and make an informed feeding decision.7,8

Once a family makes an informed feeding decision, we want to ensure that the mother is prepared for step 2 of the model, initiation and maintenance of milk supply.7 The family is taught that a mother begins secreting milk from 16 weeks of pregnancy.9 Therefore, no matter how early she gives birth, or if her child does not survive, she still produces milk. The physiology of lactation is emphasized with the critical importance of starting milk expression with a hospital-grade pump within 1 hour of birth. Over 95% of the neonates born on the SDU are too critically ill to directly breastfeed after birth, so it is crucial that mothers who choose to initiate milk expression do so soon after birth with a hospital-grade double electric pump, regardless of the neonatal outcome. Newborns healthy enough to breastfeed are placed skin to skin at birth. Staff nurses and family members assist mothers with direct breastfeeding following vaginal or cesarean births. After this direct breastfeeding session, the mothers still start milk expression with a hospital-grade electric pump to ensure optimal milk supply. Mothers are encouraged to pump every 2 to 3 hours every day. In order for the mother to attain a regular milk supply, it important to achieve eight or more pumping sessions within a 24-hour period.

The family is given instructions on how to best assist the mother, and a “job list” is provided that includes pump set-up and operation, labeling and storage of milk, and cleaning and sterilization of equipment.10 Nursing staff explain the critical importance of the first few days of milk expression with the focus not on the volume of milk produced, but on the milk expression schedule. Research supports that the number of milk expression sessions in the first 4 to 5 days is predictive of the mother coming to full volume and having a normal milk supply long term.11,12 Families are taught about “coming to volume” and are given a milk supply goal based on the neonatal diagnosis. By day 7 after birth, mothers are told to expect producing between 500 to 1,000 mL per 24-hour period.7 We ask a family member to keep a pumping log for the mother and to record the mother’s total number of expressions and total 24-hour milk volume every day.

During the prenatal consultation, a complete health history of the mother is completed to assess for any lactation risk factors. Many factors can lead to a delay in lactogenesis II, that is, copious milk production. These include first-time mothers, obesity, history of hormonal abnormalities, diabetes, hypertension, polycystic ovarian syndrome, and history of infertility.13 Mothers who have had certain types of breast surgery may also not be able to achieve a normal milk supply.13 Glandular hypoplasia, also known as insufficient glandular tissue, will also influence a mother’s capacity to achieve a complete milk 331supply.14 If risk factors are identified, these are explored with the mother, and strategies are discussed for managing her milk supply coming to volume. It is important to note that even if a mother is unable to achieve a full milk supply, any amount of human milk is a critical medical intervention. The mother is encouraged to produce whatever amount of milk that she is able.

Maternal lifestyle choices are also reviewed, including dietary intake, caffeine intake, alcohol consumption, medication use, and illicit drug use. The family also is shown the hospital-grade Symphony™ pump technology that the mother will use after birth. The family is informed that there is a pump at every bedside in the SDU and in the neonatal intensive care unit (NICU). They are also informed that the nurse will bring the pump into the operating room so that the mother can begin milk expression immediately following cesarean birth if a live birth is anticipated. Research demonstrates that if mothers pump within 1 hour of birth compared to later, mothers convert to lactogenesis II sooner and have more milk at 1 and 3 weeks after delivery.15,16 If the mother plans to give birth with palliative care support, we discuss her preferences for skin-to-skin contact, breastfeeding, and protecting her time spent with her child at birth. If the mother anticipates wanting to donate milk as part of her grieving process, she initiates pumping when she feels ready to do so, with nursing support available to her as needed.6,9

The family is provided with a “gift bag” with all of the supplies that they will need to initiate milk expression including: a sterile hospital-grade pump set-up, colostrum containers, labels for the milk, dot stickers for numbering the colostrum in the order that it was expressed, dish soap for cleaning their pump equipment, a Medela microsteam bag for sanitizing the pump equipment daily, a “mom’s pumping log” with detailed instructions, and a job list for partners/family members to support the mother in milk expression. All of this is provided to every family as part of their standard prenatal neonatal nutrition consultation visit. The families are reminded to bring their gift bag to the hospital with them at the time of delivery and they are encouraged to start milk expression within the first hour after birth.

Prior to delivery, a plan for pump access after discharge from the SDU is also determined. Access to Symphony™ technology is recommended, barring any familial financial restrictions. CHOP has an onsite rental for the Symphony™ pump. But we also discuss how to access a high-quality double electric pump through the mother’s insurance, and we encourage them to ensure delivery of their pump prior to their planned date of delivery at CHOP. It is important to note that if a mother is pump dependent for the full course of a day, hospital-grade pump technology is recommended.17 Many families believe pump rentals to be expensive; however, when compared with the cost of feeding an infant formula for 1 full year of life, the cost of a rental pump is significantly less.

If a family does not have access to a pump through their insurance, we also discuss access through the Women, Infants, and Children Food and Supplemental Nutrition program (WIC). Access to breast pumps through the WIC program is highly variable from state to state and county to county. The mother should be instructed to contact her WIC office prior to birth to see which types of pumps may be available at her local office (personal-use pumps vs. hospital-grade pumps). If the mother can access a high-quality 332double electric hospital-grade pump through her WIC office, this is recommended. WIC generally does not provide a pump until after the infant is born, and the mother may need to go to the local WIC office to pick up the pump. Some WIC offices may also require a deposit for the loan of the hospital-grade pump to ensure that the pump is returned. At CHOP, over 70% of our families come from over 100 miles away. If a mother is from a different state, she would need to transfer her WIC benefits to Pennsylvania to be able to access a WIC pump in Philadelphia County. For families without pump access, CHOP has over a dozen hospital-grade Classic™ and Lactina™ pumps to loan short-term as needed.

Women are informed that, during the postpartum period, those who produce more milk than their newborns need can donate the surplus to the CHOP Mother’s Milk Bank (MMB). All of the families planning births with PPC support have the opportunity to discuss decisions about mode of birth, memory making, and milk donation. In our center, eligibility criteria and the milk donor process are discussed during the prenatal process so that the mother is well prepared for the steps she will need to go through to become a milk bank donor.

Screening Processes

The CHOP MMB is part of the nonprofit HMBANA. HMBANA sets guidelines for the milk donation process, screening, and pasteurization of donated milk. All HMBANA nonprofit milk banks follow the same guidelines. Since many medications will disqualify a mother from donating to an HMBANA milk bank, these are discussed at the prenatal nutrition consultation. Some medications, such as postpartum pain medications (e.g., narcotics), require only a temporary deferral period. Some lifestyle choices—for example, smoking, use of illicit drugs, regular alcohol use, or activities that would put the mother at risk for acquiring HIV, or hepatitis B or C—would also disqualify a mother from becoming a donor to an HMBANA milk bank.

When a mother appears to meet the HMBANA screening criteria during the prenatal neonatal nutrition consult, the process of becoming a donor to the CHOP MMB is reviewed. The mother must first complete a verbal health screening with the CHOP MMB nurse coordinator. Once the mother has passed the verbal health screening, the mother is provided with a packet of information to complete. This includes an extensive questionnaire regarding the mother’s health history, lifestyle choices, pregnancy and birth experience, and use of any medications. The mother also must have a form completed by her obstetrical healthcare provider regarding her blood serology in pregnancy and health during the pregnancy. Once all of the paperwork is completed, the mother must be willing to have her blood drawn for serologic testing. The CHOP MMB pays for the cost of laboratory testing for all donors to the milk bank. After the mother completes all paperwork and has her laboratory testing completed, her health record is reviewed by the milk bank coordinator. Once the mother is officially approved as a donor, the MMB can accept her milk. At the start, the milk bank coordinator also discusses with the mother what her intended length of time is to express milk for donation.

333Milk Donation as Part of the Grieving Process

In addition to preparation during pregnancy, women may also need psychological and physical support upon engaging with breast pumping prior to and post loss. Following the birth, the first priority is to provide the woman and her family the opportunity to bond and engage with their newborn through skin-to-skin contact and breastfeeding, if desired. Obstetric clinicians must remain sensitive to the timing of the initiation of milk expression and not pressure grieving mothers before they feel ready. It is recommended that they offer support and encouragement, while remaining with the mother to provide additional education about the equipment during the first pump. Because milk supply is strongly influenced by the time to first pump, women who choose to donate milk are encouraged to pump with a hospital-grade, double electric pump as soon as possible after birth, but optimally within 1 to 2 hours.7 Obstetric nurses help to initiate pumping and encourage family members or support persons to hold the newborn and promote bonding as part of the process.

Mothers are encouraged to pump every 2 to 3 hours to help them establish adequate milk supply, and staff show parent(s) how to use colostrum. For example, when mothers pump a few drops, they are given swabs that absorb colostrum, and during oral care following a live birth, the swabs are used to help coat the inside of the newborn’s mouth and lips. Oral care is beneficial because the newborn is able to absorb immunologic components through their buccal mucosa. By providing hands-on care and education surrounding breastfeeding and pumping in real time, obstetric professionals can help to normalize the experience for the mothers. Mothers who participate in human milk oral care also report that this makes them feel involved with their infant’s care, bonded to their child, and motivated to want to continue milk expression.18

On the SDU, questions regarding the desired length of time, degree of commitment, and the practical realities of pumping and storing milk in the postmortem period are carefully explored. Mothers receive extensive anticipatory guidance about the kinds of physiological and hormonal changes they can expect in the postpartum period. The healthcare team (physicians, APNs, nurses, social workers, and lactation experts) discusses the demands and possible emotional and physical challenges mothers may face if they choose to continue lactation.6

Healthcare staff must recognize that a mother has not just lost her child, but she is also mourning the loss of how she envisioned feeding, loving, and caring for the child that she will never watch grow up.2 For some women, the choice of what to do with their lactation can be empowering at a time of grief. Lactation and milk donation after perinatal loss acknowledges a woman’s motherhood status that may otherwise have been denied.1 Expressing and donating breast milk helps connect to more than just the grief associated with losing one’s child. It can act as a way of honoring the child’s life and staying connected to the experience of all that the loss may bring.4 Milk donation can help women to create meaning after their child’s death and may be a means through which mothers can memorialize their child’s life by donating a bodily substance that is directly connected with the life of their child.1 In our center, women are encouraged to continue 334to pump as long as it is helpful to support their healing process and conducive to their daily postpartum lifestyle demands.9

Following the death of an infant on the SDU, mothers are generally discharged from the hospital within 24 to 72 hours, prior to the onset of lactogenesis II, which usually occurs at 72 to 96 hours after birth.15,16 Therefore, anticipatory guidance is provided to mothers that this is something that they will experience upon returning home. The relationship fostered between obstetric clinicians and mothers can help build trust and meaningful understanding of the individualized goals, concerns, and needs in preparation for hospital discharge.

For mothers who are not interested in milk expression as part of their palliative care plan, verbal and written instructions are provided for suppressing milk production. Mothers are encouraged to use ice packs and/or cabbage leaves. Mothers can cut a head of cabbage in half and put it in the freezer. They can then place frozen whole cabbage leaves directly onto their breasts. Mothers report that this process provides comfort and relief. The mother should also be encouraged to wear a supportive bra. In order for milk production to cease, the breasts should not be stimulated, and the mother is instructed not to express milk, stand away from the shower spray when bathing, and generally avoid any kind of nipple or breast stimulation.

Follow-Up Support After SDU Discharge

Prior to SDU discharge, staff ensures that the mother has pump access at home. We provide the mother with all of the sterile bottles and labels that she will need during the period of time she expresses milk for the milk bank. She is also provided with instructions on washing and sanitization of her pump equipment. The MMB provides shipping containers to the mother. The mother can store the milk in her freezer at home, and once she has a sufficient quantity, she can fill the shipping box and the milk will be sent to the milk bank. HBMANA milk banks cover the cost of shipping the milk to their locations. The CHOP MMB coordinator also discusses with the family how they would like to handle delivery of the milk to the milk bank. For some mothers, coming back into the hospital is a challenging experience. In those cases, other family members can deliver the milk, and we also offer hospital curbside drop-off service. Additionally, the milk bank coordinator calls the mother weekly post SDU discharge to provide emotional support and ensure that the mother’s lifestyle choices and medication use have not changed.

Clinical Implications



  •  Assess for family’s knowledge about human milk, lactation, and breastfeeding and any past personal or familial experience.

  •  Explore the family’s knowledge about milk donation and milk banking.

  •  Allow families to make informed decisions about their lactation and breastfeeding experiences in preparation for the loss of their child prior to, or shortly after, birth.

  •  335Provide families with verbal and tangible, hands-on education (e.g., practice with setting up and utilizing breast pump).

  •  Give families written instructions in their primary language.

  •  Direct families to resources online and in their community.

  •  Develop partnerships with nonprofit milk banks (HMBANA) to facilitate milk donation for mothers interested in milk donation.

  •  Establish a safe forum for families to share their stories and feelings.

  •  Keep in contact with families to provide ongoing support.

CONCLUSION

Families who face life-limiting diagnoses during pregnancy may find comfort in the idea of providing life-saving human milk to critically ill infants.6 Women who donate milk in the context of perinatal palliative care not only require emotional support throughout the postmortem process, but they also need help with accessing breast pumps and navigating through the documentation processes required for donation to milk banks.

Perinatal health providers are well equipped to be effective advocates and educators for women anticipating perinatal loss before or shortly after birth. During the antepartum period, obstetric staff give anticipatory guidance about what to expect during the labor and delivery experience and collaborate with the lactation team to clearly and respectfully introduce the idea of milk donation in the postmortem period. Once the mother arrives on the labor and delivery unit, staff become bedside advocates, answering questions, and facilitating the lactation process. After the infant is born, obstetric staff assist a mother’s transition to the work of pumping in a way that accommodates her expressed wishes for the immediate postpartum period and acknowledges her motivations for choosing to donate her milk. Additionally, the team anticipates complications that may arise from any changes in a mother’s plans and alerts the director of the lactation program and the coordinator of the CHOP MMB of any changes in the mother’s wishes.3

For some women, the process of donating milk can be helpful; for others, it may foster feelings of guilt, worsen grief, or prolong the grieving process.6 More research is needed in this area, including when to integrate discussions of milk donation into palliative care birth planning, how to increase social support for mothers pumping in the postmortem period, and how to best support problems with pumping that may arise within this population. The lactation support that fathers and partners provide for women who choose to donate post loss is also important to understand and presents an additional area that is ripe for future study.6 Engaging families in decision-making around PPC requires clinician sensitivity and clinical expertise and is essential to prepare families in the face of loss. In conclusion, pumping milk for donation in the context of a perinatal loss can provide structure, comfort, and meaning to grieving families in the postpartum period. It can bring “a physical, psychological and spiritual comfort to mothers as their bodies, minds and souls grasp the reality that their baby is no longer with them.”19(p17)

336RESOURCES



  •  Center for Fetal Diagnosis and Treatment (CFDT) Perinatal Palliative Care and Bereavement Program (www.chop.edu/services/perinatal-palliative-care-and-bereavement)

      Provides an overview of the program and services offered through the CFDT’s perinatal palliative care and bereavement program at CHOP

  •  Children’s Hospital of Philadelphia Lactation Program (https://www.chop.edu/centers-programs/breastfeeding-and-lactation-program)

      Provides comprehensive information about human milk and breastfeeding for all families including videos as well as the specific care provided at CHOP

  •  Ten Steps to Promote and Protect Human Milk and Breastfeeding for Vulnerable Infants (http://www.aannet.org/initiatives/edge-runners/profiles/edge-runners—10-steps-to-promote-and-protect-human-milk)

      Provides information about Dr. Spatz’s model for human milk and breastfeeding in vulnerable infants to help mothers reach their personal breastfeeding goals

  •  The Human Milk Banking Association of North America (www.hmbana.org)

      Find the nearest milk bank to your location, information on how to become a donor, and the milk donation process.
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Ten Ethical Principles for Neonatal Palliative Care



FRANCO A. CARNEVALE | JACQUELINE VAN WIJLEN | BRIAN S. CARTER


Advances in neonatology are giving rise to numerous ethical concerns regarding the care of newborns with complex health problems, frequently with uncertain diagnoses and prognoses. Palliative care has been developed as an important approach to care for children with potentially life-limiting health problems. Yet, this remains underdeveloped for the clinical care of newborns. General ethical standards that should be applied to the care of newborns and their families are described; centered on the newborn’s best interests. Ten ethical principles are outlined for neonatal palliative care: (a) neonatal palliative care can improve the quality of life of all newborns; (b) ethics promotes a broad conception of what is right, good, just; (c) newborns are children, too; (d) technologies can be assistive in promoting inclusion in community life; (e) promoting family well-being should be a goal of care; (f) preventing pain is ethically necessary; (g) assessing a newborn’s suffering requires extraordinary caution; (h) understanding what is ethically “right or wrong” requires an examination of the cultural context; (i) newborns have voices that can help us understand their best interests; and (j) assessment of a newborn’s best interests should be individualized. Practice strategies for addressing ethical concerns in palliative care with newborns are discussed, including a Clinical Ethics Model for Neonatal Palliative Care. Clinical implications are also emphasized to underscore ways to promote the ongoing development of clinical communication (informational and relational) as well as clinical ethics education and consultation. Priorities for future research are also outlined.

 





CASE STUDY

The following case demonstrates the application of the ethical themes that will be presented in this chapter to the care and decision-making process following a traumatic birth and subsequent neonatal intensive care unit (NICU) admission.

As a provider in a level 3 NICU, you are caring for Michael, a neonate weighing 4350 g at 42 and 1/7 weeks’ gestation to parents Andria and Suzanne. Michael was carried by Andria, who had a healthy pregnancy until being induced. A shoulder dystocia resulted in a difficult extraction and cord compression. Michael was born blue, limp, apneic, and 340with a barely detectable heart rate, resulting in the initiation of positive-pressure ventilation and chest compressions. His reflexes were weak, with only intermittent response to painful stimuli and no voluntary movements. He was intubated and transported to the NICU; pupils were fixed and dilated, and his gag reflex was absent upon admission. Andria remains on the birth unit for post-delivery complications and, in her absence, Suzanne urges you to “do whatever you have to do to save him.” The admitting team prepares Michael for total body cooling, and Suzanne appears completely overwhelmed as a pediatric neurologist arrives for a consultation. Michael’s continuous electroencephalogram monitoring reveals minimal background variability and no seizure activity. His urine output is decreased, and he frequently decompensates with handling. After 72 hours, Michael is re-warmed and trophic feeding is initiated—an important milestone for the mothers because Andria has been expressing breast milk for him. With both parents now at the bedside, your team initiates a collaborative plan of care for Michael. They explain to Andria and Suzanne that a MRI scan would reveal the extent of brain injury, but in light of his current condition, the prognosis is not promising. Both parents are adamant that “Michael does not suffer.” Ultimately, the decision is made to extubate him, after which he is placed skin to skin on Andria’s chest. Michael is able to maintain his saturations, although his respirations are shallow. The mothers ask whether enteral nutrition and hydration can be withdrawn, but the team is divided on the ethical permissibility of feeding cessation at this point. A clinical ethics consultation is sought.

As discussed in this chapter, standards around feeding cessation in pediatrics are only recently emerging, making decisions around withdrawing nutrition and hydration particularly challenging. Application of the recommended clinical ethics standards, principles, and strategies for neonatal palliative care could be useful in this case. We must also consider that although cessation of enteral nutrition and hydration may ultimately occur, expressed breast milk can continue to be offered as a comfort measure (i.e., with a swab as part of mouth care). In keeping with the principles of family-centered care, fostering spaces for parents to parent and promoting opportunities for relational engagement are essential.

Case Questions



  1.  Using the clinical ethics standards and strategies for neonatal palliative care presented in this chapter, apply the guiding questions from the Clinical Ethics Model to the case presented. What are your recommendations for how the NICU team may proceed with a palliative care approach?




  2.  In what ways might the Hermeneutical Rapprochement Framework be helpful and/or relevant to this case?




  3.  How would you optimize care for Michael and his family using a family-centered approach?










 

 





341OBJECTIVE OF THE CHAPTER

This chapter addresses the following objectives:



  •  Outline ethical concerns that can arise in palliative care with newborns

  •  Discuss the recognized ethical standards that apply to the care of newborns and their families

  •  Describe 10 ethical principles for neonatal palliative care

  •  Emphasize ethical distinctions to consider with newborns (i.e., that they are not just small children)

  •  Discuss strategies for addressing ethical concerns in palliative care with newborns






 

INTRODUCTION

Extraordinary advances in neonatal resuscitation have led to significant outcome improvements for newborns and their families.1 Infant mortality rates have been reduced in many regions of the world, and sequelae identified that can affect the long-term everyday lives of higher-risk newborns. Innovations in neonatal critical care are continuously improving thresholds regarding gestational age, birth weight, and other indicators as outcome predictors.2

Improvements in survival rates are also leading to increases in survival of newborns with complex care needs.3 These complex care needs may be short-term, long-term, or persist for the child’s entire life. In many healthcare settings, pediatric palliative care has become increasingly accessed for newborns and children with complex medical needs.2,3 These advances are giving rise to complex ethical concerns during the perinatal period and beyond. In this chapter, we focus on ethical concerns arising from the moment of birth onward.

BACKGROUND AND SIGNIFICANCE

Perinatal care is not addressed in depth in this chapter because it can involve legal and ethical considerations that differ from those used for the care of newborns.4–8 For example, a fetus does not generally have the legal protections that are accorded to a newborn because newborns are legal persons and bearers of rights. Moreover, antenatal care is intertwined with the well-being, interests, and choices of the pregnant woman whose rights to consent to how her body is treated need to be respected. Antenatal ethical concerns (e.g., questions regarding genetic screening, termination, and/or practices that could compromise fetal development) draw on distinctive legal and ethical standards, 342which may vary across jurisdictions. However, some ethical intersections between the care of fetuses and newborns are discussed in the chapter.

There is a growing recognition that palliative care in the care of newborns and children should not be restricted solely to end-of-life situations.3 The merits of pediatric palliative care are increasingly recognized for infants and children who are not considered imminently dying but have potentially life-limiting health problems that may benefit from palliative care approaches oriented toward maximizing everyday quality of life. This chapter focuses on all newborns who are eligible for this broader conception of palliative care.

PURPOSE OF THE CHAPTER

The principal purpose of this chapter is to outline ethical standards, principles, and strategies for addressing ethical concerns that may arise in neonatal palliative care.

ETHICAL CONCERNS IN PALLIATIVE CARE WITH NEWBORNS

Caring for newborns, particularly those with critical illness or complex care needs, can give rise to a number of ethical concerns. In some situations, precise diagnoses are unknown, and time is needed to confirm preliminary hypotheses.1 In turn, likely outcomes and prognoses are difficult to specify. The latter are particularly uncertain because evidence is continually being produced through neonatal outcomes research. Therefore, it is frequently difficult to determine which course of treatment to undertake for a particular newborn whose diagnosis and prognosis are unclear.

Ethical dilemmas generally involve situations where there are multiple treatment options to consider, but it is unclear which is best (or least bad), owing to diagnostic or prognostic uncertainty, or from a health problem where there is no clear standard of care. For older children and adults in such situations, eliciting the patient’s own views about the treatment options can help clarify which option is preferable.9 Given newborns’ inability to speak, amid diagnostic and prognostic uncertainty, it is sometimes especially difficult to discern which treatment to provide.

Although palliative care practices and standards are well developed for the care of adults and are being gradually developed for children and youth, they are underdeveloped for the care of newborns.10 There is a paucity of knowledge and practice standards for palliative care with newborns and their families. To highlight a specific example for the concern regarding underdeveloped palliative care standards, there are concerns about the ethical permissibility of the withdrawal of nutrition and hydration in newborns.11–14 In palliative care, it is legally and ethically recognized that adults, or their surrogate decision-makers, can refuse medically administered nutrition and hydration (e.g., enteral feedings). In pediatric palliative care, feeding cessation practice standards are only recently emerging, and many clinicians consider the withdrawal of feedings from children difficult. With newborns, who are always dependent on others for their nutrition 343and hydration needs, withdrawal can feel especially difficult. Moreover, how feeding cessation should be applied to infants who are breastfeeding or bottle-feeding (i.e., without the use of a medical device, such as an enteral tube) remains ethically underexamined.

Many treatment decisions for newborns can involve a diversity of culturally rooted moral values regarding the sanctity of life (i.e., the view that life is sacred and should be preserved by all means possible), quality of life, and the measures that should be undertaken to sustain life.15 Additionally, which measures to sustain life may be withdrawn as care is redirected from cure-oriented, life-sustaining measures toward palliation is also influenced by these diverse views. How should culturally diverse views be reconciled in determining which treatment to select?

Given that newborns are dependent on others for decisions regarding their healthcare and that others have a duty of care toward them (e.g., parents, healthcare teams, youth protection officers, courts), sometimes there can be conflicting views on what is the best treatment option to select.10 There can be conflicts over who should decide what for newborns.

ETHICAL STANDARDS FOR THE CARE OF NEWBORNS AND THEIR FAMILIES

Two common questions arise in addressing ethical concerns regarding newborns and their families: How should treatment decisions be made for newborns? And Who should make these decisions? Pediatric ethics standards published in the international literature provide some foundational norms for practice with newborns and their families that can help address these questions.9,16–18

It was only in the early 1900s that infant mortality was recognized as a medical problem in Western societies.19 Infant mortality had been regarded as normal. As urbanization and industrialization led to decreased family size, Western governments were concerned about diminished population growth and its impact on national economic productivity and military strength. Medicine was solicited to reduce infant mortality. In these early times, children’s lives were valued and preserved by medicine primarily to serve national interests.19 During the middle of the 1900s, numerous initiatives in Western Europe, Canada, and the United States were undertaken to recognize human rights, including the rights of the child. Over time, person-centered ethical standards were developed in medicine, most notably from the 1970s onward. In pediatrics, the concept of best interests was adapted from child law as the central standard for determining treatment decisions for children, including newborns.9 That is, treatment decisions for newborns and children should be based on their interests, not the interests of others.

The best interests standard is important in pediatrics because it is intended to protect infants and children, given their significant vulnerability.9 Although there is no consensus definition of best interests, it is generally operationalized in terms of the proportional balance of benefits and burdens. The treatment option that offers the greatest proportion of benefits in relation to burdens is considered to be in the child’s best interests. A problem that arises in clinical practice is that there is no agreement 344on which benefits and burdens are most important in this proportional weighing.9 For example, when comparing treatment options that prolong life with options that promote quality of life, how should these benefits be weighted in comparison with each other when a treatment option favors one benefit over the other (e.g., prolonged life with resuscitative measures, compared with promoting quality of life with comfort-oriented measures)?15

In light of the complex values involved in assessing a child’s best interests, it is important to determine who should be the judge for a newborn’s best interests. In Canada and the United States, the persons with parental authority for a newborn are generally considered the legal decision makers for treatment decisions, including life-sustaining treatment decisions.9,16–18 Parents are considered the most suitable judges for their infant’s best interests. Groll20 introduced four models of best interest that clinicians can turn to, acknowledging that infants and children exist within a family of some construct (biological, social, legal, or otherwise) and it is often impossible to tease out infant/child interests from family interests. However, parental decisional authority can be removed or limited through court or youth protective measures if there are any concerns about whether the parents are acting in the newborn’s best interests (e.g., when parents refuse treatments that are considered urgent and necessary).

TEN ETHICAL PRINCIPLES FOR NEONATAL PALLIATIVE CARE

Although the preceding section summarizes general ethical standards for practice with newborns and families, in this section we specify 10 ethical principles for neonatal palliative care. As ethical principles, these are intended to serve as calls to action for clinicians to help ensure that clinical practices integrate evidence. We have developed these principles through a synthesis of the neonatal and pediatric ethics literature as well as pediatric palliative care. No specific synthesis methodology was used to specify these principles; they are drawn from our clinical experience and our examination of trends, evidence, and emerging ideas in the literature. This list is not exhaustive; rather, it highlights the 10 principles that we consider the most urgent to consider for integration into neonatal palliative care.

Each principle is aimed at redressing an existing misconception that we consider ethically problematic. The heading for each section states an Ethical Corrective for the misconception that we are highlighting, that is, an ethically correct re-statement of the misconception. Following the ethical corrective is an ethical principle that we present as a corresponding statement that highlights an ethics-based call to action.

Principle #1

Ethical Corrective: Neonatal palliative care is not end-of-life care

Ethical Principle: Neonatal palliative care can improve the quality of life of any newborn with a life-limiting illness

345A significant barrier to the integration of palliative care in neonatology and other specialities is a widespread belief that palliative care refers solely to comfort measures implemented in the final days of life, that is, care for the dying and their families.3,15 Palliative care has in fact made valuable contributions to the improvement of end-of-life care by integrating advancements in symptom management with humanizing holistic approaches to care that attend to broader existential and spiritual dimensions of dying, as well as the bio-psychosocial dimensions. However, it is increasingly recognized that palliative care approaches should be promoted much earlier than the end of life to help optimize quality of life for persons living with life-limiting illnesses. This shift is particularly prominent in pediatric palliative care, as the majority of children—including newborns—do not die from terminal illnesses such as end-stage cancer. Rather, a significant proportion of children die from the limitation of life-sustaining treatments for children with impaired vital functions (e.g., neonatal asphyxia, central hypoventilation syndrome). These children can live at home for months or years with continued vital functions support (e.g., tracheostomy, assisted ventilation, enteral nutrition). Their quality of life can be greatly enhanced by integrating palliative care approaches within their care, without focusing on their end of life. Some palliative care teams are opting for different names (e.g., PACT: pediatric advanced care team), to help dispel this narrowed misconception of palliative care as end-of-life care.21

In addition to supporting quality of life throughout the course of a life-limiting illness in infants and children, palliative care has also advanced end-of-life practices, which raise particular ethical considerations.22 Which palliative care practices are ethically permissible with newborns? In general, most palliative care practices that are accepted with adults and children are also ethically permissible for newborns as long as treatment decisions are based on the infant’s best interests.9,16–18 That is, any treatment or intervention considered contrary to the infant’s best interests can be withheld or withdrawn, even if this leads to death (e.g., withdrawal of mechanical ventilation). Withdrawal of medically administered nutrition and hydration (e.g., enteral feeding) in newborns may be considered more controversial. Withdrawal of enteral nutrition and hydration is considered ethically permissible for adults who have refused this “treatment.” There has been some debate about whether feeding in infants and children (including enteral feeding) should be considered differently. That is, is it ethically correct to consider medically administered nutrition and hydration for newborns as a medical treatment that can be withdrawn, or should this be considered a necessity of life that must always be provided given that newborns are dependent on others for feeding? The American Academy of Pediatrics and the Canadian Paediatric Society have recognized enteral nutrition and hydration in children as a medical treatment that can be withheld or withdrawn, just like all other treatments.11,12 Nevertheless, withdrawal of enteral feedings remains an ethically sensitive practice because it can sometimes resemble an intent to end the life of the newborn. An ethical analysis should be conducted for each case to ensure that the withdrawal of enteral feedings is based on the infant’s best interests.

The withholding of other forms of feeding, such as breastfeeding or bottle-feeding, raises additional ethical concerns because they (a) are not medical treatments and, 346therefore, are not as clearly subject to the same decisional standards, and (b) entail benefits such as infant comfort, the pleasure of oral feeding, and pain control benefits of breastfeeding. Breast- or bottle-feeding may also diminish burdens, such as the presence of an intrusive enteral tube. Such benefits must be weighed against any increased burdens, such as might be encountered with swallowing dysfunction or disinterest in suckling. In general, a thorough assessment of all related benefits and burdens can help determine if these forms of feeding serve the infant’s best interests.

Principle #2

Ethical Corrective: Ethics is not the same as law

Ethical Principle: Ethics promotes a broad conception of what is right, good, just

There is a tendency to conflate ethics with law with regard to the healthcare of infants and children. This conflation is understandable because clinical ethics draws on law to define some basic standards that need to be upheld in clinical practice, including specific rights and responsibilities related to the care of newborns.9,23,24 Although these two fields overlap significantly, it is important to ensure that the distinctive contributions of ethics to the care of newborns is not subordinated or diminished.

For example, child law seeks to define and protect the rights of children as a vulnerable population by establishing best interests as the central legal standard for determining actions that affect children, which we have highlighted as a foundational standard for ethics, as well. However, legal perspectives tend to disregard other “goods” that are ethically relevant in neonatology.25 For example, a newborn patient’s best interests may sometimes conflict with the interests of siblings, parents, families, healthcare staff, and limited societal resources. For example, a newborn with hypoxic ischemic encephalopathy who demonstrates pleasure and comfort when provided attentive continuous care may experience life-long care dependencies and disabilities. Care for this child would require significant familial commitments and/or involvement of long-term care services. Clinical practice standards (e.g., family-centered care) call for the promotion of the entire family’s well-being.25 The interests of all family members, the family as a whole, as well as the infant’s best interests are all considered central aspects of good clinical care when working with newborns. The ethical care of newborns involves attention to these broader concerns beyond those that are minimally required by law.

Principle #3

Ethical Corrective: Newborns are not morally different from older children

Ethical Principle: Newborns are children, too

Although children are considered highly vulnerable, newborns are extremely vulnerable and may require heightened attention and protection. The literature reveals polar opposites in the ways some newborns are treated, which highlight how they may sometimes be treated as morally different from older children.

The polar opposites refer to situations where newborns may be subjected to (a) excessive or (b) dismissive practices. Practices may become excessive when 347providing highly burdensome resuscitative therapies to critically ill newborns whose prognosis is seriously limited, yet frequently uncertain.1,2 As initial resuscitative measures are initiated, it is difficult to decide when such therapies might be excessive, considering that the alternative outcome is certain death.6 Moreover, as outcomes evidence continues to grow and is informed by new achievements in the resuscitation of gestationally earlier and lower birth weight infants, it may seem reasonable to continue with highly intrusive resuscitative therapies. Many individual cases—with good or bad outcomes—become new sources of evidence. In such situations, it is important to ensure that knowledge production does not supersede the best interests of each individual infant being treated. Frequently updated guidelines or practice standards published by recognized professional societies can provide valuable guidance in assessing outcomes for a presenting case, although each infant’s possible prognosis should be determined in an individualized manner. The newborn’s best interests and treatment goals and plan should be specified with the infant’s parents and continually reassessed over time.

On the other end of the spectrum, some literature has pointed to potentially dismissive practices, where some newborns may not be sustained or protected in a manner that older children are. Janvier et al.26,27 have highlighted concerns that some newborns are treated as morally different from older children—that there is a greater likelihood to withdraw or withhold life-prolonging treatments from critically ill newborns than from older, comparably ill children whose prognoses are similar. Until fairly recently, some NICUs in France used a practice referred to as arrêt de vie, which literally means “termination of life,” rather than “termination of treatment.”28 Some professional neonatal publications advocated for the active termination of the life of some newborns who were considered to have a “catastrophic” prognosis by administering medications that suppress vital functions.29 Giubilini and Minerva30 have argued that it should be permissible to actively terminate the lives of some newborns as a form of “after-birth abortion,” asserting that neither fetuses nor newborns have the same moral status as actual persons. This literature highlights how newborns may be considered by some as more closely related to fetuses than children. This may align with anthropological literature that describes some sociocultural contexts where newborns may have a “betwixt and between” moral status.28 In some cultures, naming and relational attachment with a newborn may be delayed until it is clear that the infant will flourish. All of this work highlights how some newborns are at great risk of not being granted the status of person and not having their best interests protected because treatment decisions may be tacitly shaped by other sociocultural and/or economic considerations. This concern may also be rooted in dominant understandings regarding life with disability, whereby decision makers (e.g., parents, clinicians, courts) may rely on prejudicial beliefs.

In essence, we argue that newborns are children, too, and should benefit from all the ethical considerations described in this chapter. All decisions that affect a newborn should be centered on that infant’s best interests. Principle #5 addresses how additional family interests can also be considered.

348Principle #4

Ethical Corrective: Life with disability does not entail a life that is not worth living

Ethical Principle: Technologies can be assistive in promoting inclusion in community life

As resuscitative measures increase neonatal survival rates, it is understandable that this is accompanied by a rise in the number of infants who survive with varying degrees of disability and complex healthcare needs. In many cases, the degree of long-term sequelae following resuscitation can be quite severe (e.g., motor, cognitive, speech/language) with a considerable risk of disability, significantly compromising children’s capacities to engage in common social activities. In some situations, some parents and clinicians may consider it contrary to an infant’s best interests to receive life-sustaining treatments that prolong life with significant disability. However, researchers who study disability have highlighted that disability does not correspond directly with a child’s incapacities (e.g., motor, cognitive, speech/language).31,32 Rather, physical and social environments disable or enable a person’s everyday life. Various technologies (e.g., wheelchairs, home ventilators, feeding tubes) can be assistive—rather than burdensome—in promoting participation and inclusion in community life. Physical (e.g., adapted transportation) and social (e.g., community/school sensitization) accommodations can help optimize community inclusion and minimize “lived disability.” When assessing whether the life of potentially disabled newborns should be prolonged with resuscitative therapies, careful consideration should be given to accommodations that can help mitigate their degree of disability. In determining the best interests of newborns, the unfavorable impacts of long-term sequelae and related incapacities should be assessed in light of adaptations and services that could be provided to minimize these impacts.

Principle #5

Ethical Corrective: Families are not visitors

Ethical Principle: Promoting family well-being should be a goal of care

Advances in family-centered care have highlighted that parents should be recognized as vitally important in defining the goals of care for their child within and outside healthcare settings. This is especially important in neonatology.10 A newborn is relationally embedded, that is, his or her well-being is strongly linked to the family’s well-being.25 Parents and other interested family members should be supported in their presence and participation in the care of a newborn. Potential barriers to family participation should be eliminated as much as possible. One major barrier is attitudinal: the reference to families (including parents) as “visitors” who are regulated through “visiting policies.”33 Families are not visitors. When parents are with their child, they are parenting. Services caring for newborns should examine their policies, procedures, and practices for tacit attitudes or views that may perpetuate barriers to family participation in the care of newborns.

Principle #6

Ethical Corrective: Inadequate pain management is an ethical problem

349Ethical Principle: Preventing pain is ethically necessary

Until relatively recently, newborns—especially preterm newborns—were believed not to have the capacity to experience pain.34,35 For decades, intrusive procedures were performed on newborns without sedation or analgesia. Perhaps, this further reflects how newborns have not been regarded as “fully human” children. The assessment and treatment of pain in newborns has undergone tremendous advances in recent years. However, there is a common concern in palliative care that the significance of pain is under-recognized in clinical care.15 Based upon the goal of the healing professions to promote health and well-being and to minimize or treat suffering in its broadest sense, inadequate pain management should be regarded as an ethical problem that should be prevented. The ethical principle of nonmaleficence motivates clinicians to avoid doing harm. Not intervening to prevent or treat pain adequately certainly allows harm to be done. Given the difficult history that newborns have faced in the recognition of their pain, particular attention should be devoted to the management of this important symptom.

Moreover, palliative care has advanced knowledge and practice standards for palliative sedation that can also be applied to newborns, based on the infant’s best interests, as long as the “principle of double effect” is given strict adherence.15 That is, sedation and analgesia can be administered at increased doses (first effect), even if these may suppress some vital functions and hasten death (second effect). The use of medications and dosaging should be titrated solely toward the goal of ensuring sedation and analgesia (first effect), and death (second effect) is not intended.36 The ethical complexities of managing these double effects are further discussed in the palliative sedation literature.15

Principle #7

Ethical Corrective: Suffering cannot be assessed objectively

Ethical Principle: Assessing a newborn’s suffering requires extraordinary caution

Palliative care has advanced the recognition of suffering as an important clinical concern in life-limiting illnesses. Suffering is not the same as pain. Suffering relates to complex existential dimensions in patient experiences. Patient suffering is commonly considered when assessing the merits (or limitations) of various treatment options because the prevention of suffering is a recognized goal of healthcare.37 The Dutch Groningen Protocol38 on euthanasia for severely ill newborns “with a hopeless prognosis” is argued as a justifiable means to prevent “unbearable suffering.” However, suffering is a complex experiential phenomenon that cannot be assessed objectively by another person who is not experiencing the suffering.39 Moreover, attempts to assess a patient’s suffering are likely shaped by the clinician’s own values and sympathies, with the resulting assessment expressing more about the assessor than the person assessed. This is particularly problematic for nonverbal patients, such as newborns, raising concerns about the validity of life-sustaining treatment decisions that aim to prevent suffering. Extraordinary caution should be exercised in how suffering is considered in the determination of a newborn’s best interests. So little is known about newborns’ suffering experiences or how these can be soundly assessed. Principle #9 may provide some guidance on how this principle can be used in practice.

350Principle #8

Ethical Corrective: Culture is not the same as ethnicity

Ethical Principle: Understanding what is ethically right or wrong requires an examination of the cultural context

Ethical concerns are frequently rooted in deeply held values that are commonly shaped by cultural context.40 Culture should not be narrowly construed in terms of ethnicity or religion.41 Rather, culture involves beliefs, traditions, values, and practices that are shared by a group of people, learned and passed on from one generation to the next. The cultural context of a newborn’s family will orient the family’s views on what constitutes a good life, as well as conceptions of health and illness, parental roles, and what is a good or bad death.42 What is ethically right or wrong, the value of prolonging life when compared with quality of life, and how we imagine an infant’s best interests all inescapably involve cultural dimensions. Ethical practice requires active examination of the cultural context of the family. The ethical viewpoints of clinicians are also shaped by their respective cultural contexts and the “culture of healthcare,” which at times may not align with a family’s viewpoints. Taking the time to assess the family’s viewpoints and respecting them can be optimized through the use of cultural models, such as cultural safety, cultural humility, cultural integrity, or cultural competency.41,43 These models can help prevent (a) homogenization of complex diversities within cultures into simplistic ethnic stereotypes (i.e., ethnocentrism), and (b) equating of culture with ethnicity, religion, or race.

Principle #9

Ethical Corrective: Newborns are not voiceless

Ethical Principle: Newborns have voices that can help us understand their best interests

A growing body of evidence demonstrates that children have strong capacities to express their experiences, as well as to form and express ethically meaningful preferences regarding their healthcare.25 This can be referred to as the recognition of children as active moral agents. With young children who do not have a legally recognized right to independently consent to medical treatment, there is some recognition that clinicians should involve children in discussions that affect them by adapting the conversation to the child’s understandings and manner of communication. This can promote children’s moral agency and help inform assessments of a child’s best interests in light of the treatment options being considered.

Some research has demonstrated how children’s agency and their expression of their experiences can be fostered in children who “communicate differently” or have different forms of mental function than the communication and mental capacities commonly assumed necessary for participation in treatment discussions.25 For example, newborns are generally considered voiceless and incapable of contributing to considerations of their best interests. Harms have resulted from previous misconceptions about newborns’ abilities to experience and express pain. In fact, research demonstrates that infants had been expressing pain all along, but clinicians did not know how 351to assess it.34,35 Attention should be devoted to assessing each newborn’s response to various treatments to identify favorable and unfavorable expressions to discern a maximally informed determination of that infant’s best interests, thereby examining potential short-term and long-term impacts for the infant. Communication and assessment practices used with other nonverbal children may be helpful (e.g., drawing on strategies that may be effective for older children with communication problems), as might interpretations of the infants’ experiences provided by selected “interlocutors” who know the infant well (i.e., communication intermediaries such as parents and some clinicians).

Principle #10

Ethical Corrective: There is no universal definition of newborns’ best interests

Ethical Principle: Assessment of a newborn’s best interests should be individualized

The preceding sections have highlighted that best interests is a valuable foundational ethical standard for the care of newborns, yet there is no universal definition of the concept.9 It involves inevitably subjective weighing of value-laden benefits and burdens, with no consensus on which benefits and burdens matter the most. Therefore, all of the principles outlined above and the strategies described below should be considered to promote a thorough assessment of each newborn’s individual circumstances and best interests. An individualized determination of a newborn’s best interests should examine the favorable and unfavorable impacts of each treatment option for that infant. This should include impacts that are already known for that newborn, as well as those that are drawn from other newborns with similar conditions and circumstances.

Strategies for Addressing Ethical Concerns in Palliative Care with Newborns

Ethical concerns in neonatal palliative care can be addressed through a variety of strategies. First, the identification, analysis, and reconciliation of ethical concerns relies on the quality of communication between parents and clinicians, as well as between parents (if there is more than one person with parental involvement) and among clinicians.44–46 Parents and clinicians must discuss highly complex topics, frequently with uncertainty regarding the newborn’s diagnosis and prognosis. The use of empathic enquiry (i.e., questions intended to know more about and to understand the other), followed by active listening and reflection, can lead to improved communication. These participants can have different ways of understanding and different values regarding the situation, which can result in misunderstandings and relational conflict. Clinical communication is frequently misunderstood as a mere informational exchange. However, as information is exchanged, a relational exchange also unfolds, involving empathy, respect, trust, and power.44–46 Spoken words refer primarily to facts and information, but complex tensions between hope and despair, trust and distrust, and responsibility and guilt are continually negotiated. The quality of the informational exchange affects the quality of the relational exchange, and vice versa.

352Clinicians should ensure that their communication practices with parents/families and among their colleagues optimize the informational and relational exchanges. Ongoing educational initiatives using case studies, debriefings, and clinical simulation, among other instructional approaches, can provide opportunities for examining communication and potentially improving it.46 Integration of the Ten Ethical Principles for Neonatal Palliative Care described above within clinical practice can be promoted through clinical ethics education activities, as well as clinical ethics consultations. Clinical ethics education can be fostered through regular case discussions, workshops, and journal clubs—drawing on team members’ own ethics expertise, recognizing that all clinicians are practicing clinical ethics in some manner—while also considering the merits of inviting clinical ethics consultants to provide specialized expertise.

Clinical ethics consultations can involve consultations with a clinical ethicist or a clinical ethics committee. Consultation involves a clarification of the principal ethical concerns, an analysis of legal and ethical norms as well as relevant practice standards for the case, and fostering a process of reconciliation toward an action plan that attends to all morally meaningful considerations. Numerous ethics consultation models described in the literature have been adapted to different types of practice. For neonatal palliative care, we suggest the following model, adapted from the first author’s clinical ethics practice.47

Clinical Ethics Model for Neonatal Palliative Care



  1.  What are the ethical concerns in this situation?

  2.  For the newborn in this situation



    •  What is in the newborn’s best interests?

    •  Which benefits and burdens for the newborn are involved?

    •  Which decision will promote the greatest proportion of benefits in comparison with burdens?

    •  Who can provide input into understanding this newborn’s best interests?

    •  What is known about the newborn’s previous responses to the proposed treatment options?

    •  Is there other information available that can help determine the newborn’s best interests (e.g., family experience, staff experience, research evidence)?

    •  Are there other interests that are ethically important?

  3.  Which norms and standards are applicable (legal, ethical, professional practice)?

  4.  Which strategies are permissible?



    •  How can we promote the newborn’s best interests while also optimally promoting other ethical interests (e.g., family wellbeing)?

    •  Evaluate the good/bad involved with each strategy.

  5.  Recommend which strategy is the best (or the least bad).

  6.  What follow-up is necessary?

353In situations involving highly diverse ethical viewpoints, the Hermeneutical Rapprochement Framework may be helpful.40 Rapprochement, rooted in a French term meaning to bring together, strives to bridge diverse ethical views, values, and preferences in a situation through a gradual fostering of common understandings. These common understandings serve as a groundwork for optimizing informational and relational communication while also developing treatment agreements.

Even with the optimized utilization of these principles and approaches, neonatal palliative care frequently involves tragic cases where a desired outcome is impossible, where parents and clinicians are faced with tragic choices. Moreover, the complexities of everyday clinical settings may present a number of barriers to practicing in an ethically optimal manner, which can result in difficult feelings sometimes referred to as moral distress.48,49 Continued promotion of the ethical principles and approaches discussed in this chapter can provide some support to parents, families, and clinicians. When clinicians recognize the morally tragic or distressing dimensions of their patient’s situation and wish to discuss or highlight particular issues, they are expressing their moral sensitivity, a demonstration of their conscientious moral engagement.

CLINICAL IMPLICATIONS FOR NEONATAL PALLIATIVE CARE



  •  Identification, analysis, and reconciliation of ethical concerns rely on the quality of



    •  communication between parents and clinicians

    •  communication between parents

    •  communication among clinicians

  •  Clinical communication involves informational as well as relational exchanges



    •  Quality of informational exchanges affects the quality of the relational exchange, and vice versa

    •  Communication practices can be optimized through ongoing educational initiatives

  •  Integration of the Ten Ethical Principles for Neonatal Palliative Care can be promoted through



    •  clinical ethics education activities

    •  clinical ethics consultations

  •  For clinical ethics consultations (with a clinical ethicist or a clinical ethics committee)



    •  Consider using the Clinical Ethics Model for Neonatal Palliative Care

    •  In situations involving highly diverse ethical viewpoints, consider the Hermeneutical Rapprochement Framework

  •  Complexities of everyday care may present barriers to practicing in an ethically optimal manner that can result in moral distress

  •  354Continued promotion of the ethical principles and approaches discussed in this chapter can provide support for dealing with moral distress among parents, families, and clinicians

CONCLUSION

Advances in neonatology are giving rise to numerous ethical concerns regarding the care of newborns with complex health problems, frequently with uncertain diagnoses and prognoses. Palliative care has been developed as an important approach to care for many adults and children with potentially life-limiting health problems, yet, this remains underdeveloped for the clinical care of newborns.

This chapter outlines (a) general ethical standards that should be applied to the care of newborns and their families (centered on the newborn’s best interests), (b) 10 ethical principles for neonatal palliative care, and (c) practice strategies for addressing ethical concerns in palliative care with newborns, including a Clinical Ethics Model for Neonatal Palliative Care. Clinical implications are also emphasized to underscore ways to promote the ongoing development of clinical communication as well as ethics education and consultation.

More research is needed to advance knowledge on ethical concerns that arise in the care of newborns and their families, as well as strategies that are effective in addressing these concerns. Research should examine the full scope of these ethical concerns in terms of how they affect newborns, their families, clinicians, and the broader community. Research is needed on how newborns’ best interests can be assessed effectively. Future research and practice innovations should also examine how palliative care can be optimally adapted to the particular concerns and challenges involved in the care of newborns and their families. Ethical practice standards and norms need to be developed to help define ethical practice in neonatal palliative care. Finally, educational approaches should be developed and evaluated to promote integration of the ethical standards, principles, and strategies described in this chapter into everyday clinical practice.

SUPPORTIVE RESOURCES FOR CLINICIANS AND FAMILIES

The following online materials provide complementary information on various themes examined in this chapter. These may be beneficial for healthcare providers as well as families.

General Information on Pediatric Ethics



  •  VOICE: Views On Interdisciplinary Childhood Ethics https://mcgill.ca/voice

      This site outlines interdisciplinary ethics research work in various childhood domains, led by the first author (Carnevale). The site also provides numerous links to sites and publications that address specialized topics; some are listed here.

      Follow VOICE on Twitter: @childethics

  •  355American Academy of Pediatrics—Committee on Bioethics https://www.aap.org/en-us/about-the-aap/Committees-Councils-Sections/Committee-on-Bioethics/Pages/Committee-on-Bioethics.aspx

      Current AAP statements on a wide range of ethical issues in pediatrics.

  •  Canadian Pediatrics Society—Bioethics Committee http://www.cps.ca/en/documents/authors-auteurs/bioethics-committee

      Current CPS statements on a wide range of ethical issues in pediatrics.

  •  Children’s Voices in Medical Assistance in Dying for Minors in Canada (April 2018) https://www.youtube.com/watch?v=aT_9CV15JIk&list=PLww1dvjSoO4PO1a17d5VDea_VDhdCYhck&index=21

      Video submission by Harprit Singh, graduate trainee for the SSHRC 2018 Storytellers research communication challenge selected as one of the top 25 finalists.

  •  United Nations Convention on the Rights of the Child http://www.unicef.org/crc

General Information on Pediatric, Perinatal, and Neonatal Palliative Care



  •  The Lighthouse, Children and Families (Montreal, Canada)

      Exemplar of a community children’s hospice in Canada http://www.phare-lighthouse.com/en

General Information on Childhood Disability



  •  Holland Bloorview Blogspot http://bloom-parentingkidswithdisabilities.blogspot.ca

      A blog for parents of children with disabilities.

  •  Holland Bloorview Kids Rehabilitation Hospital (Toronto, Canada) http://hollandbloorview.ca/Aboutus/WelcometoHollandBloorview

      A leading children’s rehabilitation organization that provides innovative services for children with disabilities.

  •  “Burden” of Complex Kids not Whole Picture (December 7, 2011) http://bloom-parentingkidswithdisabilities.blogspot.ca/2011/12/burden-of-complex-kids-not-whole.html

      Interview conducted with Franco Carnevale regarding ethical dimensions of childhood disability. Produced by Louise Kinross (a community partner of VOICE), Editor, BLOOM, Holland Bloorview Kids Rehabilitation Hospital.

  •  How Disabled Children Intersect with Specific Environments https://www.youtube.com/watch?v=q5XXW_WBBjA

      This video illustrates how the embodied experiences of physically disabled children intersect with specific environments to increase or decrease their capacity to act in those environments. This is drawn from research conducted by Dr. Patricia McKeever (a VOICE researcher) and her colleagues at Holland Bloorview Kids Rehabilitation Hospital.

  •  356March of Dimes https://www.marchofdimes.org

      Nonprofit organization focused on promoting the health of mothers and infants. Website provides links to various information and resources.
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Spirituality: The Effects of Another’S Pain and Suffering on Palliative Care Providers



DARRYL I. OWENS | HADLEY KIFNER


Care providers in perinatal, neonatal, and pediatric clinical settings experience the expected joys that accompany new life, growth, development, and healing. Contributing to the well-being of a baby, child, and/or family offers professional fulfillment to those who dedicate themselves to applying their clinical expertise to the service of others. When care providers feel their chosen clinical path aligns with their professional expectations, ultimately leading to positive outcomes, clinical encounters add meaning and purpose to their own lives.

Care providers also witness suffering and death. This kind of intense experience elicits emotional, spiritual, existential, and psychological challenges. Many care providers are reluctant to receive care because their primary identity is rooted in providing care to others. They turn to religious and spiritual beliefs to help make meaning of their work and cope with the intensity of clinical experiences. Although all care providers do not identify themselves as religious or turn to explicit religious communities or practices for coping, all human beings are spiritual. Spirituality includes our beliefs, convictions, and the positive ways in which we relate to others in life. Spirituality can be an especially important component of a care provider’s ability to bear witness to another’s pain and suffering as well as aid in developing resilience in the midst of distress.

Care providers must consistently recognize this suffering, explore its effects on the emotional, spiritual, existential, and psychological aspects of their lives, and practice self-care interventions that appropriately address the suffering.

 





CASE STUDY

Doris is a 39-year-old accountant who has wanted to be a mother since she was first married. She and her husband, Gerald, a 43-year-old engineer, are excited to be expecting this first baby together. During one of Doris’s second-trimester prenatal visits, a sonographic examination showed that the baby has trisomy 13, also known as Patau syndrome, a life-threatening or life-limiting chromosomal abnormality.

360Upon hearing the baby’s diagnosis, Doris has turned to her faith in God for strength and hope. Gerald shares Doris’s hope that, somehow, perhaps the baby will surprise everyone by being born healthier than expected. He is also realistic about the likelihood of his time as a father to this baby as being intense and short. His most pressing concern is not actually the baby’s confirmed diagnosis after birth but, rather, how Doris will handle that confirmation if it is indeed true.

After the diagnosis is confirmed, the prenatal palliative care (PPC) team, composed of a physician, a nurse, a social worker, and a chaplain, meets with the parents. Doris appreciates knowing that this team will be an available resource should they need anything at any time but prefers to wait until after the baby is born to begin working with them or utilizing their services. Gerald sees the value in working with the team throughout the pregnancy, seeing no harm in it, and yet does not disagree strongly with Doris’s preference to “wait and see.”

Doris goes into labor at 38 weeks and 3 days. She delivers a son, Jonah. Immediately following birth, Jonah is admitted to the NICU, as expected, and at day 4 of life, Doris and Gerald are informed that he may not survive the night. While Doris remains at Jonah’s bedside, Gerald quietly sheds tears in the hallway and begins thinking about plans they may need to have in place should Jonah die very soon. The PPC team has been made aware of Jonah’s current status and meets to discuss how they can best support Jonah and his family at this time. The chaplain assesses Gerald’s anticipatory grief signs, as well as Doris’s faith and hope, and plans to visit them at bedside to provide emotional and spiritual care. The nurse, who has taken care of babies like Jonah for much of her 10+ year career, recognizes her own frustration, especially with Doris for having not made plans for Jonah’s death, knowing that Jonah’s diagnosis would require that decisions be made. The physician, Dr. Zag, is a devout Buddhist and hopes to communicate compassionately with Doris and Gerald about Jonah’s inevitable death. The social worker is expecting her first baby and is due any day.

Case Questions



  1.  How can the care providers create space for Gerald’s grief while not diminishing Doris’s hope for a miracle?




  2.  How can the care providers authentically give Doris space to define what the miracle may look like and how it may change while still preparing for Jonah’s death in practical ways?




  3.  How might the nurse process her feelings of frustration with Doris while also supporting the family right where they are in the moment?




  4.  How might the social worker connect her own experience of pregnancy and hopes for parenthood with her current professional role, all the while maintaining appropriate boundaries?










 

 





361OBJECTIVES

This chapter addresses the following objectives:



  •  Define spirituality and religion within healthcare

  •  Describe specific spiritual needs particular to perinatal, neonatal, and pediatric care providers

  •  Explore the spiritual and/or emotional effects of another’s pain and suffering on care providers

  •  List useful interventions for care providers






 

PURPOSE OF THE CHAPTER

The purpose of this chapter is (a) to understand that everyone is spiritual, even though they may not express their spirituality through religion; and (b) to normalize that the pain and suffering of another has spiritual effects for care providers. If we understand that spirituality “involves caring for the human spirit; achieving a state of wholeness; connecting with oneself, others, nature and God/life forces; and an attempt to understand the meaning and purpose of life even in the most difficult circumstances,” then certainly care providers who find themselves abiding with others in the midst of illness and suffering are involved in work with spiritual dynamics at play.1 Consequently, care providers are in prime position to experience spiritually significant experiences in their daily work: Some of these experiences may be spiritually enlightening (observing the birth of a healthy baby, for example, when that baby was not expected to survive the pregnancy) or spiritually distressing (observing the death of a baby moments after birth in the arms of parents who had been praying for at least one day with their beloved child, for example).2 For the particular role of nurses when it comes to spiritually distressing experiences, Ferrell offers, since “the essence of nursing care continually exposes nurses to suffering and although they bear witness to the suffering of others, their own suffering is less frequently exposed.”3 It is on the nurse then, in addition to his or her other basic professional actions, to recognize his or her own suffering and seek ways to make meaning out of the work to which the nurse is committed. In turn, just as care providers provide care, presence, listening ears, compassion, and empathy to patients and families they serve, they, too need such care themselves.

For professional care providers in prenatal, perinatal, neonatal, and pediatric settings—where children and their families experience illness and healing in various ways, and where the demands on care providers are intense—reflection on caregiving encounters is particularly important. Providing expert and empathetic healthcare requires care providers to be aware of their environmental stressors and utilize appropriate and 362beneficial coping resources. When a clinician strives to be emotionally, spiritually, and psychologically grounded and healthy, in turn, the patients and families they serve have a higher chance of experiencing holistic care.

SPIRITUALITY

Numerous research studies, articles, and books on the topic of spirituality and religion have been published. Much of the literature highlights differences between the two human expressions. Overall, authors emphasize spirituality as a private experience and religion as more “social.”4 Religion is considered more social in nature because religious events and rituals usually bring people together and is usually practiced in groups. In those gatherings, there may be safe discussions of agreed-upon topics, such as the tenets of their faith or the community rules of their religious community. Outside of religious communities, for example, in healthcare settings, many tend to not discuss their expressions of religion and spirituality because the conversations can elicit strong emotional differences of opinions and stir up past hurts for those involved in the conversation. Many fear proselytizing, judgment, or an unwelcomed invasion of a person’s private thoughts and convictions. Long-standing religious histories and divisions have had—and can continue to have—negative consequences; thus, these topics remain private for many people who wish to avoid conflict with others with possibly opposing beliefs and political stances.

In his address to the 2018 Association of Professional Chaplains & National Association of Catholic Chaplains Joint Conference, Rev. Dr. Steve Nolan used a powerful metaphor to distinguish between religion and spirituality: “Religion is to spirituality as painting or poetry are to the arts.”5 Religion is something through which people express their spirituality. This is why even people who participate in the same religion may express it in slightly different ways because their views of God, a Higher Power, or whatever Transcendent Entity are important for their expression of spirituality. The point that context affects both private expressions of spirituality and social elements of religion is key to understanding both in the context of healthcare.

The relationship between religion and spirituality is much the same in the context of healthcare. The difference may be the clinical setting or the changes in the health of a patient and his or her family. Working together at a professional conference, representatives from various disciplines in healthcare arrived at the following definition of spirituality:


Spirituality is the aspect of humanity that refers to the way individuals seek and express meaning and purpose and the way they experience their connectedness to the moment, to self, to others, to nature, and to the significant or sacred.6



This definition was agreed upon within the context of palliative care for all patients but holds true for the perinatal period, as well. For example, a chaplain was recently called to the bedside of a mother whose labor had ended in an unexpected stillbirth. When medical staff had left the room, the mom began to weep. After a few minutes of uninterrupted 363tears, the mom stated, “I don’t know if I will ever get over this” and looked to the chaplain for a response. The chaplain paused to allow silence and some time for the statement to sink in before responding. Then the chaplain affirmed the mom’s state of being by saying that many parents have expressed similar feelings. Mom continued to describe the significance of this perinatal death for herself and her family. This was her first pregnancy, and she never allowed herself the space to consider holding her baby born still. Eventually, when Mom seemed to transition to a different place in the conversation, the chaplain asked her how she made it through previous tough times in her life. Mom began to discuss her faith as a means of possibly getting through this tragedy, based on her past experiences with grief and death.

Chaplain Nina Redl says, “based on its primary translation as ‘breath,’ spirituality is not just religious, nor is it bound to a belief in a higher power. Rather, it entails everything that makes us breathe and breathe freely, everything that defines us and identifies us.”7 Just as individuals take in air to the lungs and then expel it to live, spirituality gives breath to the human experience which distinguishes us from inanimate objects such as trees. This definition points to the fluidity and individuality of our spirituality that affects our religious expression. It also points out the benefits of exhaling as a spiritual process. Our exhaling or breathing doesn’t change the circumstance, but it can change how we respond to the circumstance. It allows us to have hope for getting through whatever life may present us, positive or negative. When we experience grief as a result of traumatic events and death, we are forever changed, and our expression of spirituality and religion must respond to the changes in our emotions, thoughts, and feelings. By connecting with our spirituality as an act of breathing, we can cope better with our emotions, thoughts, and feelings, and with the goal of getting through this event in our lives.

In our discussion of spirituality and religion, we will focus primarily on spirituality, which includes a person’s religion but does not exclude people who do not see themselves as religious. Our working definition for spirituality for this chapter focuses on the metaphor of a person’s spirit breathing freely and peacefully. We believe every person is spiritual. Every person has ways in which he or she views life/death, good/bad, and ethical/unethical. Care providers face many intense and distressing experiences along their medical journey, so the challenge for all is to discover how they can breathe freely and peacefully in the midst of all they encounter—how they can find the hope necessary for getting through the daunting experiences that challenge their peace and wholeness on a daily basis.

Spirituality of Care Providers

Historically, religion and medicine have been closely connected, with physicians training in universities sponsored by various religions, and clergy themselves providing medical care to the sick.8 Today that is not the case. Indeed, spirituality and medicine can seem to oppose each other. In one study conducted to determine the role of religion and spirituality in medical practice, many pediatricians found religion and spirituality not only go beyond their scope, but also are in conflict with their medical judgment.8 While the goals 364of medicine remain a healing type of service to all people, the religious/spiritual aspect is not as important to the profession as it has been in the past. With the advancements of the Enlightenment and of science, religion/spirituality has become less important to medicine, although it remains necessary for holistic healthcare. A study of doctors in the northwestern United States found that its physician participants did not often address spirituality/religion with their patients.9 Because of this type of medical culture, patients and families may feel neither free to talk about their own spirituality nor ask about their care providers’ spirituality. They also may not be aware of the effects of its influence on their medical relationship. If the topic is not discussed, and care providers view spirituality/religion as oppositional to their medical knowledge, what do patients and families think about their provider’s spirituality/religion? As a result, scholars in the sociology of medicine, religion, and the health professions have rarely considered how care providers do boundary work around religion, spirituality, and medicine.8

Most research about spirituality and care providers discusses how spirituality can benefit patients and their families. Care providers “perceive religion and spirituality as a bridge to sources of support and means of coping in end of life situations,” as well as those circumstances where medicine can neither help nor answer end-of-life questions.8 For example, when parents face perinatal and pediatric end-of-life situations and the care providers believe that further treatment will cause harm or suffering, the parents begin to grieve.10 Because the end of life is imminent and care providers can do nothing to help, parents and families are invited to turn to their own spiritual and religious beliefs for support and grounding as they struggle with one of the existential perplexities of life: Why do babies die?

But other studies discuss the spirituality/religion of providers. In a study of 335 physician assistants in Kansas, 95% described themselves as spiritual and 81% as religious.11 In another study of 17 physicians, 71% considered themselves as having a faith tradition.12 Still another study of 406 maternal–child care providers in Pennsylvania, Delaware, and Ohio found that “higher spirituality was seen with those who identified themselves as Christian, African American, and Asian. Spiritual care practices were also more likely in those who self-identified as Christian and African American.”13 These studies invite non-care providers to recognize the need to see care providers individually and not collectively in regard to spirituality. Just as patients and families are spiritually assessed as individuals, so should providers be. The studies discussed thus far illustrate the wide-ranging views and perspectives that providers have about religion and spirituality.

Closer examination of the spiritual expressions of care providers, patients, and families can be enlightening. Care providers who are Hindu, Muslim, Jewish, or another religious minority report that they have experienced increased harassment,14 perhaps because there are significantly more Jews, Hindus, Muslims, Orthodox, Mormons, and Buddhists among physicians than there are in the general population. This is important because it means that it is not uncommon for physicians to hold religious beliefs not shared by their patients, which might make them uncomfortable talking with their patients about religion or spirituality.15,16 In contrast, patients and families may find themselves in opposition to their provider’s perspectives about the babies or the future of the pregnancies because end-of-life situations elicit existential responses. This is exemplified 365in the case study for Doris, who is a devout Christian and is praying for a miracle for baby Jonah, while her care provider, Dr. Zag, is a Buddhist whose belief system is philosophically different from that of Doris. This does not mean that Dr. Zag does not understand and appreciate Doris’s devotional stance in relation to baby Jonah. He sees it, and he respects it, but his spiritual expression and the way his spiritual beliefs may inform his own actions regarding Jonah’s best interest are different.

In one study of the religious and spiritual expressions of pediatricians, they “almost unanimously described religion as structured, institutional, and often based around a notion of God, and spirituality as related to the wider range of ways people find meaning in their lives.”8 In his 2014 study of 1,144 U.S. physicians of many specialties, Franzen16 found pediatrics to have fewer religious and spiritual physicians than almost any other medical specialty. In contrast, in a 2007 study of 737 pediatricians, Grossoehme et al.14 found that most (83%) identified as spiritual and reported talking about spiritual and religious issues with patients and families more often than those who did not identify as spiritual. If the findings of both these studies are true, perhaps many more physicians are connected to their spirituality and religion than previously thought. To face the ongoing challenges of healthcare in pediatrics and obstetrics, physicians must find ways to “breathe as freely and peacefully” as they can to continue in their profession.

The majority of the studies about physician religion/spirituality emphasize the importance for patients and families, but the spiritual aspects physicians associate with their work are largely ignored. Nursing research about the association of spirituality with nursing as a profession is more available, although studies on nurses’ personal spiritual expressions are still very limited. There are international studies in which nurses emphasize the importance of spirituality, but they usually point back to the patient and their families. Results of studies about the religious/spiritual expression of nurses are likely skewed because these studies naturally attract more religious participants, so the population is not representative of nursing as a whole.17

Wright and Neuberger described human spirituality as necessary to engage all forms of its expressions and not just those with which you are familiar.18 All forms connect us as human beings, because of its ties to existentialism. In a small study in the Midwest, nurses noted “(a) meaning and purpose in their work, (b) relationships with patients, and (c) caring” as forms of spirituality in their work. Ninety percent of the nurses were Christian.19 In a study of NICU staff that included nurses, physicians, respiratory therapists, social workers, and others, 83% of the staff identified with some form of Christianity. A fraction of them stated “they drew on their religious and spiritual backgrounds in understanding and making meaning of the suffering and death they observed in their day to day work.”2 This study also showed that their religious and spiritual background directly informs some but not all of the care providers.

Effect of Families’ Spiritual Beliefs on Care Providers

Families who experience the suffering of a beloved child seek catharsis, healing, and emotional stability in various kinds of ways. Spirituality, specifically religion, is sometimes 366turned to as a resource in the midst of a heartbreaking situation.20 Some employ religious rituals, such as prayer, baptism, reading of sacred texts, signing of sacred music, and blessings; others may desire hospital visits and emotional and spiritual support from a local faith leader, clergy person, or hospital chaplain; and still others practice their spiritual beliefs at bedside by providing peaceful presence and offering tender, loving care to their loved one. Researchers have pointed out that these kinds of activities enhance parents’ experience of life with their child.21,22

When the bond between care provider and patient/family is mutually respectful, it is possible for the spiritual beliefs and world views of patients/families to inform how care providers positively cope with their clinical encounters. For example, if a mother at her son’s isolette in the NICU trusts that her son’s life has meaning based on the depth of his relationship with others and his quality of life, rather than his ability to accomplish specific milestones or the length of his life, her belief in this value may inform the care providers involved in her son’s care about how they, too, might make meaning out of his existence. Saddened by the knowledge that this family will not leave the hospital with their son alive, the care team may be able to reframe the situation rather than lamenting that this baby boy will inevitably die soon. Taking cues from the mother, they might consider that each time the baby is rocked, fed, cuddled, and cared for, he is experiencing goodness and love—experiences that, according to the mother’s perception, are valuable and worthwhile.

Similarly, when care providers bond with patients and families struggling to cope with the devastating realities and heartbreaking disappointments that come with a newborn with a terminal or chronic illness, they, in turn, may also struggle. Care providers who feel connected to a family and empathize with them may be affected by the family’s struggle. The effects that observing, paticipating in, and/or having some active role in another’s crisis have on an individual are not to be underestimated. Several commentaries and articles related to psychological well-being within clinical settings written in the last 5 years point out the potential significance of these kinds of experiences. One author suggests that “the human brain processes the experience of empathy—the ability to understand another’s pain—in a similar way to the experience of physical pain.”23 Not only might empathy be physically painful, but it can also do real harm, as the title of a Washington Post piece by Jennifer Breheny Wallace proclaims: “Being empathetic is good, but it can hurt your health.”24 Stress is known to activate the hormone cortisol. If activated repeatedly, as it might be in health professionals who witness the struggle of patients and families every day, cortisol can cause cardiovascular problems and other serious health conditions.25 Finally, a study published by health psychologist researchers goes on to say that people “who engage with the struggles and perspectives of others may leave themselves vulnerable to additional burdens.”26

So, what are care providers to do when they realize that the effects of another’s pain and suffering is affecting them? Below, we discuss several specific interventions that aid care providers in recognizing and dealing with the effects that another’s pain and suffering is having on them.

367Interventions

According to our working definition of spirituality, which is for the human spirit to breathe freely and peacefully, each and every care provider has a unique sense of his or her own individual spirituality and should be able to define it—expressing, exploring, and receiving support accordingly. Within the clinical setting and with the leadership of a clinically trained chaplain, the following interventions may be helpful in coping with the ongoing experience of the pain and suffering of others.

Awareness of Own Sense of Spirituality

For care providers to utilize spirituality as a coping resource for themselves as they care for patients and families, they must first be aware of their own spiritual values. For instance, do they have specific practices that give meaning to their life and work (prayer, yoga, meditation, walking in nature)? Do they believe in a divine or higher power Who is active through them in their practice of medicine? How do they make sense of their connection with self and others in their professional role? As care providers reflect on these kinds of questions, they begin to recognize, whether implicitly or explicitly, that they are incorporating some of their own spirituality into their care of others. Depending on the extent to which this influences care practices and professional action, care providers may also then be curious about the spiritual needs of the patients and families they serve. A sensitivity to and awareness of spirituality, both their own and that of those they serve, decreases the potential for care providers to experience unexpected spiritual distress and may in fact increase the potential for them to utilize healthy and helpful spiritual practices to cope with their clinical encounters.

Loving-kindness Meditation

For many care providers, exposure to illness and suffering, especially of the youngest of patients, can be overwhelming, leaving a care provider feeling discouraged about the potential to actually help participate in the healing or wholeness of another. Even within the most complex medical situations and poorly prognosticated clinical encounters, however, care providers can still search for and experience a sense of helpfulness and remain committed to doing all they can for the body, mind, and spirit of the patient. At such times when a patient’s needs or family’s distress weighs heavily on a care provider, rather than being overwhelmed and falling victim to feelings of helplessness a care provider can reflect on the larger context of the human experience (rather than the smaller context of the particular clinical setting) and make meaningful contributions in the way of calm presence, peaceful words, gentle touch, and positive thoughts of loving-kindness. For example, a care provider might start meditating by envisioning someone s/he knew of who may be in pain of going through a stressful event and then envisioning that person being relieved of that suffering.27

Roshi Joan Halifax, well-known Buddhist priest and teacher of Zen practices, is renowned for her work teaching healthcare professionals and family caregivers the 368psycho-social, ethical and spiritual aspects of care of the dying.28 She teaches that meditating on the virtues of compassion and empathy in the face of death and dying has deep power to affect not only the one experiencing the pain or death but also the one who is meditating for that person. Sharon Salzburg, world-renowned meditation expert and co-founder of the Meditation Insight Society, firmly believes in the power of meditation for care providers also. As exhausting and overwhelming as caregiving for others can be, the capacity to serve others is also fulfilling and rewarding. Reflecting on how we engage with ourselves, each other, and the world around us—meditating—adds wisdom to our outlook on life and informs our practices of connecting with others. Salzburg states, “Especially in times of uncertainty or pain, meditation broadens our perspective and deepens our courage. The spaciousness of mind and greater ease of heart that naturally arise through balanced awareness and compassion are fundamental components of a resilient spirit.”29 Because resiliency of spirit is a significantly important clinical skill for care providers, not only for the patients for whom they care but also for their own capacity to continue caring, meditation can be a contributing factor to the health, wholeness, and overall well-being of the clinician.

Practice of Rituals

Healthcare settings are institutionalized contexts in which there are set rhythms, routines, and regulated activities. Care providers are accustomed to set schedules and meetings happening at certain times. It can be helpful to incorporate practices that offer spiritual support into the life and culture of the hospital, both normalizing its importance and also not adding more meetings to already packed schedules. Again, these kinds of practices and rituals are best organized by spiritual care experts, chaplains who are familiar with the particular spiritual needs of care providers in the clinical setting. For example, clinical settings can organize an annual service of remembrance, a gathering, once a year, for care providers to remember the patients they have cared for who died. During this gathering, the families are invited back to the hospital and encouraged to tell stories and show pictures of their beloved children. Care providers have the chance to experience emotional closure by reuniting with the families and witnessing their healing, and families have the opportunity to express their appreciation to care providers for all of their hard work toward the care of the baby.

These are just a handful of interventions, most often led by clinically trained and board-certified chaplains, which give attention to the spiritual needs of care providers. They may be helpful to care providers in coping with the ongoing experience of the pain and suffering of others.

CONCLUSION

Death and suffering affect everyone. Whether we experience the death/suffering of family, friends, or even public figures, we normally have an emotional response. That response is definitely present when we witness the suffering or death of a baby. Perinatal and pediatric death is neither what we plan for nor what we expect. Sometimes the 369response triggers past experiences with death and suffering we have experienced or witnessed in others. During these times of grief, we look to rely on something spiritual to help us cope and to make meaning out of what we are experiencing. This is no less true for care providers within healthcare settings. For example, one study showed that nurses experience moral distress when their outlook on an impending baby death does not match the parents’ hope for a miracle.30 Care providers, too, are people with past experiences. They also must rely on something spiritual for them to make meaning out of what they witness or the experiences can result in suffering for the care providers. For care providers to continue in their professional work, it is important for them to recognize both the spiritual strengths and challenges that they bring with them into their intense work settings. It is also important for spiritual experts within medical settings, clinical chaplains, to assess care providers’ spiritual and emotional needs as readily as they do such for patients and families, providing care, support, presence, and resources as necessary. When care providers feel spiritually grounded and whole, finding meaning in their work and utilizing tools that alleviate the effect that the pain and suffering of another has on them, the care they provide to patients and families has the potential to be deeper and richer, and ultimately their caregiving careers are more fulfilling.
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Assessing Perinatal Grief Intensity in the Palliative Care Setting



MARIANNE H. HUTTI | LELA A. BAKER


This chapter assists members of healthcare teams to more effectively identify parents at risk for highly intense grief after experiencing a neonatal death in the palliative care setting. The research-based predictors of highly intense grief will be examined to better understand the clinical need for the Perinatal Grief Intensity Scale (PGIS). The PGIS is a 14-question set, theoretically based on a clinical screening tool that was developed to identify women at risk of highly intense grief responses after perinatal loss. The PGIS enables clinicians to more effectively identify women with the greatest need of professional support and follow-up after a perinatal loss. First, the theoretical underpinning of the PGIS, the Hutti Perinatal Grief Intensity Theoretical Framework, is examined. Then the studies upon which this instrument was developed are evaluated. The psychometric properties of the PGIS are examined to evaluate its reliability, validity, sensitivity, and specificity in identifying and predicting intense grief and the associated comorbidities of severe anxiety and severe depression symptoms. As a learning opportunity, readers may apply the Hutti Perinatal Grief Intensity Theoretical Framework to a case situation to determine the usefulness of the PGIS in planning care for bereaved parents in perinatal or neonatal palliative care. Finally, the authors identify freely available web-based resources associated with PGIS for professional use.

 





CASE STUDY

This case illustrates palliative care given to a term infant with an unexpected terminal condition and its effect on parental grief. The grief of these parents and their interactions with others is evaluated later in this chapter with the assistance of the Perinatal Grief Intensity Scale (PGIS). The PGIS was created to be a clinical instrument used to assess parents’ grief intensity and need for mental health follow-up care. Grief after the death of a much-loved baby is influenced by (a) the degree to which parents perceive the baby as a son or daughter, (b) the congruence between the actual loss experience and their perceived preferred loss experience, and (c) the parent’s ability to make decisions or act in ways to change what is happening during the loss experience when they perceive it is needed.1,2

372Baby boy Smith was born at 39 0/7 weeks gestation via scheduled repeat cesarean delivery to Marcus and Jenae Smith, a 29-year-old G2P1 with pregnancy complicated by morbid obesity and gestational hypertension. Prenatal laboratory results were unremarkable. The baby’s birth weight was 3980 grams; Apgar scores were 9 and 9. He was admitted to couplet care and was feeding, voiding, stooling, and acting appropriately. However, 24 hours later he was feeding poorly. His vital signs were stable, and the results of his respiratory, cardiac, and gastrointestinal examinations were unremarkable, but he had decreased tone and poor suck reflex. Laboratory tests were ordered, and the infant was placed in the newborn nursery for observation and care. The laboratory test results were unremarkable, but the nurses could not get the baby to eat, so he was admitted to the neonatal intensive care unit (NICU) for evaluation and management.

The parents were brought to the bedside to discuss their baby’s condition and plan of care. Over the next few hours, the infant began to experience periods of apnea, which required intubation and the support of conventional mechanical ventilation. In addition, physicians and nurses noted seizure-like activity. By 48 hours of age, the infant had no spontaneous movement, no spontaneous respiratory effort, and intractable seizures. Consults and an extensive work-up determined a diagnosis of nonketotic hyperglycinemia, a rare autosomal recessive disorder of glycine metabolism, which has a poor prognosis and no known cure. Based on the infant’s clinical condition, and prior to the diagnosis, Marcus and Jenae were introduced to palliative care. At this point, the parents resisted the idea. An interprofessional approach was taken, and the parents and selected family members were encouraged to hold the infant. Marcus and Jenae were also encouraged to provide care, such as diapering and dressing. Numerous pictures and videos were taken of the baby, who was named Samuel. The nurses and family created craft items for Samuel, hand- and foot-print molds were made, and in this way the life of this sweet baby boy was chronicled. When Samuel was 3 weeks old, the parents decided that it was time to withdraw artificial cardiac and respiratory support. At their pace, and with the parents and their specially selected family and friends at Samuel’s bedside, everyone was able to “have their time with baby Sam” while he remained on the ventilator. The entire withdrawal of mechanical support took approximately 8 hours. Samuel died within 3 minutes after removal from the ventilator while in his mother’s and father’s arms as they sang a lullaby to him.

Case Questions



  1.  How might the parent’s grief intensity have been affected if this delivery had occurred at 25 2/7 weeks gestation with Apgar scores of 2 and 2, instead of the scenario described?




  2.  In what way might the grief intensity of these parents change if they did not have the option of palliative care and Samuel had died at 48 to 72 hours after birth?




  3.  What effect on grief intensity for parents could occur if the baby’s grandparents did not believe in palliative care?










 

373INTRODUCTION

The death of a baby is an unthinkable tragedy for families. Such deaths are untimely, unexpected, and are considered highly traumatic losses. To survive such a loss, parents must bear the unbearable: extraordinary love followed by extraordinary grief, heartbreaking pain, brutal sadness, agonizing guilt, and wretched loneliness.3 The grief that follows the death of a much-anticipated and already well-loved baby in the perinatal period is multi-layered and complex.

Most people are able to cope effectively with grief without additional psychological intervention.4,5 However, about 25% to 30% of women with highly intense grief will also experience severe and prolonged mental health issues, such as a fourfold increased risk of developing depressive symptoms, double the risk of screening positive for anxiety, and greater than seven times the risk of developing post-traumatic stress disorder (PTSD),6–8 as well as a twofold increased risk of premature death of the bereaved parent that may persist to up to 15 years beyond the baby’s death.9

In a systematic review and meta-analysis of the psychosocial effects of perinatal loss, Burden et al.10 found significant relationships between highly intense grief and mental health issues such as severe depression, anxiety, PTSD, and suicidal ideation in over 70% of perinatal loss studies examined. The major question for clinicians then becomes “How do I determine which parents are most likely to experience highly intense grief after perinatal loss so that I can refer them for specialized, long-term mental health follow-up, evaluation, and support?”

PURPOSE AND OBJECTIVES

The purpose of this chapter is to assist members of the healthcare team caring for grieving parents whose babies die in the neonatal period and to more effectively identify parents at risk of highly intense grief. This chapter addresses the following objectives:



  •  Identify research-based predictors of highly intense grief

  •  Apply the Hutti Perinatal Grief Intensity Theoretical Framework to a case

      situation

  •  Evaluate the psychometric properties of the PGIS

  •  Evaluate the use of the PGIS in perinatal palliative care

BACKGROUND AND SIGNIFICANCE

Since the 1970s, perinatal loss researchers have been studying factors that may increase the risk of developing highly intense grief responses after perinatal loss. Numerous demographic and situational factors have been studied, including gestational age, parental age, marital status, income, education, presence of living children, prior 374perinatal loss, and history of infertility.2 Of the many factors studied, only poor social support, pre-loss mental illness, and perceiving the fetus/baby as a person are factors that have achieved relative consensus within the research literature as associated with highly intense grief or its comorbidities of major depression and/or severe anxiety after perinatal loss.2

Over the past 25 years, the vital role of social support in buffering the effects of trauma and reducing stress11 to help parents cope with perinatal loss has become clear.2,11–17 Related to social support, the importance of a high-quality couple relationship in moderating the effect of intense grief is also evident.13,16,18–20 When couples cannot negotiate the relationship challenges that occur as a result of a perinatal loss, the potential consequences are enormous. The risk of these couple relationships dissolving is up to four times that of couples who have live births.10,21

Studies have found prior poor mental health to be a significant predictor of greater grief intensity after perinatal loss.12,22–24 People who are dealing with clinically significant health issues that are associated with mental distress, disability, or a significantly increased risk of experiencing death, pain, disability, or significant loss of freedom25 may already be using the majority of their coping skills. It seems possible that the crisis and loss associated with a perinatal death could exacerbate the existing mental health issue, as well as intensify the grief the parent experiences.

When a woman learns she is pregnant, commits to the pregnancy, and comes to believe the pregnancy will result in a live birth, she begins to form an emotional relationship or attachment to her baby.26 Mothers also develop their relationship with the baby through the physical symptoms of pregnancy, which serve as regular reminders of her changed status.2 In addition, mothers come to know their babies through ultrasound images, the sound of the heartbeat via Doppler, and feeling fetal movement.25

Lumley, as cited by Black,26 was one of the earliest researchers to describe how a mother’s perceptions of her baby change and become increasingly “human” over the prenatal period. According to Lumley, attachment occurs when mothers begin to think of the baby within as a person who is distinct from themselves.26(p59) Studies that have examined the developing relational attachment between the mother/father and the baby have found that parents who perceive their baby as a distinct person are much more likely to experience intense grief than those who have not yet developed this relational bond, regardless of gestational age.2,13,16

Researchers have also examined the effect of termination of pregnancy for severe or lethal fetal anomaly (TOPFA) on subsequent grieving. Severe or lethal fetal anomalies complicate over 3% of pregnancies, of which approximately 80% are terminated.27 The decisions that parents face after diagnosis of a severe congenital anomaly are traumatic.28,29 Women often seek care at the brink of legal limits for termination,27 adding time pressure to an already emotional and difficult decision-making process.30 Responsibility for the decision to end the pregnancy intensifies emotions29 and may result in real and perceived stigma31 for parents who are already highly distressed. Researchers have documented that the majority of women who experienced TOPFA suffered from significant emotional distress lasting for at least 3 months following termination. The distress included 375sadness, meaninglessness, loneliness, tiredness, intense grief, anger, and frustration.30,32 A few studies have examined the impact of TOPFA on subsequent grief intensity. Kersting, Kroker, Steinhard, et al.33 studied the grief reactions of women after TOPFA and found that 14% met the criteria for complicated grief, while 17% were diagnosed with a psychiatric disorder. Korenromp, Christiaens, van den Bout, et al.34 found even greater numbers of women with highly intense grief. Twenty percent of their sample had complicated grief and psychological sequelae after TOPFA, and 40% reported issues related to coping lasting more than 12 months. Women with high scores associated with PTSD or traumatic grief did not differ according to the amount of time accrued since the TOPFA, indicating there is no decrease in these conditions between 2 and 7 years post-TOPFA. The ongoing grief demonstrated by women after TOPFA is consistent with findings of other studies.35,36

Clearly, TOPFA adds additional psychological trauma, social isolation, and loneliness to parents who already carry a heavy grief burden when a much-wished-for and extraordinarily loved baby dies. Perinatal palliative care is an important option for parents in assisting them to say goodbye to their baby in a manner that may help to avoid additional grief trauma, although more research is needed in this area.30 The preceding chapters of this book have demonstrated the important role of perinatal palliative care (PPC) in respecting and supporting parents through a pregnancy the outcome of which is hopeless.37 In the perinatal context, this support is particularly critical because professional support has been found to be the single most important predictor of whether a mother will experience psychological complications associated with grief after her baby’s death.38 If bereaved mothers do not receive supportive care after their loss, they may be more likely to experience negative, prolonged mental health outcomes. To help avoid such outcomes, we examine the use of a theoretically based clinical screening instrument called the Perinatal Grief Intensity Scale (PGIS).39 We will demonstrate how it may be used in the neonatal intensive care setting to help identify parents most at risk of experiencing highly intense grief after the death of their babies.

THEORETICAL FRAMEWORK

The Hutti Perinatal Grief Intensity Theoretical Framework has been examined extensively in numerous previous publications,1,13,14,39,40 with the most recent and comprehensive of these published in 2017.2 Briefly, this is a predictive theoretical framework that is based on the idea that the perception women have of the growing baby will change over the course of the pregnancy. Initially, when told of positive pregnancy test results, women will come to understand and accept that they are pregnant, but they may not feel pregnant. At this point, generally neither the pregnancy nor the baby is perceived as real by the parent. Later, particularly for mothers, the constant presence of pregnancy symptoms may help them to perceive themselves as pregnant, but the baby within is still seen as part of the pregnancy—with a very generic identity. At this point, the pregnancy is real but the baby is not yet real to the parent; that is, the baby is not yet seen as a specific person by the parent. Later still, the baby will become real 376to the parent, a son or daughter with specific personality traits and often a name. At this point, both the pregnancy and the baby are real to the parent, and strong attachments to the baby within form.1,2 Within the Hutti Perinatal Grief Intensity Theoretical Framework,1 the reality factor is the strongest predictor of grief intensity.

The second factor that influences perinatal grief intensity is congruence, that is, whether the actual loss experience and the parent’s preferred experience, given that they must go through it, are similar. The closer the actual loss is to the way the parents would prefer it to unfold, the less additionally traumatizing the experience will be perceived to be.2 The third factor that influences grief intensity is the ability of parents to influence what happens during their loss experience through their actions or the decisions they make. This factor is known as confront others. When parents feel there is a need to make a change in the way the actual loss is occurring, and they are able to make decisions or act in ways to change what is happening during the loss experience, they are confronting others.1,2 If parents can effectively confront others, they can modify an incongruent loss experience, making it more congruent with the way they wish the experience would unfold. In their original study1 and in all studies since,2,13,39,40 Hutti and colleagues have found mothers who are likely to experience the most intense grief are those for whom the pregnancy and baby are perceived as real (↑ reality); whose actual loss experience is perceived as occurring in a way women find unacceptable (↓ congruence); and in women who perceive themselves as unable to do anything about it (↓ confront others). In contrast, the least intense grief responses are most likely to be found in women for whom the pregnancy and baby are not yet real (↓ reality); when the loss experience occurs in a way that women find supportive (↑ congruence); and when women are able to confront others to resolve issues that may occur during the loss (↑ confront others).2 The relationships of high reality, low congruence, and low confront others have been found to predict future intense grief, severe anxiety, and severe depressive symptoms as well.2,14

RELIABILITY AND VALIDITY OF THE PERINATAL GRIEF INTENSITY SCALE (PGIS)

The Perinatal Grief Intensity Scale (PGIS) includes 14 items with responses based on a 4-point Likert scale ranging from “strongly agree” (1 on the scale) to “strongly disagree” (4 on the scale). It has three subscales: reality (six items), congruence (four items), and confront others (four items). All of the items of the PGIS were based on statements made by mothers and fathers in Hutti’s original qualitative study of factors that influence grief intensity.1 While the items and concepts of the Hutti theoretical framework and the PGIS came from both mothers and fathers, the PGIS has only been tested with women. Therefore, it should be used with caution with men until more research is conducted.2

Internal consistency reliability of the PGIS was evaluated in 1998 in women who had experienced a miscarriage, in 2013 regarding the subsequent pregnancy following a perinatal loss, and after a recent miscarriage, stillbirth, or neonatal death in 2017. The PGIS 377demonstrates good internal consistency reliability. The range of Cronbach alpha in these studies was as follows: reality subscale 0.79–0.89; congruence subscale 0.70–0.80; confront others subscale 0.82–0.84; total scale 0.75–0.82.2,39,40

Validity of the PGIS has been established.2 We have evaluated the concurrent validity of the PGIS by examining the relationships between the well-established “gold standard” perinatal bereavement instrument, the 33-item Perinatal Grief Scale41 (PGS) total scale and subscales and PGIS total scale and subscales at two time points.2 Both instruments measure grief intensity; therefore, significant relationships were expected between the two instruments. As we expected, the PGIS and the PGS were significantly correlated at both the initial measurement time within 8 weeks post-loss (T1), and again 3 months later (T2). Significant relationships were demonstrated at both time points between the total scales (r = 0.54, p < 0.001 at T1; r = 0.40, p < 0.001 at T2) and all subscales with two exceptions. No relationship was found between Active Grief (PGS) and Congruence (PGIS) or Difficulty Coping (PGS) and Confront others (PGIS) at T2.2

Construct validity was evaluated by exploratory and confirmatory factor analysis. Exploratory factor analysis reduced the original 36 PGIS items to the current 14 items which loaded on a 3-factor structure representing the constructs Reality, Confront others, and Congruence,39 and explained 65% of the total item variance. Confirmatory factor analysis maintained all 14 items, they loaded as predicted on the original 3-factor structure found by39 representing the constructs Reality, Confront others, and Congruence, and explained 57.7% of the item variance.2

Construct validity was further evaluated when the PGIS was compared with the gold standard instrument, the PGS, via ROC curve analysis. The ROC curve suggested the optimal cutoff for the PGIS is 3.535, which achieved a sensitivity of 61.3% and a specificity of 84.4%. The analysis also indicated that the PGIS is not inferior to the PGS (AUC = 0.78, 95% CI 0.68–0.88, p < 0.001) in identifying grief intensity. Using the cutoff score of 91, the PGS indicated that 67 (70.5%) women in our sample experienced intense grief. Using a cutoff score of 3.53, the PGIS identified 64 (67.4%) women who experienced intense grief. There was no significant difference between the PGIS and the PGS in detecting intense perinatal grief (p = 0.754)14

We also evaluated the ability of the PGIS to predict women who were most likely to experience future intense grief, severe anxiety, or severe depressive symptoms, based on a screening score completed between 1 and 8 weeks post-loss. We used logistic regression analysis to compute odds ratios (OR) and 95% confidence intervals (CI). Odds ratios identified the ability of the PGIS at T1 to predict intense grief (as measured by the PGS), severe anxiety (as measured by the Beck Anxiety Inventory),42 and severe depressive symptoms (as measured by the Center for Epidemiologic Studies-Depression Scale)43 at 3 to 5 months post-loss (T2). A PGIS score >3.53 at baseline predicted intense grief (PGS >91) (OR = 1.97; 95% CI [1.59–2.34] p < 0.0001), severe depressive symptoms (CES-D >16) (OR = 1.82; 95% CI [1.46–2.18], p = 0.014), and severe anxiety (BAI ≥26) (OR = 1.43; 95% CI [1.07–1.82), p = .029). At the 3.53 cutoff, the PGIS had 97.9% sensitivity and 26.9% specificity to predict severe depression symptoms, and 95.2% sensitivity and 56.2% specificity to predict severe anxiety symptoms.2,14

378Case Study Application

Research findings show that the PGIS should be used as a clinical follow-up instrument, initially, around 2 weeks post-loss. Its purpose is to identify women with highly intense grief who are at risk of developing severe anxiety and/or depressive symptoms and who may benefit from additional mental health follow-up and support.2,14 Its use in perinatal palliative care must be modified, and it is unlikely that an accurate score can be identified immediately following a loss. However, it can still help healthcare providers to effectively assess parents during the hospitalization period after a loss.

As we return to the details of the case study, we find an important piece of information regarding the Reality construct as it pertains to Marcus and Jenae and their relationship with Samuel. They had named him Samuel Smith, so they had clearly claimed him as their child. In this instance, we do not have to wonder whether this child was real to his parents, as we might with a miscarriage, stillbirth, or even a severely preterm neonatal death when the baby dies almost immediately following birth. These parents would have a high score on the 6 Reality items of the PGIS. If they had not named him and he had died much sooner, questions such as “I wonder if you had considered any names yet for the baby?” or “When you thought about the baby when you were pregnant, I wonder what you thought the baby would be like?” might be helpful to the assessment of the Reality construct. Responses to these questions could give clinicians clues about where the parent was in the process of coming to know the baby and differentiating the baby as a specific person, especially a son or daughter.

Four items on the PGIS measure Congruence. The first item states, “During and after my perinatal loss, I was satisfied with the way my loss experience unfolded, given that I have to go through it.” It is difficult for most bereaved parents to tell us if we are doing things that make their situation worse. There are two ways clinicians can help to increase parent’s congruence of the loss experience as it is occurring. First, give bereaved parents choices in their care, because they will always choose whatever will help them to feel less traumatized. Therefore, giving as many choices as possible is critical to providing good care. We should not assume we know what they need. We should always ask, and say “Here is what is possible … which of these options would you prefer?” The other three Congruence items on the PGIS have to do with the parent’s satisfaction with interactions experienced with (a) family members, (b) friends, and (c) nurses, all of whom were found in our previous research to influence grief intensity.1,2,39,40 Couples will not really know what kind of ongoing support they will receive until they get home. That is why we advocate waiting until a follow-up visit to evaluate Congruence and Confront others. However, the healthcare team can observe family interactions for friction; they can see how many people are present to be with the couple as they grieve, and whether the way they interact with the bereaved parents appears to support them. When no one else is around, team members can ask, “How supportive have you found your parents/other family/friends to be during this difficult time?” Marcus and Jenae appeared to have wonderful support from family members and friends. The 3-week long period of palliative care allowed all these people to come to know Samuel as a distinct person, just as Marcus and Jenae did. They had an 379opportunity to develop a relationship with him and were able to share their grief with Marcus and Jenae when he died. There is little risk of Jenae and Marcus experiencing disenfranchised grief,44 that is, not having their grief recognized or validated by their significant others.

The PGIS measures the concept of Confront others with items such as “In the first hours and days after my loss, if people said or did things that made me feel bad, I was able to ask them to stop.” It is difficult for many acutely bereaved parents to be assertive and ask for changes when the loss experience is not unfolding according to their preferences.2 If parents are satisfied with the way the loss experience is developing, given that they must go through it, they will have no need to confront others. However, if the actual loss is incongruent with the way they wish it would develop, and they perceive themselves as powerless, parents are likely to feel even more angry and victimized, thus intensifying their grief response.2 In such a situation, the advocacy role of the healthcare team becomes critical. As advocates within the Hutti framework,1 we do those things for Jenae and Marcus that they are currently unable to do for themselves. For example, if a mother appears to be even more distressed in the presence of certain visitors, a nurse could quietly whisper to her, “You look so upset right now; would you like me to tell your visitors that you need to rest and they need to leave?” If the mother assents, the nurses could develop a secret signal that the mother could use any time she wanted the nurses to ask visitors to leave. Taking the advocacy role farther, the nurse could explore with the mother what had upset her in the interaction with the visitors. If these were significant people for the couple, a plan could then be developed with the couple regarding how to best address recurring issues.

Jenae and Marcus appeared to have little need to confront others, so the advocacy role of the team would not be as necessary, but the care we provide is still critically important. As clinicians, we cannot “cure” this situation or make the parents feel better,3 but we certainly can make their situation far worse and their grief more intense if we ignore their distress.2,39 It is up to us to be flexible, to be creative in our care, and to avoid saying “no” to these parents whenever possible. Doing so leads to providing care that is as supportive and nontraumatizing as possible. Members of the healthcare team must be emotionally present, willing, and able to educate family members and friends about grief, work with other departments to get parental wishes met, and go the extra mile for parents where such care may make a critical difference in their long-term mental health.38

CONCLUSION

More research is needed to determine whether the PGIS can be reliably and validly used with men. While two of our studies included international samples of English-speaking women, it would also be helpful to use this instrument with specific groups of women from various racial and cultural groups to determine whether it is culturally sensitive.

We know this instrument effectively identifies women with intense grief after perinatal loss.2 The concepts of complicated and prolonged grief were developed primarily from the research regarding the grief of widows after the death of a spouse,45 and their diagnostic 380criteria have yet to be agreed upon by the psychiatric community.4 It seems premature for research to be conducted on complicated grief after perinatal loss because we do not even know if the eventual diagnostic criteria for complicated grief will fit with the traumatic,3 complex,7,10 and often disenfranchised44 grief of perinatal loss. Much more work needs to be done to better understand what the variations of normal grief may be after perinatal loss. We must fully understand all the many dimensions of normal perinatal grief before we can hope to define abnormal grief.

The three areas of the PGIS that assist in evaluating grief intensity after perinatal loss are the Reality of the pregnancy and baby for the parent, the Congruence of the actual loss with the parent’s perceived preferred loss experience, and their ability to make decisions or act in ways to change the experience when incongruence between the actual and preferred experiences exist (Confront others).2 Assessment of these three areas during palliative care can help clinicians provide individualized care that is perceived as supportive by bereaved parents. In addition, it may help to better identify those parents who should already be identified (e.g., in the patient’s health record) as needing additional follow-up so that the full PGIS screening can be completed at 2 to 6 weeks post-loss.

Nurses, nurse practitioners, physicians, chaplains, social workers, psychologists, and other providers involved in perinatal bereavement care must interact thoughtfully, empathically, and with compassion when working with bereaved parents. During and after a perinatal loss, these parents are highly vulnerable; their hearts are already broken, and they are easily emotionally traumatized. There are few other times when the relatively short-term care we provide can have such a significant long-term impact on the mental health of the patients we serve. With so much at stake, healthcare teams are responsible for providing tender, compassionate care that extends beyond the confines of a hospital or clinic, into the community where the parents are at home. Use of the PGIS to aid in assessment, intervention, and identification of those who may benefit from additional follow-up care and support may be a useful tool in the provision of such care. Having evidence related to grief intensity that can be translated into practice broadens the breadth and depth of palliative care, both perinatal and neonatal, culminating in specific actions that enhance health and well-being for mothers of babies who die.

WEB-BASED RESOURCES FOR THE PERINATAL GRIEF INTENSITY SCALE



  •  The Perinatal Grief Intensity Scale is freely downloadable from the Google Play Store (search “perinatal grief intensity”).

  •  It can also be accessed from any computer or smart device at www.http://uoflnursingpgis.org or search from Google or other search engine using uoflnursingpgis.org

  •  A paper version of the scale can be obtained from Dr. Hutti at marianne.hutti@louisville.edu

  •  381The electronic versions of the PGIS not only help HCPs to screen bereaved parents for intense grief, it also makes intervention suggestions for providers that are based on the score a parent receives.

In order to use the PGIS in research, some of the scores of the negatively worded items (items 1, 2, 3, and 6) need to be reversed before scores can be computed. We can send researchers a copy of the instrument with the scores already reversed, as well as an Excel spreadsheet that is appropriately weighted to compute scores according to the following equation: 3.08 + (.41 × Mean Reality Subscale score) – (0.2 × Mean Confront Others subscale score) – (0.15 × Mean Congruence subscale score) = TOTAL PGIS score (Bolded numbers are constants in this equation). PGIS scores may range from range of 2.09–4.37. Scores ≥3.53 indicate intense grief.
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Strategies to Honor Professional Well-Being in Perinatal and Neonatal Palliative Care



KATHIE KOBLER


Perinatal and neonatal palliative professionals bear witness to families’ experiences of serious illness when birth and death are separated by the briefest of timeframes. Engaging in this tender work is emotionally, physically, and spiritually impactful, requiring a commitment to nurture and care for self. In this chapter, the author presents practical strategies to optimize individual and team well-being that can be incorporated into daily work flow, including self-inventory and boundary assessment, reflective practice, focused team processing, narrative/story-telling, and ritual. Woven throughout the chapter are questions to aid in fostering self-reflection and deepening one’s connection to purpose. This chapter was written for perinatal and neonatal professionals to visit in both times of satisfaction and challenge in their palliative careers, with the hope of offering a pausing place for renewal and well-being.

 





386CASE STUDY

This case study is an opportunity for personal reflection on connecting to purpose in the rhythm of daily work. Contemplation of the narrative and reader questions will assist in setting the stage for the closing chapter. The narrative was written by the chapter author following the start of her rounds in the NICU and is used here with permission.

Reflection

Under fluorescent lighting, amid beeps and buzzes, in between wires and tubing, you are there

From across the city, by car and my own two legs, from parking lot to unit, I am now here

Something about the sight of you this morning makes me pause

to take in the incredible nature of our relationship…

Of all the billions who occupy this planet, it is me who is responsible for your care today

It is I present with YOU.

And within that acknowledgment a tender soul whisper arises

We share sacred space

We mutually give and receive without uttering words

An unseen connection, yet fully imagined in this moment

a delicate, silver thread of grace

linking us

forever

—Kathie Kobler

Implications for Clinical Practice

No matter the setting, perinatal/neonatal palliative care professionals experience multiple encounters with others in the context of their daily responsibilities. Making space to reflect on these experiences is one way to foster professional well-being.

Reader Questions



  1.  What images, thoughts, or memories come to mind when you read the reflection?




  2.  How do you pause to honor the rhythm of your daily work flow?




  3.  How do you experience relationships when caring for neonates and infants with serious illness?










 

 





387OBJECTIVES

This book is testimony to all that healthcare professionals must hold in mind to provide expert care for families expecting a baby to be born with a life-limiting condition, and for neonates with serious illness. This closing chapter is for those engaged in the art and science of this work, in which the author highlights practical strategies to optimize healthcare professionals’ well-being, including



  •  Conducting a self-inventory of one’s own preferences and expectations

  •  Integrating narrative reflection into daily work flow

  •  Incorporating ritual to honor professionals’ experiences






 

INTRODUCTION

Providing perinatal and neonatal palliative care requires a willingness to enter into families’ intertwining experiences of grief and hope. As healthcare professionals in these settings, we remain cognizant that our medical interventions may facilitate healing and may also result in suffering. We collaborate with team members to teach and inform, listen and guide, assisting parents in making informed decisions for their child’s care. We bear witness to the incredible bond between parent and child and do our best to honor that relationship as the care trajectory unfolds. We are impacted both personally and professionally by such experiences.

The author hopes this chapter will serve as a resource to be revisited by readers throughout their careers, particularly when providing palliative or end-of-life care. May the words of the following pages offer permission to pause, reflect, and hold space for reconnecting to that which is most important. In doing so, may each reader feel re-energized and reminded of the unique gift of self they bring to each patient encounter.

BACKGROUND AND SIGNIFICANCE

Perinatal and neonatal palliative care provision involves finding ways to remain grounded amidst the uncertainty or liminality1 of what will happen next, whether that be during the pregnancy, at the time of delivery, in the NICU, or when the neonate is discharged home. Throughout the perinatal/neonatal trajectory of care, professionals communicate timely information to parents and provide guidance during rounds of complex medical decision-making. Such interactions often give rise to conflicting expectations between families and the neonate’s team, leading to feelings of distress for all involved,2,3 especially when families’ decisions conflict with professionals’ values. In a systematic review of neonatal and pediatric intensive care research, Prentice et al. found that nurses and physicians identified aggressive use of technology and feeling powerless to act as key contributors to moral distress.4

388Healthcare professionals caring for medically fragile infants and witnessing suffering also experience an array of human responses, ranging from empathy and compassion to heartache and grief.5,6 Pediatric palliative professionals report emotional depletion and physical exhaustion as key contributors to compassion fatigue and burnout.7 Additionally, professionals experience a duality to their grief when an infant or child dies, fluctuating between focusing on the loss and choosing to self-preserve by avoiding feelings of loss.8

Amidst these challenges, healthcare professionals also experience transformational personal growth, new perspectives on life, and increased benevolence as a result of caring for infants and children with serious illness.9 Some professionals incorporate spiritual reflections and rituals into their professional practice. Nurses who report a sense of spiritual well-being and resilience were found to have increased hope and reduced stress.10 Engaging in palliative care provision offers professionals the unique opportunity for meaning making, cultivating a spiritual life, and reflecting on their own mortality.11

Preserving healthcare professional well-being and avoiding burnout is considered an ethical obligation in providing quality palliative care across all care settings.12 As such, it is essential that perinatal/neonatal palliative care teams are equipped to create environments that foster mutual support, resiliency, and self-care.12 What follows in this chapter are practical strategies that may be adopted by individuals and interdisciplinary teams as they are actively engaged in caring for neonates and infants with serious illness.

SELF-INVENTORY

Knowing oneself is a lifelong activity essential to both personal and professional well-being, accomplished through reflection on personal beliefs, preferences, strengths, and challenges. Self-inventory may occur during periods of relative stability in one’s professional life and during periods of unsettledness or turmoil. Such a reflective practice is one way of staying connected to that which is most important in one’s professional work and personal life. Palliative care professionals are encouraged to take time to reflect on self-assessment questions such as



  •  What are the limits of my energy level and comfort zone in this work?13

  •  What makes me most uncomfortable in my daily professional responsibilities?

  •  What is my tolerance of imperfect communication with others?13

  •  What happens in my mind, heart, and spirit when I encounter suffering?

  •  What is my tolerance of situations that remind me of my personal current and/or future losses?13

  •  What brings me joy or satisfaction in my work?

  •  What am I doing to care for myself that is helpful? What could be changed or added to optimize my well-being?

Maintaining a culture of self-awareness aids in establishing and maintaining relationship with families.14 Limbo and Kobler15 offer a four-step PRAM model that may be used before each clinical interaction: Pause, Reflect on one’s thoughts about the encounter 389at hand, Acknowledge feelings and expectations, and be Mindful when entering in to be present with another. This practical reminder to pause and reflect on thoughts can be coupled with some cleansing breaths to be present to the next family in need of care. PRAM only takes minutes to accomplish, and can be an effective re-centering tool for both individual professionals and teams.

Connecting with families and forming relationships also requires self-awareness of personal and professional boundaries. Readers are encouraged to routinely reflect on boundary assessment questions such as



  •  What is the level of my attachments to the families and neonates in my care?

  •  Do concerns about my perinatal families and neonates occupy my thoughts when I am at home?

  •  Have I worked extra shifts or visited on days off so I could be with my patient/family?16

  •  What shakes or unsettles me? What interrupts my sleep or keeps me awake at night?

  •  What might I either maintain, shift, or change to balance both the compassionate and professional aspects of my relationship with the families and patients in my care?

Holding space for a self-inventory of professional boundaries strengthens one’s ability to set clear expectations, while aiding in maintaining integrity in professional relation-ships.12,16

Reflective Practice

In addition to the bigger questions engrained in self-inventory, professionals can incorporate reflective practice into their daily routine to optimize well-being. Taking time to acknowledge the rhythm of our days, as in this chapter’s opening case study, provides grounding amidst the uncertainty faced in clinical situations. This may include



  •  Pausing before entering one’s worksite to acknowledge hopes and expectations for the day, or to hold an inspiring thought or prayer in mind.

  •  Using the multiple rounds of 20-second handwashing between patient encounters for reflection on an encouraging phrase or music lyrics.17

  •  Stopping at a window to notice and appreciate something in nature.17

  •  Taking time for a mid-day act of centering.17

  •  Creating electronic passwords that meet safety standards and include an encouraging reminder or affirmation to self (e.g., personal password for logging into the electronic medical record could be a phrase such as: *Breathe123!)

  •  Incorporating a role-shedding ritual at the end of the day.17 For example, this author pauses in the same stairwell each evening to thoughtfully remove and carefully wrap up her work lanyard and name badge. While covering my identification photo, I take time to reflect on how my professional self is now heading home to new responsibilities.

390Readers are invited to adapt or alter these recommended strategies to meet their individual needs.

Engaging in reflective practice pairs nicely with focusing on breath. One of the readily available mindfulness smart phone/table apps can be accessed as a guide to focusing on breath; many include re-grounding exercises that can be completed in 5 to 10 minutes.18 Opening space amidst the rhythm of daily responsibilities for mindful awareness of breath, coupled with movement, exercise, and healthy eating, provides a solid framework for fostering well-being.

FOCUSED TEAM PROCESSING

Perinatal and neonatal palliative teams can create opportunities to extend reflective practice through collective processing on their shared clinical experiences. Such team reflection can occur within the context of routine work flow, for example, by sharing a reflective reading prior to starting team rounds or meetings17 and discussing how the reading resonates with the team’s current experiences. Fostering a collaborative reflective practice requires establishing an environment where members feel psychologically safe to think and engage in mutual processing of shared experiences.19 Each perinatal and neonatal team is a beautiful reflection of the unique gifts and perspectives of the individual members, thus strategies to maintain collaborative reflective practice may shift over time based on the team’s composition and shared experiences.

When critical clinical events occur, perinatal and neonatal palliative teams benefit from opportunities for focused reflection led by professionals trained in group-processing facilitation.20 Readers are encouraged to explore the variety of team processing



  •  The Wrap Up for facilitated team processing after patient death21

  •  Team root cause analysis debriefings following critical events22,23

  •  Peer-to-peer and mentoring approaches to support teams experiencing patient death24,25

  •  Ritual for acknowledging deeply impactful team experiences20

Each of these avenues for team reflection grew from an organizational commitment to individual clinician and team re-centering after challenging professional experiences. Identifying and maintaining a collaborative relationship with the palliative team’s administrative champion(s) is essential to ensuring that resources are available to support team well-being.20

NARRATIVE AND STORY-TELLING

Narrative is part of human nature, as we recount events through stories that retell of our experiences, eliciting the potential for meaning making.26,27 Being present to the unspoken stories of neonates and infants, and the narrative of parents, is an integral component of perinatal and neonatal palliative care provision. As stories are shared and receivers engage in active listening, a relationship emerges between the teller and the listener.28

391Narrative can be a powerful tool for professionals’ well-being, as we find the courage to tell our stories first to ourselves, and then perhaps widen the circle to share the impact of this work with others. Interdisciplinary teams benefit from creating safe avenues to share their stories, as the fast pace of most clinical settings can leave such stories unspoken or unexplored.29 For example, focused sessions of peer-to-peer story-telling was facilitated for pediatric oncology nurses who self-identified as grieving for deceased patients; participants reported that sharing narratives were a valued opportunity to make sense of their experiences with children at end-of-life.30

The remainder of this section offers creative suggestions for naming and claiming our professional experiences through narrative. As many are hesitant to write, readers are encouraged to stretch beyond their perceived writing abilities to consider the power of placing pen to paper, or fingers to keyboard, to tell their stories.

Journaling

Creating narrative through journal writing is one method for story-telling. Perinatal and neonatal palliative professionals can set aside time in their weekly schedule for journaling; even 10 minutes of free-writing can yield powerful reflections on current experiences and feelings. Readers are encouraged to purchase a small notebook or journal to keep in an easily accessible place for such writing. The note function on a smartphone or tablet will also suffice when committing to daily journal writing. Professionals may also simply wish to keep pen and paper close at hand near their place of rest for ready access when important thoughts seemingly beg to be captured in written form. Journal writing about professional experiences should be done with respect to current patient confidentiality laws by limiting mention of patient and colleague names or privatemedical information.

The following are reflective writing prompts or ideas to facilitate professional journaling:



  •  What made you smile today?

  •  Tell the story about something beautiful that you noticed during time with patients, families, or colleagues.

  •  Describe ways that you feel grounded or connected in your work.

  •  Use an image or phrase from sacred text or inspirational writings to begin the first line of your journaling.

  •  Tell the story about when you were brave or courageous in your work.

  •  Describe everything in a hospital room or clinical setting, except the people in it.

  •  Tell the story about what was hard to do, but you did it anyway.

  •  What did you bear witness to today that was impactful or meaningful?

Letter Writing

In our electronic-oriented society, email and texting have taken over as ways to communicate. Yet there remains something quite personal and meaningful in receiving a 392handwritten letter thoughtfully crafted with the intended recipient in mind. As such, composing a letter can serve as a helpful way for professionals to share their story and create meaning from impactful experiences. For readers who are willing to write in letter format, the following prompts can be helpful:



  •  Write a letter to a patient who influenced you professionally or personally.

  •  Compose a letter to follow this introductory greeting: “Dear Death,. …”

  •  Write a letter to oneself, with instructions for self-care after a challenging work day.

  •  Write a letter to your future self, outlining hopes for a set time ahead (e.g., 5 or 10 years)

Such letters can be shared with the intended recipient or sealed for reading again at another time. For example, as a part of a self-care workshop for neonatal and pediatric nurses, the author and a colleague asked participants to write two short letters to themselves with encouraging words or reminders about self-care. Envelopes were subsequently sealed, and participants self-wrote their own preferred mailing address. The author and colleague then sent the letters out to participants 3 months and 9 months after the workshop; participants reported it was especially meaningful to receive a letter in their own handwriting to aid in their self-care journey.

List Writing

For those with limited time or patience for journaling or letter writing, capturing professional reflections through list writing may be a satisfactory method of telling one’s story. For example, neonatal intensive care team members participated in an online “Three Good Things” intervention that effectively promoted professional reflection by providing daily answers to two questions: “What are the three things that went well today?” and “What was your role in bringing them about?”31 Readers are invited to adopt the “Three Good Things” exercise, or to consider the following prompts for list writing to tell their story:



  •  Each day, write down three things for which you are grateful, or three things that brought you joy, or three interactions with others that were meaningful.

  •  Make a list of your hopes or dreams.

  •  Capture with brief descriptions what you appreciate about the current season (this could be the current season of your career or personal life, or current season in nature).

  •  List how and when you feel content in your work.

Just as with letter writing, these lists can be reviewed frequently or tucked away to read later. Such activities also provide opportunity to reflect on the change or growth experienced in one’s professional practice.

393HARNESSING SMARTPHONE/TABLET TECHNOLOGY

Social media is filled with creative ways for using words and images to create narrative about even the most mundane aspects of our lives. Smartphones and tablets are seemingly extensions of our extremities, offering a unique and ready resource for capturing important events and experiences. Likewise, accessing stored images on these devices allows one to quickly connect with that which holds meaning. For example, during an intense, traumatic experience in the NICU, this author witnessed members of the team intermittently reaching for their cell phones. Upon inquiry, several of the nurses shared how viewing pictures of their children at home provided grounding while immersed in the uncertainty and heartache of their current work environment.

For those who do use their smartphones and/or tablets for photography, harnessing this technology can be a helpful resource to telling one’s story. Readers are strongly cautioned to maintain patient privacy and abide by their organization’s rules regarding photography in the workplace. As in all situations of using personal technology in the workplace, readers are encouraged to do so in a discriminate, respectful manner.

Telling one’s professional story through images need not be limited to photographs in clinical settings. Figure 24.1 exemplifies such an image, taken by this author through a car windshield after finishing a particularly stressful workday. I revisit this image during times of distress or when needing re-centering, serving as testimony of my ability to endure challenging situations while also reminding me of a favorite hymn with lyrics about tracing rainbows through the rain.



[image: ]

FIGURE 24.1  Rainbow in the rain.

The author captured this image through her car windshield at the end of an especially long and challenging clinical day.

Source: Kathie Kobler. Used with permission.





394REFLECTIVE EXERCISE

Readers are invited to pause and open the stored images on their cell phone, smart tablet, or computer. Scroll through these images, taking inventory of the ones that exemplify:



  •  Encouraging emotions (e.g., joy, happiness, love, peace)

  •  Meaningful moments

  •  Connection to feeling grounded or safe

  •  Relationship

Consider copying these images into a favorites folder, to be called upon and revisited as needed. As professional experiences unfold, consider capturing respectful reminders of such situations to aid in telling your story.

RECONNECTION TO PURPOSE

In addition to ensuring well-being in body and mind, perinatal and neonatal professionals are called to attend to their spiritual needs. Each of us carry within our being the very human desires for acceptance, meaning making, forgiveness, and love. No matter our chosen discipline, we experienced some level of initial interest or calling to our profession. Finding ways to remain connected to purpose is essential to nurturing one’s spirit in this work. Readers are encouraged to reflect on questions such as



  •  What do I believe? or Where do I find meaning?

  •  What is most dear to me … personally and professionally?

  •  What are my deepest questions?

  •  What are the laments of my heart?

  •  Where are my broken places most in need of attention?

  •  What are my most inspiring hopes? Conversely, what are my greatest fears?

  •  To whom should I extend forgiveness? To whom should I ask for forgiveness?

  •  In what ways do I create or bring forth that which is:



    •  Fulfilling?

    •  Re-grounding?

    •  Nurturing?

    •  Re-energizing?

  •  How do I stay connected to that which brings me joy?

395Answers to such questions can highlight those actions that will best nourish the soul. Readers are kindly reminded to engage in those activities that help to replenish their spirit, which can include mindfully choosing to be in the moment, nurturing meaningful connections or relationships, taking time in nature, creating with one’s hands and talents. Please refer to Chapter 22 for additional ways to honor spirituality in the face of caring for families in crisis and neonates with serious illness.

POWER OF MUSIC

Music has a special way of speaking to the human spirit; simply listening to a familiar song can shift one’s energy and mood. Humans across all cultures and history have intentionally used sound and rhythm to facilitate healing and restore well-being.32 Music is a powerful connector to past events, as even a few notes of a song can bring the listener back to a meaningful memory. Even the tiniest of neonates are receptive to music, as they are fresh from the sounds and rhythms of the uterine environment.32

Healthcare professionals can incorporate music in their professional practice to re-center or reconnect to purpose. Readers may already have playlists saved of songs that help them to re-energize after long workdays. Consider creative ways to draw upon the gifts inherent in music. For example, after a particularly challenging week, one pediatric palliative care physician shared a favorite song with his team before the start of their Monday morning rounds. His honest reflection on how the song’s lyrics related to his work experiences was so impactful that, in turn, his team members requested to share their favorite songs prior to subsequent rounds. This simple exercise turned into a daily practice and led to deeper team discussions about values and meaning in their palliative work.

ORGANIZATIONAL SUPPORT OF SPIRITUAL WELL-BEING

Organizations can also nurture professionals’ spiritual well-being and foster resiliency through designation of sacred spaces within the work setting for self-care and reflection, such as a quiet room for staff, a chapel, labyrinth, or outdoor garden. Some healthcare teams are creatively implementing Code Lavender teams to respectfully honor professionals’ stressful or impactful experiences. First started at the Cleveland Clinic, Code Lavender teams are staffed by members with expertise in providing psychological support and/or integrative therapies; requesting a Code Lavender offers affected team members the opportunity for acknowledgment, reflection, and meaning making.33

Ritual

It is deeply engrained in our human nature to acknowledge when significant experiences or transitions occur in our lives. Across all cultures, ritual is used to provide connection and order to such events. Anthropologist Arnold van Gennep, in his groundbreaking 396work Rites of Passage,34 describes how all life transitions unfold in a similar manner, beginning as participants separate from what is familiar or known, then entering into a period of liminality (described as an extended time of waiting amidst the unknown), and eventually arriving at a place of reintegration within their community. In his work, van Gennep highlighted how humans develop rites or rituals to create structure, order, and meaning within such periods of liminality and transition.34

Perinatal and neonatal palliative care professionals spend a considerable amount of time supporting families through extended periods of liminality1 and bear witness to tender life transitions, especially when dying begins just moments after a little one’s birth. As such, ritual can play an integral role in honoring professionals’ experiences while also providing avenues for meaning making and connecting in community.35

Moments that give rise to professionals’ immediate need for ritual include after a traumatic clinical experience, when multiple patient deaths occur in a short period of time, identification of team disconnection due to heavy workloads, or following the loss of a long-term, beloved patient through death or discharge home.35 Professionals can also benefit from ritual that arises from planned or predetermined needs, such as blessing of professionals’ hands to honor their work, rededication of a unit space, or a staff memorial service to remember patients who died.35

As noted by Limbo and Kobler,35 ritual flows from relationship, and relationship forms a bridge to hope and transformation. As such, those working with perinatal and/or neonatal professionals will find it beneficial to invite team members to share their insights and preferences as partners in the ritual planning process. Co-creating ritual begins by asking questions of the team members involved in the significant event, such as



  •  What is most important to you right now?

  •  How can we best honor this moment?

  •  Who should be present?

  •  What do you wish to accomplish through this ritual?

Through mindful consideration of professionals’ answers, a ritual can be created that will truly honor participants’ experiences.14,35 For example, one neonatal intensive care team was struggling following multiple deaths on the unit and requested a ritual to aid in their healing. The palliative care advanced practice nurse and neonatal unit chaplain listened carefully to the stories shared by team members processing feelings of guilt, loneliness, grief, and exhaustion. Together the nurse and chaplain asked team members the same co-creation questions listed, to which several requested a blessing for “every inch of the unit, including all patient care spaces, storage areas, and the staff breakroom.” A ritual was then co-created to rededicate the NICU incorporating team members’ words. Participants shared feeling comforted that all aspects of their work were honored in the ritual. Box 24.1 outlines a framework that readers can use to co-create ritual that will honor their teams’ experiences.

 





397BOX 24.1 FRAMEWORK FOR CO-CREATING RITUAL

Needs Assessment



  •  What situations arise in professional practice where team members would benefit from honoring their experience?

  •  - OR - Are team members expressing a need to acknowledge a critical patient care or end-of-life situation?

Intent or Objectives



  •  What is the overall intent for the ritual?

  •  What are the objectives for co-creating this ritual to address the current situation?

Assess the Context for the Ritual



  •  What need, or situation, or important moment will the ritual honor or acknowledge?

  •  Who will be present?

  •  When and where will the ritual happen?

Additional Considerations



  •  Who will collaborate to co-create the ritual?

  •  Will there be a focus or theme to the ritual?

  •  Will resources or supplies be needed to achieve the plan?

Framing the Ritual



  •  How will the ritual begin?

  •  What will happen in the middle of the ritual? What will those present be asked to do to participate in the ritual?

  •  How will the ritual close or end?

  •  If the ritual will happen within the course of a work day, what will be done to help participants transition back into their work responsibilities?

Implementation of the Ritual



  •  Invite participants.

  •  Create a safe and respectful space.

  •  Implement the ritual.

Outcome of the Ritual



  •  Reflect on the ritual with those who helped to plan the event: What went well? Did the plan shift or change based on participants’ responses or actions? What was surprising? Was any aspect of the ritual not well received?

  •  If possible, invite feedback from participants about their experience.

  •  Would this ritual be helpful to repeat when similar situations arise?

  •  What should be added or changed to meet the needs of future participants?






 

398Clinical Implications



  •  Preserving healthcare professionals’ well-being and avoiding burnout is essential to providing quality perinatal and neonatal palliative care; teams should be equipped to create environments that foster trust, mutual support, resiliency, and self-care.

  •  Knowing oneself is a lifelong activity, accomplished through reflection on personal beliefs, preferences, strengths, challenges, and boundaries.

  •  Narrative is a powerful tool to foster professionals’ well-being and can be accomplished through story-telling with others, or through personal reflection and writing.

  •  Ritual honors perinatal and neonatal professionals’ experiences, providing an avenue for meaning-making and connection in community.

CONCLUSION

Perinatal and neonatal palliative professionals deserve to feel whole and well as they care for families whose baby is diagnosed with a life-threatening condition before or after birth. Yet the fast pace of obstetric and neonatal settings is often not an atmosphere conducive to self-care. Opportunities are ripe for future researchers to explore the impact of such environments and to identify effective strategies to foster individual professional and team well-being. This chapter is filled with practical strategies for professionals who are committed to feeling grounded and connected to purpose in their work.

The author is grateful to the editors for choosing to end this volume with a chapter devoted to healthcare professional well-being. Readers are invited to one final reflection, with our gratitude for your commitment to providing quality perinatal and neonatal palliative care…


Through the giving of self to the smallest of patients in your care

may you experience fulfillment,

find meaning,

and experience daily reminders

of the value that is wrapped up

in the incredible gift of you.

May the work of your hands and heart, continue to be blessed.
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NATIONAL PALLIATIVE CARE ORGANIZATIONS AND RESOURCES










	ORGANIZATION NAME AND OVERVIEW
	LINK
	AVAILABLE RESOURCES FOR PERINATAL OR NEONATAL POPULATIONS





	American Academy of Hospice and Palliative Medicine
Public awareness of hospice and palliative medicine; offers a wide variety of resources and education
	http://aahpm.org
	
  •  Annual assembly

  •  Education and advocacy

  •  Policy statements

  •  Patient website: www.palliativedoctors.org/





	American Academy of Nursing
Mission: To serve “the public and the nursing profession by advancing health policy, practice and science through organizational excellence and effective nursing leadership. The Academy and its members create and execute knowledge-driving and policy-related initiates to drive reform of America’s health system.”
	http://www.aannet.org/about/about-the-academy
	
  •  Policy brief on perinatal palliative care: https://www.nursingoutlook.org/article/S0029-6554(16)30406-7/pdf





	American Academy of Pediatrics: Section on Neonatal–Perinatal Medicine and Section on Hospice and Palliative Medicine
Mission: “To ensure that all children with hospice and palliative care needs and their families have access to and receive the highest possible quality of care regardless of where they live.”
Vision: “Children with life-threatening and/or life-limiting conditions and their families meet their challenges with a minimum of pain and the highest possible degree of support from the healthcare community.
402Pediatricians and pediatric subspecialists recognize children who will benefit from palliative care and have the knowledge and skill to provide palliative care or to secure referral to colleagues who will provide outstanding palliative care.”
	https://www.aap.org/en-us/about-the-aap/
Sections/Section-on-Hospice
-and-Palliative-Medicine/Pages/About-Us.aspx
	
  •  Tools and resources for children with potentially life-threatening conditions, their parents, and family members

  •  Clinical and administrative tools and resources relevant to hospice and palliative medicine for pediatricians and other healthcare providers

  •  Policies and standards of practice for pediatric hospice and palliative medicine





	American College of Obstetricians and Gynecologists and Society for Maternal–Fetal Medicine
Provides education and high-quality resources and services for providers and patients
	https://s3.amazonaws.com/cdn.smfm.org/
publications/
223/download-f5260f3bc6686c15e4780f8100c74448.pdf
https://www.acog.org/Clinical-Guidance-
and-Publications/Obstetric-Care-Consensus-Series/Periviable-Birth
	
  •  Collaborative documents to address a variety of clinical issues, including palliative care and peri-viable birth





	Centers for Disease Control and Prevention (CDC)
Roles: (1) respond to new and emerging health threats; (2) address significant health problems causing death and disability for Americans; (3) disease prevention through science and advanced technology; (4) promote healthy and safe behaviors, communities, and environment; (5) develop leaders and train the public health workforce, including disease detectives; (6) monitor health of the US population
	https://www.cdc.gov/reproductivehealth/
maternalinfanthealth/pdf/Best-Practices-for-Developing-and-Sustaining
-Perinatal-Quality-Collaboratives_tagged508.pdf
	
  •  Resource: Developing and sustaining perinatal quality collaboratives: A resource guide for states





	Center to Advance Palliative Care (CAPC)
Mission: “Provides the essential tools, training, technical assistance, and metrics to build and sustain palliative care in all healthcare settings.”
	https://www.capc.org
	
  •  CME/CEU Courses

  •  Webinars

  •  Metrics and measurement

  •  Palliative Care Leadership Center





	403Hospice and Palliative Nurses Association; Hospice and Palliative Credentialing Center; Hospice and Palliative Nurses Foundation


  •  Three organizations “[leveraging] strategic and operational synergies”:

    •  Shared Mission—To advance expert care in serious illness

    •  Shared Vision—To transform the care and culture of serious illness

    •  Pillars of Excellence—Education, Competence, Advocacy, Leadership, Research


	https://advancingexpertcare.org
	
  •  Annual assembly

  •  Annual clinical practice forums

  •  Certification in numerous areas

  •  E-learning courses

  •  Certification review courses





	National Association of Neonatal Nurses (NANN)
Mission: “The professional voice that shapes neonatal nursing through excellence in practice, education, research, and professional development”
	www.nann.org
	
  •  Position Statements, including Palliative and End-of-Life Care for Newborns and Infants #3063





	National Consensus Project for Quality Palliative Care (NCP)
“An initiative of the National Coalition of Hospice and Palliative Care (NCHPC) to further define and underscore the value of palliative care, and to improve upon the delivery of palliative care in the United States.”
	https://www.nationalcoalitionhpc.org/ncp-guidelines-2018
	Guidelines, 4th Edition
“hallmark document within the field guiding policy makers, providers, practitioners, accreditation organizations and consumers in understanding and integrating the principles of quality palliative care”



	National Hospice and Palliative Care Organization (NHPCO)
“Mission: To lead and mobilize social change for improved care at the end of life.”
“Vision: A world where individuals and families facing serious illness, death, and grief will experience the best that humankind can offer.”
	https://www.nhpco.org/pediatric
	
  •  ChiPPS E-Journals (2002–current)

  •  End-of-life online courses and webcasts





	404National Perinatal Association (NPA)


  •  “Brings together people who are interested in perinatal care to share to listen and learn from each other.”

  •  Diverse membership of healthcare providers, parents and caregivers, educators, and service providers supporting and advocating for at-risk babies and families in the United States

  •  Give voice to the needs of pregnant people, infants, their families, and their healthcare providers for the greatest positive impact on perinatal care in the United States


	www.nationalperinatal.org
	
  •  Website to support NICU parents, with interdisciplinary guidelines for healthcare providers supporting NICU families, including guidelines on palliative and bereavement care

  •  Position statement on Palliative Care





	Perinatal Hospice and Palliative Care
Clearinghouse of information about perinatal hospice and palliative care: resources for parents and caregivers; listing of more than 300 programs in the United States and elsewhere
	www.perinatalhospice.org
	
  •  Resources for families and health professionals, including regional lists of support groups, programs, and services





	Pregnancy Loss and Infant Death Alliance (PLIDA)
Mission: “PLIDA’s unique purpose is to provide a formal network and a unified international presence to increase awareness and education focused on the emotional experiences and needs of bereaved families.”
	https://plida.org
	
  •  Biennial International Perinatal Bereavement Conference (scholarships available)

  •  Position papers





	Resolve Through Sharing
Mission: “A not-for-profit organization providing thought leadership, and an evidence-based yet compassion-first approach to bereavement care. We offer grief support materials and industry-leading comprehensive perinatal, neonatal, pediatric, and adult death bereavement training to healthcare professionals globally, to help them provide outstanding family-centered care to patients and families experiencing loss through dying and death.”
	www.resolvethroughsharing.org
	
  •  Online Bereavement Training modules; 2-day training courses

  •  Position papers

  •  Perinatal Palliative Care Toolkit

  •  Professional bereavement materials for patients and providers
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acetaminophen, 239, 242, 275

acupressure, 263

acupuncture, 263

American Academy of Hospice and Palliative Medicine, 401

American Academy of Nursing (AAN), 10, 401

American Academy of Pediatrics, 401–402

American College of Obstetricians and Gynecologists and Society for Maternal–Fetal Medicine, 402

amniocentesis, 175

antenatal counseling, 156

anticipatory guidance

birth and advance care planning, 156–160

end-of-life care, 246

lactation and breastfeeding, 328

withdrawal of life-sustaining therapy, 313–314

aromatherapy, 263–264

artificial ventilation withdrawal. See Withdrawal of life-sustaining therapy

atropine, 241

attachment, 58

autopsy, 167

baby–family bonding

caregiving, 58

cooling mattress and pads, 59

NICU environment, 59

parenting activities, 60

skin-to-skin care, 58–59

baby’s comfort

baby’s basic needs, 53

body temperature maintenance, 60–61

bonding, 58–60

case study, 50–51

discomfort/pain alleviation, 62–63

end-of-life care, 51

life-limiting condition, 52, 55–57, 63

relational elements, 53–57

thirst/hunger relief, 61–62

barriers, palliative care

complexities, 108

differences among specialists, 107

lack of training, 108

medical interventions, 108–109

patient’s psychosocial influences, 109

Behavioral Indicators of Infant Pain (BIIP), 237

benzodiazepines, 244, 246

BIIP. See Behavioral Indicators of Infant Pain

biofeedback training, 260

birth and advance care planning

anticipatory guidance, 156–160

care goals, 160–161

care locations, 153–154

case study, 151–152

code status, 163

delivery location, 161–162

delivery room resuscitation, 163

family and staff support, 156

home hospice resources, 155

legacy making, 155

obstetric planning, 163

personnel and family member support, 162–163

postmortem care, 155–156

postnatal care, 163–169

team composition, 154–155

birth ball, 264

Bowlby’s theory of caregiving, 143–144

406breastfeeding. See also lactation and breastfeeding

pain reduction, 238

bronchopulmonary dysplasia (BPD), 296

caregiving, 58

cell-free fetal DNA (cffDNA) screening, 175

Centers for Disease Control and Prevention (CDC), 402

Center to Advance Palliative Care (CAPC), 402

cesarean delivery

combined spinal–epidural anesthesia, 273

epidural anesthesia, 273

general anesthesia, 272

neuraxial anesthesia, 272

spinal anesthesia, 273

ultrasound-guided interfascial plane blocks, 273–274

CEUs. See continuing education units

chiropractic therapy, 264

chorionic villus sampling (CVS), 175

chromosomal microarray analysis (CMA), 180–181

chromosome analysis, 175

clonidine, 244

combined spinal–epidural anesthesia, 273

COMFORTneo Scale, 237

communication strategy

devastating news delivery, 122–128

ethical principles, 351–352

periviable consultation, 299

postnatal care, birth plan, 168–169

withdrawal of life-sustaining therapy, 308–312

compassionate extubation, 246. See also Withdrawal of life-sustaining therapy

compassionate silence, 137–138

comprehensive palliative care education, 16

concurrent care, 6

conflict resolution, 70–74

confront others, grief intensity, 376, 380

congenital defects, 175

congruence, grief intensity, 376, 380

contact dermatitis, aromatherapy, 263–264

continuing education units (CEUs), 15

counter pressure, labor pain, 261

craniosacral therapy, 264

DAN. See Douleur Aiguë du Nouveauné

death education, 14–15

devastating news delivery

abnormal routine screening, 121

bad news situations, 121

case study, 118–119

communication skills training, 122–128

genetic diagnosis, 122

infant mortality rate, 120

parental obligation, 121

pregnancy termination, 120–121

pregnancy timeline, 121–122

dexmedetomidine, 244

diagnostic genetic tests, 180–181

disability paradox, 248

DNAR order. See do-not-attempt-resuscitation order

do-not-attempt-resuscitation (DNAR) order, 316

Douleur Aiguë du Nouveauné (DAN), 237

early onset sepsis (EOS), 297

Échelle de Douleur et d’Inconfort du Nouveau-né (EDIN), 237

EDIN. See Échelle de Douleur et d’Inconfort du Nouveau-né

end-of-life (EOL) care

anticipatory guidance, 246

artificial nutrition and hydration discontinuation, 246–247

care locations, 154

clinical education, 15

compassionate extubation, 246

opioids, 246

symptoms, 245

terminal gasping, 246

EOL care. See end-of-life care

epidural analgesia, 268–269

epidural anesthesia

cesarean delivery, 273

local anesthetics and opioids, 269

maternal side effects, 268

post-delivery and post-cesarean pain relief, 276

side effects and complications, 269

epinephrine, 269

EPT infants. See extremely preterm infants

407ethical approach, 111–112

ethical principles

antenatal care, 341

assistive technologies, 348

breastfeeding/bottle-feeding, 345–346

case study, 339–340

children’s moral agency, 350

clinical communication, 351–352

clinical ethics education, 352

clinical ethics model, 352–353

clinical practice standards, 346

conflation, 346

cultural models, 350

dismissive practices, 347

empathic enquiry, 351

ethics consultations, 352

excessive practices, 346–347

family well-being, 348

individualized determination, 351

infant mortality, 343

life-limiting illness course, 345

newborn caring, 342–343

newborns’ suffering, 349

nonverbal children, 350–351

pain prevention, 348–349

parental decisional authority, 344

person-centered ethical standards, 343

quality of life, 345

survival rate improvement, 340

treatment decisions, 343

treatment options, 343–344

exercise, labor pain, 261

EXIT. See ex utero intrapartum procedures

extremely preterm (EPT) infants, 295

bronchopulmonary dysplasia, 296

end-of-life comfort measures, 302

gestational age, 296

intraventricular hemorrhage, 296–297

median length of hospital stay, 301

morbidities, 296

necrotizing enterocolitis, 297

neurodevelopmental disabilities, 297

parenteral nutrition, 297

parent experience, 300–301

retinopathy of prematurity, 297

sepsis, 297

short bowel syndrome, 297

survival to hospital discharge, 295–296

ex utero intrapartum procedures (EXIT), 282

fentanyl, 240, 243, 266

focused team processing, 390

fundoplications, 290

gabapentin, 244

gabapentinoids, 244

gastrostomy tubes, 290

general anesthesia, cesarean delivery, 272

genetic counselor, 176

misperceptions, 176

prenatal, 177

training and certification, 176

genetics and genetic counseling

case study, 173–174

cffDNA screening testing, 175

components, 177, 178

congenital defects, 175

diagnostic genetic tests, 180–181

empathic statements, 186

genetic counselor, 176

genetic screening, 179–180

genetic testing, 178–183

life-limiting fetal condition, 174

patient autonomy, 185

postnatal testing, 183

prenatal genetic testing and screening, 175

principles and elements, 176–178

psychosocial needs, 185

reciprocal engagement model, 177

survival prediction, 184

gestational age threshold, 298

ginger root, 265

glandular hypoplasia, 330–331

glycopyrrolate, 241

good-parent beliefs, 204–207

GP. See guided participation

grief and bereavement

case study, 134–135

delivering bad news, 136–137

attunement, 139

baby’s death memories, 140

care team with different backgrounds, 138–139

communication patterns, 138

408compassionate silence, 137–138

grounded theory methodology, 139

provider and parent interaction, 138

fetus’s life-limiting diagnosis, 133

guided participation, 141–142

meaningful moments, 134–136

nurse experiences, 147–148

parent experiences, 142–147

grief intensity

case study, 371–372

demographic and situational factors, 372–373

mental health issues, 372

Perinatal Grief Intensity Scale, 376–379

poor mental health, 373

relational attachment, 374

social support, 373

theoretical framework, 375–376

TOPFA effect, 374–375

web-based resources, 380–381

guided imagery, 259

guided participation (GP), 141–142

halogenated anesthetic agents, 267

healthcare delivery systems

antenatal, 38–40

home care, 42–43

inpatient setting, 40–41

perinatal hospice, 41–42

sample quality improvement project, 44–45

seamless care, 43–44

healthcare professional well-being

case study, 386

emotional depletion and physical exhaustion, 388

focused team processing, 390

music listening, 395

narrative and story-telling, 390–393

reconnection to purpose, 394–395

reflective exercise, 394

reflective practice, 389–390

self-inventory, 388–389

smartphones and tablets, 393–394

spiritual well-being, 395–398

systematic review, 386

healthcare team’s judgment and bias

avoiding practices, 74–75

conflict resolution, 70–74

dualistic view, 74

end-of-life care, 69

intuitive and cognizant interaction, 76–78

quantitative evidence, 70

signs of, 70

herbal remedies, labor pain, 265

Hermeneutical Rapprochement Framework, 353

high-risk fetal/neonatal surgery

case study, 283

family’s hopes and fears, 285–287

fetal hydrops, 284

fundamental scenarios, 282–283

hypoplastic left heart syndrome, 284

life-limiting malformations, 282

medical versus surgical ethics, 290–291

quality of life, 288–300

surgical consultant, 282

trisomy 13 and 18 patients, 282, 287

ventricular septal defect, 287

hip squeezing, labor pain, 261

HMBANA. See Human Milk Banking Association of North America

home care, 42–43

home hospice resources, 154–155

Hospice and Palliative Credentialing Center, 403

Hospice and Palliative Nurses Association, 403

Hospice and Palliative Nurses Foundation, 403

Human Milk Banking Association of North America (HMBANA), 332

Hutti Perinatal Grief Intensity Theoretical Framework, 375–376

hydromorphone, 266

hydrotherapy, labor pain, 261

ibuprofen, 242

intrauterine fetal death (IUFD), 159

intraventricular hemorrhage (IVH), 296–297

IUFD. See intrauterine fetal death

IVH. See intraventricular hemorrhage

409journaling, 391

kangaroo care, 58

karyotyping, 175

ketamine, 244, 275–276

KIDS. See Kids’ Inpatient Database

Kids’ Inpatient Database (KIDS), 282

labor pain

behavioral viewpoint, 257

cesarean delivery, 272–274

cognitive/behavioral therapies, 258–261

flexibility, 258

individualized multimodal approach, 258

nerve blocks and local infiltration techniques, 271–272

neuraxial interventions, 267–271

neuroanatomic viewpoint, 257

nonpharmacologic/complementary therapies, 261–264

pharmacologic therapies, 264–267

poorly controlled, 257

lactation and breastfeeding

anticipatory guidance, 328

case study, 326–327

CFDT’s Perinatal Palliative Care and Bereavement Program, 328–329

clinical implications, 334–335

follow-up support, 334

grieving process, 333–334

HMBANA milk bank, 328

prenatal counseling, 329–332

screening processes, 332

Lamaze method, 259, 260

late onset sepsis (LOS), 297

legacy making, 155

lethal fetal pathology (LFP), 106

definitions and perceptions of, 108

perinatal professionals’ perceptions, 106

psychosocial approach, 109–111

thematic categories, 110

letter writing, 391–392

LFP. See lethal fetal pathology

life-limiting fetal condition (LLFC)

case study, 103–104, 190

clinical implications, 197–199

healthcare providers, 191

national-level investigation exploring clinicians’ perceptions, 107–109

parent–child attachments, 191

perinatal professionals’ perceptions, 106

pregnancy continuation, decision-making, 192–197

purpose, 192

regret, 192

termination of pregnancy, 104

list writing, 392

LLFC. See life-limiting fetal condition

local infiltration techniques, 272

lorazepam, 240, 244

loving-kindness meditation, 367–368

massage, labor pain, 261

Massive Open Online Courses (MOOCs), 15

maternal coagulopathy and sepsis, 268

maternal hypotension, 268

maternal pain and discomfort management

anesthesia care team goals, 256–257

case study, 255–256

labor pain See (Labor pain)

post-delivery and post-cesarean delivery analgesia, 274–276

MDCPD LFP practices. See Multidisciplinary Center of Prenatal Diagnostics lethal fetal pathology practices

medical necrotizing enterocolitis, 297

Medical Order for Life-Sustaining Treatment (MOLST), 316

meditation, 260

memory making, 144

memory making, sibling grief

beaded bracelets, 94

handprints and footprints, 91–92

personalized memory boxes, 92

plaster cast of hands, 93

religious beliefs, 91

superpower cape, 93

meperidine, 265

methadone, 243

midazolam, 241, 244

410mind/body techniques, labor pain

biofeedback training, 260

guided imagery, 259

meditation, 260

music listening, 260–261

prayer and spirituality, 260

psychoprophylaxis, 259, 260

self-hypnosis techniques, 260

MOLST. See Medical Order for Life-Sustaining Treatment

MOOCs. See Massive Open Online Courses

moral distress, 319

morphine, 240, 242–243, 266

Mother’s Milk Bank (MMB), 332

motherwort, 265

Multidisciplinary Center of Prenatal Diagnostics lethal fetal pathology (MDCPD LFP) practices

general findings, 107

palliative care barriers, 108–109

multidisciplinary palliative care services, 38

music listening, 260–261

myelomeningocele

surgical interventions, 289

naloxone, 241, 243

NANN. See National Association of Neonatal Nurses

narrative and story-telling

journaling, 391

letter writing, 391–392

list writing, 392

peer-to-peer story-telling, 391

National Association of Neonatal Nurses (NANN), 10, 403

National Consensus Project for Quality Palliative Care (NCP), 403

National Hospice and Palliative Care Organization (NHPCO), 403

National Palliative Care Organizations and Resources, 401–404

National Perinatal Association (NPA), 404

National Society of Genetic Counselors (NSGC), 176

NCFS. See Neonatal Facial Coding System

NCP. See National Consensus Project for Quality Palliative Care

NEC. See necrotizing enterocolitis

necrotizing enterocolitis (NEC), 297

Neonatal Facial Coding System (NCFS), 237

Neonatal Pain Agitation and Sedation Scale (NPASS), 237

neonatal palliative care (NPC), 7–11. See also perinatal and neonatal palliative care

nerve blocks

paracervical block, 271

pudendal nerve block, 271–272

sterile water injections, 271

ultrasound-guided interfascial plane blocks, 295

neuraxial anesthesia, 272

neuraxial labor analgesia

for cesarean delivery, 272

combined spinal–epidural analgesia, 269–270

continuous spinal analgesia, 270–271

epidural analgesia, 268–269

first stage of labor, 267

second stage of labor, 267

side effects, 268

NHPCO. See National Hospice and Palliative Care Organization

nitrous oxide inhalation, 267

nonnutritive sucking, 238

nonsteroidal anti-inflammatory drugs (NSAIDs), 242, 275

NPA. See National Perinatal Association

NPASS. See Neonatal Pain Agitation and Sedation Scale

NPC. See neonatal palliative care

NSAIDs. See nonsteroidal anti-inflammatory drugs

NSGC. See National Society of Genetic Counselors

opioids, 242–243, 265–267

OPOs. See organ procurement organizations

organ donation, 166–167

organ procurement organizations (OPOs), 166–167

osteopathic manipulative therapy, 264

pain and suffering

artificial nutrition, 249

411case study, 234–235

disability paradox, 248

end of life care, 245–247

infant death, 236

loss of familial integrity, 248

macroscopic approach, 249

neonatal pain processing, 236

nonpharmacologic interventions, 234, 238–239

pain assessment, 236–237

pharmacologic measures, 234, 239–245

tailored and stepwise approach, 234

paracervical block, 271

parenteral nutrition (PN), 297

parent regoaling

case study, 202–204

clinical implications, 211–212

clinician attitudes, 207–208

good-parent beliefs, 204–207

hopeful patterns of thinking, 203

initial curative goals, 203

perinatal diagnosis, 201

positive affect, 203

short-term goals, 203

stages, 204

uncertain and complex situations, 209–210

patient autonomy, 185

patient-controlled analgesia (PCA), 265

Pause, Reflect, Acknowledge, Mindful (PRAM) framework, 138, 388–389

PCA. See patient-controlled analgesia

peppermint leaf, 265

perinatal and neonatal palliative care

anticipatory guidance See (birth and advance care planning)

barriers, 27, 107–109

care coordinator and care planning, 27–30

case study, 4–5, 19–21

categories, 21

components, 37

continuing education units, 15–16

devastating news delivery, 118–122

educational initiatives, 13–15

ethical principles See (ethical principles)

evidence-based practice, 16

future aspects, 16–17

grief and bereavement See (grief and bereavement)

grief intensity See (grief intensity)

healthcare delivery systems, 38–45

healthcare team’s judgment and bias, 69–78

history, 7–9

home medical care, 22

hospice training, neonatal intensive care unit, 22

lactation and breastfeeding See (lactation and breastfeeding)

pain and suffering See (pain and suffering)

parent regoaling See (parent regoaling)

potential system-based challenges, 37

primary perinatal palliative care, 23, 25

professional well-being See (healthcare professional well-being)

quality care, 16

relationship building See (relationship building and sustaining)

Resolve Through Sharing®, 22

secondary perinatal palliative care, 25–26

sibling grief See (sibling grief)

spirituality See (spirituality)

stairway model, 24–25

survival prediction See (genetics and genetic counseling)

tertiary PPC, 26–27

unexpected premature delivery See (unexpected premature delivery)

WHO definition, 7

withdrawal of life-sustaining therapy See (withdrawal of life-sustaining therapy)

youngest patients, 9–11

Perinatal Grief Intensity Scale (PGIS)

case study application, 378–379

concurrent validity, 377

confirmatory factor analysis, 377

construct validity, 377

internal consistency reliability, 376–377

odds ratios, 377

4-point Likert scale, 376

perinatal hospice, 41–42

Perinatal Hospice and Palliative Care, 404

perineal herbal poultice, 265

periventricular leukomalacia (PVL), 297

412periviable consultation

antenatal decision-making, 300

cognitive bias, 300

communication skills, 299

gestational age threshold, 298

interdisciplinary palliative care, 299–300

mother–clinician satisfaction, 298–299

prenatal decision-making, 299

principal parental values, 299

prognostic uncertainty, 298

resuscitation trial, 298

value-based decision-making, 300

PGIS. See Perinatal Grief Intensity Scale

phenobarbital, 245

photography, 144–145

Physician Orders For Life Sustaining Treatment (POLST), 168, 316

physician–patient relationships

barrier, 224

communicating and engaging, 224

hopeful thinking, 225

parental satisfaction, 223–224

PIPP. See Premature Infant Pain Profile

PLIDA. See Pregnancy Loss and Infant Death Alliance

PN. See parenteral nutrition

POLST. See Physician Orders For Life Sustaining Treatment

post-delivery and post-cesarean pain management

acetaminophen, 275

epidural analgesia, 276

ketamine, 275–276

nonpharmacologic treatment options, 274

nonsteroidal anti-inflammatory agents (NSAIDs), 275

patient-centric multimodal analgesic plan, 274

ultrasound-guided interfascial plane blocks, 276

postnatal care, birth plan

autopsy, 167

bereavement counseling resources, 167

body cooling, 166

care surrounding death, 165–166

communication and staff support, 168–169

coordinating home care, 167–168

family support, 165

feedings/hydration, 164–165

grief reactions, 166

hospital discharge preparation, 168

late viewings and body disposition, 166

organ donation, 166–167

outpatient follow-up appointments, 168

POLST form, 168

postnatal diagnostic testing, 164

primary provider, 163–164

standard neonatal care, 165

symptom management, 164

postnatal testing, 183

PRAM framework. See Pause, Reflect, Acknowledge, Mindful framework

pregnancy continuation, decision-making

chance at life, 195, 197

enculturation, 195

inductive content analysis, 192–193

limitations, 197

love, 193, 195

parental hopes and wishes, 194, 196

parental role, 193–194

regret, 195, 197

relationship to child, 193

skepticism, 195, 197

spirituality and religion, 194, 196

“The Voice of Parents” survey, 192

time, 194

Pregnancy Loss and Infant Death Alliance (PLIDA), 404

Premature Infant Pain Profile (PIPP), 237

prenatal counseling, maternal lactation

“gift bag” supplies, 331

informed decision-making, 330

lactation risk factors, 330–331

maternal lifestyle choices, 331

milk expression schedule, 330

milk supply initiation and maintenance, 330

Mother’s Milk Bank, 332

multidisciplinary approach, 329

rental pump, 331

Spatz 10-Step model, 330

structured perinatal palliative care program, 329

WIC program, 331–332

413prenatal genetic testing

benefits, 182–183, 183

chromosome abnormalities, 178

life-limiting fetal conditions, 179

motivations, 181–182

questions to consider, 180–181

risk assessment, 178

propofol, 245

psychoprophylaxis, 259, 260

pudendal nerve block, 271–272

PVL. See periventricular leukomalacia

QPLs. See question prompt lists

question prompt lists (QPLs), 125

raspberry leaf, 265

reality factor, grief intensity, 376, 380

reciprocal engagement model (REM), 177

reflective practice, 389–390

reflexology, 263

relationship building and sustaining

baby’s condition and prognosis, 219

baby’s older siblings, 225–226

case study, 217–218

extended family and friends, 226–227

parent-baby relationship, 219–222

parents’ relationship, 222–223

and photography, 228–229

physician–patient relationships, 223–225

religion and spirituality, 362–363

REM. See reciprocal engagement model

remifentanil, 265

Resolve Through Sharing®, 22, 404

retinopathy of prematurity (ROP), 297

ritual, 395–397

ROP. See retinopathy of prematurity

SBS. See short bowel syndrome

self-assessment questions, 388

self-hypnosis techniques, 260

sensorial stimulation, 238–239

sepsis, 297

shiatsu, 263

short bowel syndrome (SBS), 297

sibling grief

apprehension feelings, 87

case study, 81–82

developmental levels, 85, 86

developmentally appropriate information, 96

diagnosis and prognosis disclosing, 85–88

dramatic play, 94

funerals, 96

future aspects, 98

grief- and feelings-related books, 95

grief emotions, 88

and medical equipments, 88–91

memory making, 91–94

older sibling, 87–88

resources for home, 96–97

siblings’ art and play, 95

younger siblings, 87

skin-to-skin care (SSC), 58, 238

spinal anesthesia, cesarean delivery, 273

spirituality

awareness of own sense, 367

care providers, 363–365

case study, 359–360

families’ spiritual beliefs, 365–366

interventions, 367

loving-kindness meditation, 367–368

religious events and rituals, 362–363

ritual practice, 368

well-being, 395–398

SSC. See skin-to-skin care

sucrose, 239, 242

suffering neonate

artificial nutrition, 249

disability paradox, 248

loss of familial integrity, 248

loss of meaning, 247–248

macroscopic approach, 249

surgical necrotizing enterocolitis, 297

TENS. See transcutaneous nerve stimulation

termination of pregnancy (TOP), 105

termination of pregnancy for severe or lethal fetal anomaly (TOPFA) effect, 374–375

TOP. See termination of pregnancy

TOPFA effect. See termination of pregnancy for severe or lethal fetal anomaly effect

transcutaneous nerve stimulation (TENS), 262–263

twin pregnancy, 159

414ultrasound-guided interfascial plane blocks

cesarean delivery, 273–274

post-delivery and post-cesarean pain relief, 276

unexpected premature delivery

case study, 294

extremely premature See (extremely preterm infants)

neonatal intensive care unit (NICU), 293

palliative care provider, 293

periviable consultation, 298–300

very low birth weight (VLBW), 295

ventricular septal defect (VSD), 287

very low birth weight (VLBW), 295

VLBW. See very low birth weight

VSD. See ventricular septal defect

WIC program. See Women, Infants, and Children Food and Supplemental Nutrition program program

withdrawal of life-sustaining therapy (WLST), 307

anticipatory guidance, 313–314

case study, 305–306

compassionate extubation checklist, 318

consideration, 308

decision-making, 308

documentation, 316

do-not-attempt-resuscitation order, 316

exemplar, 319–320

family meeting, communication strategy, 308–312

interdisciplinary team, 316

moral distress, 319

opioids and benzodiazepines, 317

physiologically stable infant, 308

preparation checklist, 316, 317

skeletal dysplasia, 309

and subsequent death, 318–319

terminal weaning, 316–317

timing, 313

WLST. See withdrawal of life-sustaining therapy

Women, Infants, and Children Food and Supplemental Nutrition program (WIC) program, 331–332
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Prior to the meeting

Provider factors Environmental factors
* Ensure agreement on the concems and current options  ®  Discourage interruptions
* Review factors that may impact decision-making

X sl 3 * Consider location—privacy and seating arrangements
* Confirm who is facilitating the meeting

*  Confirm a box of tissues is available

h

Begin the meeting

Briefly explain the purpose of the meeting, make introductions (noting relationship to the patient),
and express appreciation for participation

Establish an understanding

Ellicit the parents’ perceptions and concerns Review the current medical information and concerns
“As many providers have talked with you over the past  Avoid medical jargon but give specifc, concrete information
hours/days/weeks/months, | would love to hear how

* “Weare ina different place...”
you feel your baby is doing.” * “Isit okay to talk about what this means?”
* “What do you understand about the situation?” *  “I'm really worried that his or her body is showing us that
* “What previous experience do you have with such recovery is not possible.”
medical decisions?” * “Given this situation, what's most important to you?”

“What are your biggest concerns right now?”

h

Address emotions

NURSE'® mnemonic Other tools

* Name the emotion *  Supportive silence

* Understand and validate the emotion you see * Expressing the importance of a parent's love
* Respect and acknowledge

* Support with expressions of concern

* Explore and elaborate

h

Develop a consensus

“As | listen to you, it sounds like the most important things now are [x,y,z}.”
“Here’s how we can try to make that happen” . . . Give a recommended course of action to the family based on the goals.

h

Document the Discussion
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The Stairway Model
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Stairway Model

Skill level

Primary Perinatal
Palliative Care

Basic skills:

- Recognize the need for palliative care
+ Assess fetal/infant/family needs

» Advance care planning for birth

» Pain and symptom management

» Recognize the need for specialist
referral

- Bereavement care

Secondary Perinatal
Palliative Care

Tertiary Perinatal
Palliative Care

Additional Mid-level skills and
competencies:

« Interdisciplinary team care

- Disease-specific
management, including pain
and symptom management

- Care coordination

« Documentation of advance
care planning/advance
directions

- Basic hospice and home
health regulation and practice

« Recognize the need for
psychological and spritual
support of children/families

Advanced skills and competencies:
« Complex advance care planning

« Care coordination and case
management

« Psychological and spiritual support
of families/staff

- Advanced hospice and home
health regulation and practice

« Advanced disease-specific
management, including pain and
symptom management

« Ethics and law related to perinatal
care and death and dying

- Self awareness and integration of
reactions to the family/staff
experience

« Palliative care research
« Palliative care education

- Palliative care advocacy
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TABLE 15.2 Recommended Dosing for Common Pharmacologic Agents used In
Perinatal Palliative Care

AVAILABLE
DOSING INITIAL STARTING
AGENT ROUTES DOSES COMMENTS
Sucrose 24% PO (lingual) 0.1-1 mL/dose Effective for procedural pain;
every 2 minutes as increased efficacy when
needed used in combination with
nonnutritive sucking
Acetaminophen | PO, PR PO: 10-15 mg’kg Reduce dose and extend

every 6 to 8 hours
as needed

PR: 15-20 mg/kg
every 6-8 hours as
needed

dosing interval for premature
infants
Adverse effects: liver toxicity

(continued)
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TABLE 7.1 Definitions and Perceptions of LFA Reported by Perinatal Professionals

n (%) p-VALUE
MFMs FCPs

Diagnosis and prognosis of LFA

Difficulty in diagnosing LFA 73(73.7) 94 (85.5) 0.035

Prognostic uncertainty of LFA 29 (29.0) 37 (33.9) 0.442
Neonatal palliative care is care intended to 90 (90.9) 72 (64.9) <0.001
provide end-of-life support for patients
Provision of palliative care to a neonate is 59 (59.6) 47 (42.3) 0.013
fundamentally analogous to that provided to
other patients
PPC can be considered as an alternative to TOP 86 (87.8) 80 (71.4) 0.004

FCPs, fetal care pediatric specialists; LFA, lethal fetal abnormality; MFMs, maternal-fetal medicine

specialists; TOP, termination of pregnancy.

Source: Modified from Tosello B, Dany L, Bétrémieux P, et al. Barriers in referring neonatal patients to
perinatal palliative care: a French multicenter survey. PLoS ONE. 2015;10:e0126861. doi:10.1371/journal.

pone.0126861
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Getting and staying connected Being with the other

Joining and maintaining attention Knowing and relating to the other
Sharing understanding Communicating and engaging
Bridging Doing the task

Structuring the task/learning Problem solving/Decision making

Transferring responsibility Regulating emotion
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TABLE 15.2 Recommended Dosing for Common Pharmacologic Agents used Iin
il iative Care (. i d)

AVAILABLE
DOSING INITIAL STARTING
AGENT ROUTES DOSES COMMENTS
Midazolam IV, PO, PR, SC, IV, SC, T™, Use lower doses in premature

TM, intranasal

intranasal: 0.05-0.1
mg/kg/dose every
2-4 hours as
needed

PO, PR: 0.2 mg/
kg/dose every 2-4
hours as needed
Continuous IV
infusion: 0.01-0.06
mg/kg/h

infants and those receiving
opioids and titrate to
appropriate effect

Higher doses are required for
the treatment of seizures
Adverse effects: myoclonus,
hypotension

Airway secretions

Atropine (1% sL 1-2 drops of SL

ophthalmic every 4-6 hours as

solution) needed

Glycopyrrolate | IV, PO, SC PO: 20-100 mcg/ | Does not cross the blood—
kg/dose every 4-8 | brain barrier in adult studies
hours as needed Adverse effects: mucus
IV,SC: 2-10mcg/ | plugging secondary to
kg/dose every thickened secretions
4-8 hours as
needed

Other medications

Naloxone IV, sC, IM All routes: IV route preferred as onset of

Full reversal of
opioid overdose:
0.1 mg/kg/dose
every 2-3 minutes
as needed

Partial reversal in
patient on opioid
therapy for pain or
dyspnea: 0.001—
0.01 mg/kg/dose
every 2-3 minutes;
titrate to effect

action may be delayed with
other routes

Naloxone half-life is smaller
than most opioid agonists.
Maintenance of reversal may
require repeated naloxone
boluses or a continuous
infusion

IM, intramuscular; IV, intravenous; PO, oral; PR, per rectum; SL, sublingual; TM, transmucosal.

Note: For many of the agents listed in this table, multiple doses have been recommended. We have
included a range of starting doses based on a combination of published data and local experience (at
Sainte-Justine Hospital).
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TABLE 16.2 Dosage of Local Anesthetics and Opioids for Epidural Labor Analgesia

0.0625% + sufentanil
0.25 mcg/mL

PATIENT-
INTERMITTENT CONTROLLED
INDUCTION EPIDURAL EPIDURAL | EPIDURAL

DRUG DOSE TOP-UPS INFUSION | ANALGESIA
Low-dose technique: | 10-20 mL in 10-20 mL every | 10-15 mL/h | 5-10 mL with
bupivacaine 0.1% + | 10-mL divided | 30-60 minutes 15-30 minutes
fentanyl 2 mcg/mL doses lockout
Ultra-low-dose 10-20 mL in 10-20 mL every | 8-15mlL/h | 5-10 mL with
technique: 10-mL divided | 30-60 minutes 15-30 minutes
bupivacaine doses lockout
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TABLE 15.2 Recommended Dosing for Common Pharmacologic Agents used in

Perinatal Palliative Care (continued)

AVAILABLE
DOSING INITIAL STARTING
AGENT ROUTES DOSES COMMENTS
Opioids
Morphine IV, PO, TM, SC PO, TM: 0.1-0.2 Use lower doses in opioid-
mg/kg/dose every naive patients and premature
4-6 hours as infants and titrate to
needed appropriate effect
IV, SC: 0.05-0.1 Conversion from PO to IV
mg/kg/dose every | uses a 3:1 ratio
2-4 hours as Optimal TM doses not well
needed defined; some clinicians
Continuous IV initiate treatment with
infusion: 0.01-0.1 parenteral doses, while others
mgrkg/h favor doses similar to oral
route
Morphine is also effective
against dyspnea, usually at
50% of doses used for pain
Adverse effects: sedation,
urinary retention, decreased
gastrointestinal motility,
nausea and vomiting,
respiratory depression (always
preceded by sedation), and
hypotension
Fentanyl IV, TM, intranasal | All routes: Less sedative than morphine,

Intermittent dosing:

1-2 meg/kg/dose
every 5-15 minute
as needed
Continuous
infusion: 0.5-5
meg/kg/h

but faster action
Adverse effects:
laryngospasm, chest wall
rigidity, hypotension

Benzodiazepines

Lorazepam

IV, PO, PR, TM

Al routes: 0.05-0.1
mg/kg/dose every
6-8 hours as
needed

Use lower doses in premature
infants and those receiving
opioids and titrate to
appropriate effect

Adverse effects: myoclonus,
hypotension (less studied in
neonates)

(continued)
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TABLE 16.3 Dosage of Local Anesthetics and Opioids for Combined Spinal-Epidural

Labor Analgesia

PATIENT-
INTERMITTENT CONTROLLED
INDUCTION | EPIDURAL EPIDURAL | EPIDURAL

DRUG DOSE TOP-UPS INFUSION | ANALGESIA
Low-dose spinal 10-20 mL 10-20 mL every | 10-15 mlL/h | 5-10 mL with
technique: in 10-mL 30-60 minutes 15-30 minutes
bupivacaine 2.5 mg + | divided lockout
fentanyl 25 meg/mL doses
Ultra-low-dose spinal | 10-20 mL 10-20 mL every | 8-15mlL/h | 5-10 mL with
technique: in 10-mL 30-60 minutes 15-30 minutes
bupivacaine 1.0 mg + | divided lockout
fentanyl 20 meg/mL doses
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