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Preface

It will be well known to anyone embarking on reading
this book that the mind can influence the physiology
of the body and changes in the body influence the
mind - these are normal events. Internal factors can
affect both the body and the mind as can external
factors. If these changes occur to an excessive level,
they can result in physical pathological abnormalities
or psychological/psychiatric disorders. Internal fac-
tors include such things as central nervous system
and bowel, hormones or blood biochemistry.
External factors include weather, trauma, physical
stresses, psychological or physical abuse; there are
many more in both of these categories. The interplay
of all of these factors impinges on all aspects of normal
and abnormal life, physical and psychological health.

There has always been some confusion as to
whether the term linked to these matters should be
‘psychosomatic’, ‘psychosocial’ or ‘biopsychosocial’,
though the latter is probably the most encompassing
term. Biopsychosocial factors are integral to all
aspects of healthcare but perhaps more so in obste-
trics, gynaecology and women’s health. This is prob-
ably because so much of what occurs in the specialty
involves dramatic life-changing events, from preg-
nancy and childbirth to malignancy and terminal
cancer.

There is no suggestion that recognition of the
biopsychosocial aspects of our specialty should lead
to an independent specialty or subspecialty. The bio-
psychosocial approach should be a fundamental ele-
ment in the management of the whole range of
obstetric and gynaecological conditions. That said,
the British Society of Biopsychosocial Obstetrics and
Gynaecology (BSBOG) has become a recognized spe-
cialist society of the Royal College of Obstetricians
and Gynaecologists, but its objective was not to be
separate from the other subspecialties but more to
engage with them in promoting the biopsychosocial
elements of their function and informing their train-
ing programmes accordingly. The thought behind this
textbook was initially independent of the society, but

it soon became apparent that the society’s aims to
improve the psychological element of women’s
healthcare could be achieved through such a textbook.
Hence, the executive committee was soon adopted as
the editorial advisory board.

You will have noticed that the terms ‘psychoso-
matic’ and ‘biopsychosocial’ are used almost inter-
changeably. If you were to consider the titles of the
various professional societies around the world - all of
whom are member societies of the International
Society of Psychosomatic Obstetrics and Gynaecology
(ISPOG) - it will be clear that both terms are used. This
is because the term ‘psychosomatic’ is interpreted dif-
ferently in different countries. Generally speaking, in
mainland Europe, the term implies the complex inter-
action between ‘mind’ and ‘body’, whereas in the
United Kingdom and the United States, psychosomatic
implies to both the medical and lay population
a condition which gives rise to physical conditions
which are actually psychological in origin - it is so
often used pejoratively, implying that a patient’s phy-
sical symptoms are imaginary or at best ‘only psycho-
logical’. It is for this reason that the British Society of
Psychosomatic ~ Obstetrics, = Gynaecology  and
Andrology (BSPOGA) changed its name to British
Society of  Biopsychosocial — Obstetrics  and
Gynaecology (BSBOG) even though its umbrella body
ISPOG retains ‘psychosomatic’ in its title.

In the development of the book the broadest con-
tent was thought to be appropriate. International con-
tributors considered expert in the particular field were
approached and the overall process was considered
and approved by an editorial board comprising the
members of the BSPOGA executive committee.
The two editors were the outgoing (2011-2014) chair-
man of BSPOGA, Professor P. M. Shaughn O’Brien,
and the incoming chairman (2014-2017), Mr Leroy
Edozien. Whilst both of these editors are primarily
obstetricians and gynaecologists in UK medical
schools, both have been extensively involved in biop-
sychosocial aspects of the specialty over many years.

xiii
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Preface

Professor O’Brien came from The Royal Free Hospital
and University of London where he was a consultant
and senior lecturer. He began as a professor in Keele
University School of Medicine in 1989. His research
and clinical care in gynaecology has centred on the
menopause and the menstrual cycle, particularly
on premenstrual syndrome; he is the founder and
chairman of the International Society for
Premenstrual Disorders (ISPMD); he devised and co-
edited the textbook, The Premenstrual Syndromes. He
initiated the textbook you are now reading and is
immediate past editor in chief (joint) of the Journal
of Psychosomatic Obstetrics and Gynecology (JPOG).
In obstetrics his current research concerns pre-
eclampsia and premature labour and much of his
clinical practice focuses on the care of pregnant sub-
stance misuse patients.

Leroy Edozien’s clinical practice and academic
work focus broadly and extensively on aspects of
biopsychosocial care and education in gynaecology
and obstetrics. He is President-Elect of ISPOG and
led the successful bid to host the 20™ ISPOG
International Congress in Manchester in 2022.

The principal purposes of this book are to inform
clinical care and to inform both postgraduate and
undergraduate education in obstetrics and gynaecol-
ogy, particularly for the individual subspecialty areas.
In every subspecialty area (some more than others)
there is a psychological, social, biological and medical
care element. All of these must be addressed if we are
to provide the best care for our patients.

Biopsychosocial factors in benign gynaecology
and gynaecological oncology are amply covered in

this book. Each chapter ends with a list of key points.
Urogynaecology has been underrepresented in the
literature previously, and this is now addressed.
Reproductive medicine, subfertility, psychosexual
care, menopause, disorders of menstruation and pre-
menstrual syndrome are discussed in detail as are
same sex and single sex pregnancy and other gynae-
cological issues.

Fetal medicine has experienced great technical
advances over recent years and the biopsychosocial
element of this is only now catching up. For instance
fetal programming has causative and consequential
elements to the overall picture. Mental health and
suicide are now leading causes of maternal mortality
and so the editors make no apology for dealing with
the topic from different angles.

The chapter authors of this textbook are highly
regarded and highly qualified in this complex area of
the specialty and its interrelationship with its biopsy-
chosocial elements.

Obstetricians, gynaecologists, midwives, psychia-
trists, psychologists and those in many other areas of
healthcare including politicians and healthcare man-
agers need to read this book. A distillate of its content
needs to be incorporated into general and subspeci-
alty training curricula and this will enable us to max-
imize the care given to our patients, partners and
offspring over the coming years.

On behalf of all contributors to this book and the
publisher, we express our condolences to the family of
Professor Suzanne Abraham (author of Chapter 5)
who passed on while the book was in production.
She was a warm and highly respected colleague.
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Sibil Tschudin

The Biopsychosocial Perspective
in Obstetrics and Gynaecology: Nice

to Have or Need to Have?

Many health problems cannot be solved and ade-
quately treated when only the biomedical perspective,
focusing on diagnostic tests and medical or surgical
therapy, is taken into account. This can be assumed as
well accepted in all domains of clinical medicine
nowadays [1, 2]. It is particularly obvious when con-
sidering the situations and conditions of patients who
turn to an obstetrician/gynaecologist: they might have
experienced a pregnancy loss, be confronted with an
unwanted pregnancy or with infertility, suffer from
domestic violence or have to deal with a gynaecologi-
cal cancer. Medically unexplained symptoms are
frequent in general hospital outpatients. When com-
paring different specialties, Nimnuan et al. found that
such symptoms were most prevalent in gynaecology
and associated with being female, of younger age and
of being unemployed [3]. Besides this, women also
consult their obstetrician/gynaecologists for advice on

Diagnosing and
treating diseases

T

Obstetrician /
Gynaecologist

Promoting and Implementing
the Biopsychosocial Perspective
in Obstetrics and Gynaecology

The Role of Specialist Societies

contraception, prenatal care and menopause, as well
as prior to screening procedures. Nowadays, the role
of the obstetrician/gynaecologist is not limited to cure
but includes prevention and supportive care (see
Figure 1.1). Their approach should therefore be hol-
istic. Health professionals have to provide assistance
with regard to preventive measures, decision-making
and crisis intervention (see Figure 1.2).
Consequently, obstetrician/gynaecologists are
confronted with many tasks requiring psychosocial
competence, including patient education, counsel-
ling and management of psychosocial problems.
They have also to take care of patients with pain
syndromes and/or life-threatening diseases [4, 5].
If psychosocial aspects are not taken into account in
these situations, the underlying cause of the pro-
blem and critical contributing factors often remain
undetected and inadequately dealt with [6]. As a
consequence symptoms may persist or worsen and
patients’ problems may develop into chronic condi-
tions. It could be demonstrated that specific com-
munication skills improve the ability to identify

Diagnostic and
therapeutical skills

T

Obstetrician /
Gynaecologist

!

Preventive measures |, l\| Crisis intervention

- Contraception

- Cervical and breast
cancer screening

- Pregnancy care

Support in

decision making

- Infertility

- Intrauterine and
perinatal death

- Diagnosis of cancer

- Prenatal diagnostics
- C-section on demand

- HRT

Figure 1.1 Obstetrician/gynaecologists’ existing tasks
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skills

+

Communicative
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7z S

Patients' needs
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Figure 1.2 Obstetrician/gynaecologists’ existing competencies

profile

11:39:00



Section 1 Generic Issues

relevant medical and psychosocial information.
Consequently, these skills have a significant impact
on patient morbidity and on medical costs [2, 7-10].
Furthermore, patients’ satisfaction as well as their
adherence to treatment is related to physicians’
communication style [5, 8, 11-16]. Lack of commu-
nication skills and psychosocial competence, how-
ever, increases physicians’ stress related to patient
contact and their risk of developing professional
burnout syndrome [17]. In the light of these con-
siderations, it can be argued that the psychosocial
perspective is not just ‘nice to have’ in obstetrics and
gynaecology but a perspective that we ‘need to have’
in our specialty.

Are Obstetrician/Gynaecologists
Prepared for Their Tasks in
Psychosocial Care-Giving?

Studies to date have shown that psychosomatic
competence, i.e. a holistic approach based on a
biopsychosocial understanding of the diagnostic as
well as the therapeutic process, is an important
precondition for adequate patient care. Teaching
the necessary diagnostic, therapeutic and commu-
nication skills, however, is far from being an
integral component of the specialty training world-
wide [18, 19]. The educational committee of the
International Society of Psychosomatic Obstetrics
and Gynaecology (ISPOG) conducted a survey
in 2012. All national member societies were
approached and invited to answer the following
questions:

- Which is (if existing) your currently practiced
curriculum for teaching of the primary
psychosomatic care in Obs/Gyn?

— Are there any teaching programmes or
educational courses that involve psychosomatic
topics?

- Which topics does your society consider as most
important for teaching psychosomatic care in
obstetrics and gynaecology?

Of a total of 19 national societies invited to take part
in the survey, ten provided some information on their
educational offerings. Two additional countries had
provided information during a meeting of the biann-
ual congress of the North American Society of
Psychosocial Obstetrics and Gynecology (NASPOG)
in 2012.

In six countries psychosocial and psychosomatic
issues are covered during medical school, and in
eight countries this is the case in the course of specia-
lization. Only Germany and Switzerland have stan-
dardized compulsory curricula in psychosomatic
obstetrics and gynaecology (see Table 1.1). Seven
national societies indicated that they organize regular
congresses or symposia on psychosomatic topics, and
four countries mentioned that they have guidelines
available on specific psychosomatic problems, e.g.
chronic pelvic pain. Existing teaching programmes
focus on general psychosomatic aspects as well as on
specific pathology. A list of topics, which are
addressed by most or some of the programmes, is
presented in Table 1.2. From the technical perspec-
tive, the programmes focus predominantly on com-
munication training and the establishment of

Table 1.1 Content and structure of the German and Swiss compulsory curricula in psychosomatic and psychosocial obstetrics

and gynaecology

Country Germany Switzerland
In operation For more than ten years Since 2002
Target group Compulsory curriculum for all residents Compulsory curriculum for all residents
Extent and content 80 lessons: 40 lessons:
Theory 2 one-day courses in theory

Balint groups
Communication training

Resulting in a degree in psychosomatic

Course in communication in
ultrasound during pregnancy
Supervision groups

basic care recognized by the German

Board of Physicians
Provider Eight clinical sites

Current costs €1200
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Four university hospitals
CHF 800
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Table 1.2 Topics covered by the teaching offered by the various national societies of psychosomatic obstetrics and gynaecology

AUS CH D

Mood disorders X X

Specific psychosomatic X X X
disorders

Menopause
Psycho-oncology

Violence

Pregnancy

Childbirth and postpartum

<X X X X X
<X X X X X X
=<

Sexuality and relationship
aspects

AUS Austria

CH Switzerland

D Germany

E Spain

Jap Japan

H Hungary

NL Netherlands

S Sweden

UK United Kingdom

USA United States of America

E Jap H NL S UK USA
X X
X X X X X X X
X X X
X X X X X X X
X X
X X X X X
X X X X X
X X X

a productive doctor-patient relationship, while the
teaching of Balint groups, the application of role-
plays, case supervision and ethics discussions were
only mentioned occasionally. To conclude, there is
a huge variation across countries with regard to avail-
able programmes. The array spans from established
and compulsory training during medical school as
well as residency to aspirational plans to install train-
ing programmes in the future.

It seems evident that not all current and future
obstetricians and gynaecologists are well prepared
and sufficiently trained to provide psychosomatic
and psychosocial care for their patients. Even if teach-
ing is available and provided, the question remains
whether this training really improves psychosocial
competence and increases communicative skills.
Thus, the evaluation of educational programmes is
important, even if not easy. According to Van de
Wiel and Wouda the criteria used in evaluation are
effectiveness and efficiency [20]. Studies investigating
the effect of teaching programmes are scarce, how-
ever, especially in the domain of obstetrics and gynae-
cology, and generally don’t go beyond the assessment
of communication skills during the specialty training
[21, 22]. The nationwide implementation of a com-
pulsory psychosomatic training of all residents in
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Switzerland in 2002 was an opportunity to simulta-
neously evaluate the teaching programme and mea-
sure the effect of its practical component consisting of
supervised groups (see Figure 1.1). Participation in
these groups was associated with a statistically signifi-
cant increase in self-estimated psychosomatic compe-
tence [23]. Interestingly, after the completion of the
teaching programme, all items assessing competence
ranged on a higher level and not only those items
rated lowest at the beginning of the supervised
groups. Consequently, attendance at the supervision
groups rather seemed to improve psychosomatic
competence in general. Self-efficacy also increased
significantly. Schildmann et al. present comparable
results when measuring the effect of a training course
on the ability to ‘break bad news’ at the Charité Berlin
[24]. The improvement of self-rated ability to perform
this task correlated with an increase in self-confidence
with regard to communication skills [24]. As self-
efficacy is an important protective factor against stress
arising in clinical work [25], this increase may con-
tribute to the well-being of physicians and as a
non-negligible consequence to their efficiency. As
perceived self-efficacy determines whether difficult
topics are considered or avoided [26], the described
changes are likely to result in improved patient care.
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Thus, there seems to be growing evidence that well-
shaped educational offerings may indeed improve the
psychosocial competence of health professionals in the
field of obstetrics and gynaecology.

The Role of ISPOG

Despite the evidence that psychosomatic compe-
tence is necessary in the practice of obstetrics and
gynaecology, training in this field is, in the main,
insufficient. Who else should engage in the remedy
of this deficiency, and promote and implement the
biopsychosocial perspective in obstetrics and gynae-
cology, if not the specialist society in this field, the
International Society of Psychosomatic Obstetrics
and Gynaecology?

Engagement of ISPOG over the Course

of Time

During thel7th ISPOG Congress in Berlin in 2013,
Manfred Stauber, former ISPOG president (1992-
1995) and member of the ISPOG Board of Fellows,
gave an overview on the history of ISPOG since its
foundation in 1962. According to him the interplay
between mental problems and female genital organs
had already been postulated in ancient Greece, and
Sigmund Freud practised psychosomatic obstetrics by
treating a woman who suffered from ‘psychogenic
agalactia’ at the end of the nineteenth century.
To mention just some of the other pioneers in psy-
chosomatics, Franz Alexander and George Groddeck
conducted research into the interrelation of mind and
body and the treatment of physical disorders through
psychological processes. Further important mile-
stones in the introduction of the biopsychosocial per-
spective in medicine were set by the US-American
psychiatrist George L. Engel and the German internist
Thure von Uexkiill [27].

The first steps in promoting an understanding of
psychosomatic and psychosocial aspects in obstetrics
and gynaecology were taken by the founding members
of ISPOG, i.e. Leon Chertok (France), Norman Morris
(Great Britain), Niles and Michael Newton (USA),
Hans J. Prill (Germany), Myriam de Senarclens
(Switzerland), Pierre Vellay (France), Lucio Zichella
(Italy), Alberto Cardenas Escovar (Spain), Elliot Philip
(Great Britain), Murray Enkin (Canada), Hugo
Husslein (Austria), Herrmann Hirsch (Israel) and
Ferrucio Miraglia (Italy). The founding of the society
took place at the first International ISPOG Congress
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in 1962 in Paris. After a decade of rather informal
exchange, the society became more organized and
structured and from 1972 onwards ISPOG congresses
were held regularly on a triennial basis. Over the
subsequent years the spheres of interest were inferti-
lity/reproductive medicine, sexual disorders, family
planning, abortion/pregnancy conflicts, pregnancy
loss/miscarriage, antenatal care, psychosomatic obste-
trics, menopausal disorders, chronic pelvic pain and
psycho-oncology. Besides organizing congresses,
ISPOG was visible in the media through regular
ISPOG newsletters and the Journal of Psychosomatic
Obstetrics and Gynecology (JPOG). The journal was
founded in 1982 in order to provide a scientific
forum for obstetricians, gynaecologists, psychiatrists
and psychologists, academic health professionals
and all others who share an interest in the psychoso-
cial and psychosomatic aspects of women’s health.
All these efforts were, and still are, important in sti-
mulating obstetricians and gynaecologists to pay
more attention to this important facet of their profes-
sion. Even if the majority of ISPOG members are
obstetrician-gynaecologists, the society always sup-
ported and propagated a multidisciplinary strategy
by targeting and including other health professionals,
such as psychiatrists, psychologists and midwives.

While the above-mentioned efforts and activities
helped to promote awareness of psychosomatic and
psychosocial issues, it was necessary to develop other
strategies for implementing the biopsychosocial per-
spective in everyday clinical practice. This became
more and more obvious in the last decade and led to
a sharper focus on educational activities.

ISPOG Educational Committee

All national societies were invited to an informal
and exploratory meeting held during the NASPOG
congress in Providence, USA, in 2012. A few months
later, at the International Federation of Gynecology
and Obstetrics (FIGO) congress in Rome, Italy,
an educational committee was established within
ISPOG.

Goals of the ISPOG Educational Committee

The committee, chaired by the author of this chapter,
defined its goals and formulated strategies to achieve
these goals as follows:

The principal goal of ISPOG with regard to educa-
tion is ‘to promote access to a psychosomatic
approach for all health care providers in the field of
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obstetrics and gynaecology in order to fulfil the needs
of the patients they treat and/or care for’.
The educational goals of ISPOG are the following:

1. To develop an e-learning academy that aims at
serving as a platform for exchange of knowledge
considering cultural differences and local
characteristics providing a theoretical basis as
well as teaching materials and specific tools that
may serve as a reference for all national societies
and that may be incorporated into

i. Teaching of residents
ii. Continuous medical education (CME) for
all obstetricians/gynaecologists and other
health professionals in obstetrics and
gynaecology
iii. Clinical discussions within the activity of the
national societies

2. To provide access to the talks of psychosomatic
symposia/congresses by means of webcasts

3. To offer and encourage workshops to give
members the opportunity to experience the
psychosomatic approach personally.

To reach these goals the following strategies are
envisaged:
1. Installation and maintenance of a server
2. Development and maintenance of a knowledge
database on the ISPOG website
3. Formation of an ‘editorial board’ that is
responsible for the quality control of the files
available for download from the ISPOG website
4. Development of quality criteria, which will be
discussed and installed by the ISPOG Executive
Committee and afterwards published on the
ISPOG website
5. Development of the theoretical framework for
e-learning as well as e-learning teaching material
in a step-by-step process
6. Constant identification of congresses - e.g. FIGO,
European Board and College of Obstetrics and
Gynaecology (EBCOG), International
Association for Women’s Mental Health
(TAWMH) and World Association for Infant
Mental Health (WAIMH) - that qualify as
platforms for psychosomatic contributions.

Current Achievements of the Educational Committee

With regard to the aims set in 2012, ISPOG has to
date successfully achieved some, though certainly
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not all of them. The server and the ISPOG website
are well prepared to develop and expand the
knowledge database. The editorial board has been
constituted and quality criteria for educational
resources will be discussed periodically by the
ISPOG Executive Committee. A promising strategy
for sensitizing young colleagues to psychosocial
aspects and teaching communication skills on
a practical level is to hold workshops during
congresses organized by ISPOG or affiliated socie-
ties. ‘Hands-on’ training is in fact not limited to
surgical and interventional skills training. The posi-
tive feedback of participants at workshops offered
at the EBCOG congress in Glasgow in 2013 and
the European Network of Trainees in Obstetrics
and Gynaecology (ENTOG) scientific meeting in
2015 in Utrecht as well as the positive evaluation of
partly interactive symposia with case discussions
offered at the European Society of Contraception
(ESC) congress in Lisbon in 2014 and the IAWMH
congress in Tokyo in 2015 speak for an even more
widespread offer of such training modules. Even if
electronic media are very helpful in facilitating
communication and exchange, personal contacts
still carry great significance, especially in a field
where communication is the basic and predominant
skill.

The Role of Other Specialist Societies

ISPOG has a central role in promoting and implement-
ing the biopsychosocial perspective in obstetrics and
gynaecology. It is, however, of utmost importance to
gain the support of other societies with similar and
somehow overlapping interests. To profit not only
from professional but also from economical synergies
is crucial in a world of economic dependence and
financial restriction. Thanks to the constant engage-
ment of the former ISPOG presidents, Marieke
Paarlberg and Carlos Damonte Khoury, contacts and
collaboration with several societies have been initiated
and established. Mutual invitations to hold symposia at
the congresses of the mentioned associations are just
one of the achievements. Even more important are
joint declarations and the collaborative development
of guidelines. EBCOG invited ISPOG to contribute to
the EBCOG Standards of Care for Women’s Health in
Europe released in 2014 in order to guarantee that
psychosocial aspects are sufficiently considered in the
document [28].
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The national psychosomatic obstetric and gynae-
cology societies each relate differently to their respec-
tive national societies or colleges of obstetrics and
gynaecology. Some are independent; others are so-
called working or special interest groups of their
‘mother’ society/college. As the psychosocial perspec-
tive should be considered in any condition and every
obstetrician/gynaecologist should possess basic
knowledge and skills, a close collaboration is essential
and should be pursued.

The best way to guarantee the incorporation of
psychosocial issues into professional training is to
have a compulsory basic curriculum, as has been
established in Germany and Switzerland. Although
ISPOG encourages and supports the idea that more
(if not all) countries should integrate a mandatory
basic training in psychosocial issues into their
programme for specialization in obstetrics and gynae-
cology, it also acknowledges that the prerequisite
resources and underlying framework are currently
not available in many nations. Pending the develop-
ment of these prerequisites, we should concentrate on
identifying options to at least partly fill this gap in
professional training and education. To enhance the
attractiveness of these options the national societies/
colleges of obstetrics and gynaecology should develop
Continuing Professional Development (CPD) accred-
itation of such offers.

Conclusions, Practical Implications
and Future Strategies

Health professionals will be better positioned to pro-
mote and implement the biopsychosocial perspective
in obstetrics and gynaecology if they are equipped
with the pertinent skills and acquire psychosocial
competence through formal training. Specialist
societies in general and ISPOG in particular have
an indispensable role not only in devising such train-
ing but also in promoting awareness through the
mass media, through advocacy and through contacts
with governmental and regulatory authorities. It is
also their role to promote fruitful and sustainable
developments with regard to clinical protocols and
research into psychosocial issues in obstetrics and
gynaecology. Professionals in countries where there
is currently no national specialist society for psycho-
social obstetrics and gynaecology are welcome to
liaise with ISPOG with a view to setting up one in
their country.
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+ The psychosocial perspective is not just ‘nice to
have’ in obstetrics and gynaecology but
a perspective that we ‘need to have’ in the
specialty.
« Not all current and future obstetricians
and gynaecologists are well prepared
and sufficiently trained to provide
psychosomatic and psychosocial care
for their patients.
« Worldwide, the teaching of diagnostic,
therapeutic and communication skills
necessary for psychosocial competence
is far from being an integral component
of specialty training in obstetrics and
gynaecology.
Well-shaped educational offerings may
improve the psychosocial competence
of health professionals.
In the last decade, the International Society of
Psychosomatic Obstetrics and Gynaecology
(ISPOG) has focused more sharply on
educational activities.
+ A promising way to guarantee the
incorporation of psychosocial issues
into professional training is to have
a compulsory basic curriculum, as has
been established in Germany and
Switzerland.
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Introduction

Women’s reproductive health encompasses a wide
range of topics, including menstruation, conception,
abortion, pregnancy, miscarriage, childbirth and
menopause. Although mainly focussed on women,
these events involve issues that affect both men and
women and include sexual dysfunction, infertility
and becoming a parent. Reproduction also encom-
passes a range of illnesses, such as endometriosis,
sexually transmitted diseases, pelvic pain, pre-
menstrual syndrome and testicular cancer. These
disorders and their treatments can have implications
for fertility and reproduction. For example, endome-
triosis is associated with reduced fertility in women.
Common procedures and treatments associated with
reproduction include contraception, cervical smears
and hormone replacement therapy. Reproductive
issues raise unique ethical dilemmas, such as the
point at which terminating a pregnancy is morally
defensible; the rights of donor parents and children
of donors; whether a subsequent pregnancy should
be used by parents to provide a child with the right
genetic make-up to be an organ or tissue donor for
a sick older sibling.

All these events can be viewed from different
perspectives: biomedical, psychological, social and
cultural. Which perspective we take affects both our
understanding and treatment of disorders [1]. For
example, a biomedical perspective would see pre-
menstrual syndrome as caused by fluctuations and
imbalances in hormones associated with the men-
strual cycle. Treatment would therefore involve
pharmacological methods to counteract hormonal
imbalances or influence mood. A psychological per-
spective of premenstrual syndrome might examine
how women’s patterns of stress and behaviour con-
tribute to worsening mood around menstruation,
such as noticing particular triggers and maladaptive
responses. Treatment might involve identifying and
changing maladaptive thinking or behaviour, and
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finding coping strategies to help women respond in
a more adaptive way. A social perspective of pre-
menstrual syndrome might examine women’s socio-
demographic circumstances and levels of support, or
cultural beliefs and narratives about premenstrual
syndrome. This might lead to treatment providing
practical or emotional support to women during
critical times, or public health campaigns to change
cultural beliefs and narratives.

It is clear that none of these perspectives on their
own offer adequate explanation or treatment of pre-
menstrual syndrome. Therefore a biopsychosocial
approach, which considers all the perspectives out-
lined previously, will lead to more informed and hol-
istic approaches to treatment.

Psychosocial Views of Health

Concepts of well-being, health and illness are not
easy to define, and there is large variation between
cultures and individuals. For example, research
shows that people with terminal illnesses generally
report reduced quality of life. Yet quality of life is not
a single entity and, even if people report more phy-
sical symptoms, pain and disability, they may also
report increased appreciation of life and family and
other positive benefits. Reproductive health issues
are therefore complex and we need to recognize
that, for individuals, health and illness are subjective
states of well-being. In other words, a person may
think he or she is healthy or ill regardless of the
underlying pathology. For example, with chronic
pelvic pain many women have no identifiable under-
lying abnormality; or the pain can persist after an
abnormality is treated [2] - see Chapter 16.

Health also can be thought of in terms of physical,
psychological and social health. A survey of 9,000
people [3] found that we generally think of health in
six different ways:

1. not having symptoms of illness
2. having physical or social reserves
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having healthy lifestyles
being physically fit or vital
psychological well-being
being able to function

The World Health Organization (WHO) broadly
defined health as ‘a state of complete physical, mental,
and social well-being and not merely the absence of
disease or infirmity’ [4]. The value of this definition is
that it is inclusive and the emphasis on well-being
accounts for individual differences in subjective per-
ception of health. However, this definition has been
criticized for referring to a utopian ‘perfect’ state that
few of us reach, even when we feel healthy.

As with the biopsychosocial perspective, how we
define health has implications for which treatments
we provide. If we aim for health as defined by the
WHO it could put unrealistic pressure on countries to
provide social circumstances and medical systems
that mean everyone lives in a state of complete well-
being. Others have pointed out that the concept of
complete well-being confuses happiness with health
[5]. This potentially validates the pursuit of happiness
as a legitimate medical goal. The rapid increase in
cosmetic surgery in order for people to feel happier
with their appearance is an example of this.
Definitions of health are also intertwined with cul-
tural norms and have implications for social policy
and laws. In western countries the dominant view is
that individuals have responsibility for their health
through lifestyle choices. Policies have therefore
been implemented that attempt to improve our life-
styles and health, such as banning smoking in public
places.

S Uk W

Psychosocial Issues in Women's
Reproductive Health

Thus, how we examine reproductive health depends
on the perspective we take and how we define health.
Health can be considered in biomedical, psychological
and social terms and may also impact on these areas of
women’s lives. In this section we illustrate this by
examining psychosocial factors in menstruation and
menopause, pregnancy and childbirth.

Menstruation and Menopause

The age at which girls start menstruating -
menarche - has fallen markedly through the twentieth
century. This change is thought to be due to not only
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better health and basic nutrition but also increased
weight and obesity in young girls. The correlates of
the menstrual cycle have been examined in relation to
a range of behaviours such as sexual behaviour, sleep
and diet. The follicular phase prior to and during
ovulation has been associated with increased libido
[6]. From an evolutionary perspective, increased sex-
ual behaviour at this time increases a woman’s
chances of conception. The menstrual cycle might
also influence our choices of mate: there is some
evidence that women in the fertile phase of the men-
strual cycle have a greater preference for men with
more typically masculine characteristics, e.g. taller,
more masculine faces and bodies, more social pre-
sence and sexual competitiveness [7]. However, this
is only the case when women are asked to rate or
choose men for short-term relationships and not
when they are instructed to choose men for long-
term relationships.

The menstrual cycle does not appear to affect sleep
and diet as much as is commonly believed. One study
in which women kept detailed daily sleep records
found that although women rated their quality of
sleep as worse in the days before and during men-
struation, there was no actual difference in amount of
sleep or waking during the night [8]. Similarly,
research suggests that changes in food preferences
are more strongly influenced by cultural norms than
biological changes. For example, chocolate cravings
during the menstrual cycle differ strongly between
cultures [9], suggesting that any effect of the men-
strual cycle on food preferences is culturally defined.

Premenstrual Syndrome (PMS)

Physical and psychological symptoms often occur in
the luteal phase just before menstruation. These
symptoms are commonly referred to as premenstrual
tension (PMT) or premenstrual syndrome (PMS) -
see Chapter 12. PMS includes a range of psychological
and physical symptoms such as irritability, sleep pro-
blems, depression, labile mood and abdominal bloat-
ing. PMS is reported by up to 30% of women, and is
most common among those aged 25-35. Around
1-2% of these women experience a severe form of
PMS referred to as premenstrual dysphoric disorder
(PMDD). PMDD is diagnosed when there are marked
disturbances in home life, social life and work due to
signiﬁcant changes in sleep, appetite, energy, concen-
tration, mood and anxiety which appear during most
of the last week of the luteal phase and abate in the
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week after menses [10]. PMDD is not simply the
exacerbation of an existing mood disorder during
the premenstrual period: it is supposed to be ‘switched
on’ during days of the menstrual cycle, and ‘switched
oft’ for the remainder of the cycle. However, women
with a past history of depression are more likely to
suffer from PMDD, and PMDD is associated with
poor overall health.

The relative contribution of physical and psycho-
logical factors to PMS and PMDD is unclear and the
diagnosis therefore remains controversial. Timing of
symptoms suggests that fluctuations in hormone
levels play some causal role in psychological symp-
toms [11]. The increased vulnerability of women with
a history of depression suggests that predisposing
factors can be exacerbated by the menstrual cycle.
However, cultural differences in PMS suggest that
the interpretation of symptoms is influenced by cul-
tural norms. Interventions should therefore take into
account biological, psychosocial and cultural factors.

Proper diagnosis of PMS entails monitoring
a woman’s symptoms over the course of at least one
menstrual cycle. Various aids have been developed to
help with this, such as the PMT-Cator [12] which is
a simple wheel on which women record experiences of
five common symptoms every day for six weeks.
The recommended treatment of PMS in the UK and
the USA focusses on anti-depressants. Meta-analyses
have shown that progesterone or progestogen treat-
ment is not clinically effective [13]. Other hormonal
approaches appear more effective, particularly those
which suppress ovulation (Chapter 12). Despite this,
practices vary between countries, illustrating cultural
influences on treatment. A study of PMS and PMDD
treatment in different countries found that doctors
in the USA, the UK, and Canada favoured anti-
depressants, French doctors favoured hormone and
analgesic treatment, and German doctors favoured
complementary medicine [14].

Psychological treatment for PMS may be effective.
Meta-analyses show that, although education and
monitoring are of limited use, cognitive behavioural
therapy (CBT) and CBT-based interventions result in
reduced depression and anxiety, less interference of
symptoms on daily functioning and more positive
behaviour changes [15]. Standard intervention
packages are therefore now available. One trial
found an eight-session intervention was as effective
as anti-depressants over six months and more effec-
tive over the first year [16].
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Menopause

Menopause is a good illustration of cultural influences
on reproductive issues as it is associated with a range
of symptoms that vary between cultures. Symptoms
include hot flushes, night sweats, poor memory, loss
of libido, irritability, problems with skin or hair, vagi-
nal dryness, anxiety and headaches. In western cul-
tures between 50 and 70% of women report
symptoms, such as hot flushes and night sweats, but
a much lower incidence of symptoms is reported in
cultures where menopause is viewed positively and
increases the prestige of the women [17]. Reporting
of hot flushes in cultures such as Japan has also
increased as cultural awareness of the menopause, or
konenki, has increased [18]. Thus, cultural discourses
influence interpretation of menopause symptoms.

There is mixed evidence on the psychological
impact of menopause such as whether women are
more vulnerable to depression during this time.
A review concluded that fluctuations and declines in
ovarian hormones may influence the onset and pro-
gression of depression [19]. Ovarian hormones are
known to have specific modulatory effects on the
serotonergic and noradrenergic systems, both of
which are involved in depression. In western cultures,
however, it has been found that concurrent stressful
events are important predictors of women’s well-
being during menopause. For example, one study
found that depressed mood in menopausal women is
strongly influenced by a history of depression, history
of premenstrual complaints, negative attitudes
towards aging or menopause and poor current health
[20]. Menopause also often coincides with significant
life role changes, such as children leaving home. There
are therefore likely to be multiple physical, psycholo-
gical and cultural causes of depressed mood during
menopause.

Pregnancy and Childbirth

Pregnancy and childbirth are times of huge physical
and psychosocial transition. It is undoubtedly
a positive time for many women, but can be associated
with impaired physical functioning, health and well-
being [21].

In early pregnancy most women experience nau-
sea and vomiting. This is commonly referred to as
‘morning sickness’, but only 2% of women have symp-
toms restricted to the morning and 80% experience
nausea and vomiting all day. Although postnatal
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depression is most well known, mental health pro-
blems are almost as frequent in pregnancy as they are
after birth. Severe depression occurs in up to 12% of
women during pregnancy and 19% of women after
birth [22]. Anxiety disorders affect a similar propor-
tion of women during pregnancy and after birth [23],
although research has typically examined anxiety
symptoms rather than disorders, so more research is
needed to establish the prevalence of diagnostic anxi-
ety disorders.

Anxiety symptoms, stress and distress are impor-
tant in pregnancy when they have the potential to
influence birth outcomes, fetal development and
infant characteristics. There is now substantial evi-
dence that severe or chronic stress in pregnancy is
associated with preterm birth and low birth weight.
For example, women who are victims of domestic
abuse are 1.4 times more likely to have a low birth
weight baby [24]. Job stress can also result in adverse
outcomes. Women who work in physically demand-
ing jobs, do shift work or report work fatigue are more
likely to have a preterm birth, hypertension and birth
complications [25]. Emotional distress in pregnancy
has a similar effect. Depression and anxiety are asso-
ciated with obstetric complications, pregnancy symp-
toms, preterm labour, more requests for delivery by
caesarean section and increased use of pain relief
during labour [26].

Antenatal stress can also affect fetal and infant
development. Ultrasound studies have shown various
effects of maternal anxiety on fetal behaviour, such as
reduced fetal movement [27]. Longitudinal research
has shown that stress and anxiety in pregnancy are
associated with poor cognitive, behavioural and emo-
tional development in children, and that these effects
remain even after controlling for prenatal, obstetric
and other psychosocial factors [28]. Further evidence
comes from animal research, where the offspring of
pregnant rats or monkeys exposed to stressors are
significantly more likely to be stillborn or have low
birth weight, and are more likely to have impaired
neuromotor functioning, impaired learning, greater
behavioural disturbance and hypothalamic-pituitary-
adrenal axis dysfunction in response to stress [29, 30].

The effects of stress and distress on infant char-
acteristics could be due to a range of factors. First, it
may be that the mother and child have genes that
increase the likelihood of anxiety and emotional
problems. Second, women exposed to stress during
pregnancy may live in adverse circumstances.
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If adversity continues after birth it can also influence
the development of the baby. Related to this, adversity
may be associated with lifestyle factors that affect the
developing fetus and baby (e.g. poor nutrition).
A third explanation is that there are critical periods
during pregnancy during which fetal stress responses
are programmed or ‘hard wired’. The fetal program-
ming hypothesis proposes that the fetus is particularly
sensitive to maternal stress during mid-pregnancy
and at the end of pregnancy. The effect of stress on
fetal development is thought to occur through
reduced utero-placental blood supply, reduced nutri-
ents and increased transmission of stress hormones.
However, it is important to note that research shows
that if infants have a nurturing early environment and
positive attachment with their main caregivers then
the impact of antenatal stress is reversible [31].

In terms of medical care this has several
implications - the main one being that if we reduce
stress and anxiety in pregnancy it may have the
potential to reduce caesarean sections and improve
maternal and infant outcomes. An example of
where this is an issue is the impact of stress on
female healthcare professionals who are pregnant.
Research on women healthcare professionals shows
they are at increased risk of pregnancy complica-
tions, especially in late pregnancy. One study found
that during pregnancy female doctors working in
hospitals report that the physical demands of the job
(e.g. night shifts, standing for long periods) are
stressful and there is poor support from colleagues.
Institutional support for healthcare professionals
during pregnancy is therefore lacking and needs to
be properly examined [32].

In childbirth, the greatest social change over time
has been the context and type of birth. Births have
moved from home to hospital and caesarean births in
the UK have risen from under 5% in the 1950s to
almost 30% today. The reasons for this rise are not
clear. One suggestion is that more women are request-
ing caesarean section in preference to vaginal birth.
However, an Australian study found that only 6% of
pregnant women wanted caesarean births - and most
of these had obstetric complications or a previous
complicated delivery [33]. In the UK most caesareans
are performed as emergency births after labour has
started, suggesting that the rise in caesarean sections
is due to increased complications during labour and/
or increased tendency for doctors to carry out caesar-
eans rather than continue with non-operative births.
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Discourses and ideologies around birth and
maternity care are culturally determined but also
vary within cultures. For example, within society,
individuals may have contrasting views that birth is
risky and care should be highly medicalized, or that
birth is a natural process where interference is harm-
ful [34]. Maternity services and practitioners usually
have internalized or embraced a set of ideologies
around birth and, for hospital birth, this is likely to
driven by a biomedical approach. Differences in
beliefs and notions of risk between healthcare profes-
sionals and a woman’s own perception may result in
conflict and misunderstandings. Giving birth in
a hospital may be reassuring, informed, technologi-
cally advanced and ‘safe’ to women with a biomedical
view of birth, but it may feel cold, stressful and peri-
lous to women with different assumptions [35]. For
example, a study from Australia, where hospital birth
is highly medicalized, found that women who chose
homebirth against medical advice or without trained
health professionals were well educated about the
risks of birth. However, they perceived hospital care
to be riskier than staying at home, with 17 out of 20
having had a previous birth experience and four
women being midwives themselves [36]. Women in
this study had therefore intensely scrutinized, or per-
sonally experienced, the risks inherent in giving birth
in a hospital, and decided that the harmful activities of
healthcare providers and organisations were riskier
than the birth process itself. Other studies show that
around 10% of women would prefer a home delivery -
most of them because they think they will have
more control [37]. However, research in the
Netherlands, where approximately 30% of women
give birth at home, suggests place of birth makes no
difference to the proportion of women who find birth
traumatic [38].

The events of birth can impact significantly on
women’s transition to motherhood and her mental
health. For example, research shows between 20 and
30% of women find giving birth traumatic and around
3% develop postnatal post-traumatic stress disorder
(PTSD) [39]. Women who have assisted or caesarean
births are more likely to develop PTSD, but it is not
a straightforward relationship: individual risk factors
interact with what happens during birth to determine
whether women find it traumatic [40]. Risk factors
include depression in pregnancy or previous PTSD,
negative birth experiences, assisted or caesarean birth
and lack of support during labour [41]. The symptoms
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of women who develop PTSD include flashbacks to
the birth, intrusive thoughts about what happened,
avoidance of reminders of the birth and hyperarousal
including increased anger and irritability [10].
The majority of women with PTSD also develop
depression. Women who miscarry or who suffer peri-
natal loss are particularly at risk of PTSD and other
psychological disorders, and this risk increases with
greater gestational age at which the loss occurs [42].
Psychosocial factors such as support from others
during labour also have a critical influence on birth
outcomes and psychological well-being. Women are
more likely to be traumatized by birth if they feel
poorly informed, not listened to, inadequately cared
for, or have little support from staff or their partner
[40]. The provision of support for women during
labour is not standard in many poorly resourced
countries. This means experimental studies have
been possible, where women are randomly allocated
a person to support them or not. A meta-analysis of
these studies shows that simply providing a lay person
(‘Doula’) to support a woman during labour results in
better physical outcomes for both mother and baby,
including shorter labours, less analgesia, fewer
assisted or operative deliveries and higher maternal
satisfaction with the birth experience [43].

Summary and Conclusion

In this chapter we have looked at how reproductive
health can be defined and viewed from biomedical,
psychological and social perspectives; and how the
perspective we take influences our understanding of
the causes and treatment of reproductive health
issues. We have also shown how reproductive events,
such as menstruation, pregnancy and birth, are influ-
enced by psychological and social factors, and
conversely how they can impact on women’s psycho-
logical health, as illustrated by PMDD, or PTSD fol-
lowing childbirth. Cultural factors, such as views of
individual responsibility for health and discourses
around events, such as menopause and birth, will
influence how women view and respond to these
events and can differ both between and within
a particular culture.

The interplay between psychosocial and biomedi-
cal factors in how women experience and respond to
reproductive events is therefore critical. Reproductive
events and health are naturally embedded in the wider
social context of women’s lives, and therefore, these
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events, adjustment to these events and the impact on
women’s psychological and social functioning must
all be considered in this wider sociocultural setting.

« Concepts of well-being, health and illness are
not easy to define, and there is a large variation
between cultures and individuals.

« How we define health has implications for
which treatments we provide.

« Psychosocial factors are integral to the holistic
management of menstruation, premenstrual
syndrome, menopause, pregnancy and
childbirth.

« Discourses and ideologies around birth and
maternity care are culturally determined but
also vary within cultures. Maternity services
and practitioners usually have internalized or
embraced a set of ideologies around birth and,
for hospital birth, this is likely to driven by
a biomedical approach.

+ The events of birth can impact significantly on
women’s transition to motherhood and mental
health.

« Women are more likely to be traumatized by
birth if they feel poorly informed, not listened
to, inadequately cared for, or have little support
from staff or their partner.
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Epigenetics
The Bridge between

Leroy C. Edozien

Introduction

In delivering and researching women’s health care,
the traditional approach has focussed on biological
mechanisms and biomedical interventions. This
approach has taken women’s health care to great
heights, facilitated by advances in science and tech-
nology; however, it is increasingly recognized in clin-
ical practice that biopsychosocial factors are critical to
the promotion, maintenance and enhancement of
women’s health. Health and illness are closely asso-
ciated with behaviour, emotions and thoughts and, in
the sphere of women’s health, the UK Confidential
Enquiries into Maternal Deaths and similar pro-
grammes elsewhere have drawn attention to the
major role played by maladaptive health behaviour,
psychosocial stress and emotional problems in mater-
nal mortality and morbidity. There is increasing
recognition of the importance of social and beha-
vioural factors - such as inactivity, stress, poor nutri-
tion, smoking, drug and alcohol abuse, exposure to
risk and risk taking. Furthermore, there is increasing
awareness that health and behaviour in pregnancy
have significant implications not only for fetal health
in utero but also for the immediate and long-term
well-being of the child. These developments call for
a biopsychosocial approach to the delivery of
women’s health services and to research in this field.
The biopsychosocial approach aims to obtain
a comprehensive picture of health conditions and
events by using biological, behavioural, psychological
and social measures. It adopts the life course approach
to health (which emphasizes the connection between
the individual and the socioeconomic and historical
context in which the individual lives) [1], and inte-
grates ‘nature’ with ‘nurture’.

Despite its potential strengths, the biopsychosocial
model is yet to become firmly entrenched in health
care. The ‘bio’ (biology) has not been integrated with
the ‘psychosocial’, largely because of health

04

Biology and Psychosocial Health

professionals’ bias for ‘hard science’, with the psycho-
logical and social domains being regarded as ‘fluffy
stuff’.

Although the association between psychosocial
factors and health outcomes is recognized, the under-
lying biological mechanisms have hitherto been
poorly understood. It is arguable that until health
professionals and scientists, who are usually brought
up in the positivist tradition, have a better under-
standing of these mechanisms insufficient attention
will be paid to the biopsychosocial approach.

There is, however, a development on the horizon
that portends a climate change: epigenetics, report-
edly the fastest growing branch of medicine, is brid-
ging the gap between biology and psychosocial health.

Psychosocial Health

The World Health Organization defines health as
a state of complete physical, mental and social well-
being and not just the absence of disease. It is, how-
ever, still common in biomedical discourse for ‘health’
to be construed narrowly as physical health. The term
‘well-being’ has emerged as a holistic alternative,
aimed particularly at capturing the emotional dimen-
sion of health. In this chapter, psychosocial health is
taken to mean a state of mental, emotional, social and
spiritual wellness.

Physical ill-health could induce psychological pro-
blems or lead to social isolation and economic losses.
On the other hand, psychosocial ill-health (or the state
of suffering adverse psychosocial conditions) may pre-
cipitate physical ill-health. For example, African
American women with upward economic mobility
from early life impoverishment tend to have lower
rates of preterm birth and infant mortality compared
with African American women with lifelong residence
in impoverished neighbourhoods [2]. Lifestyle factors
such as tobacco, alcohol, exercise and diet strongly
influence the incidence rates of cancer, obesity,
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metabolic disease and cardiovascular disease. Social iso-
lation has been found to have a deleterious effect on the
immune system.

Adverse psychosocial conditions affect not only
the index woman but also her offspring and subse-
quent generations. The Dutch Famine Birth Cohort
Study showed that women who were exposed to fam-
ine (caused by a German blockade of supplies during
World War II) gave birth to children with adverse
metabolic and mental phenotypes (i.e. were more
susceptible to conditions such as diabetes, obesity
and schizophrenia) [3, 4].

The social environment has also been shown to
have a neurobiological impact: early life experience of
abuse, neglect and challenging parenting style have
been shown to affect cognition and behaviour [5].

While epidemiological studies have established
that psychosocial health and physical health are
closely associated, the underlying biological
mechanisms have been uncertain, and sometimes
controversial. A relatively new field of investigation -
epigenetics - promises to yield some answers to age-
old questions.

Genome, Genes and DNA

To understand the basics of epigenetics, a knowledge
of some basic terminology is essential. Biological
information essential for human development is
stored in the molecule deoxyribonucleic acid (DNA).
The complete set of DNA in an organism is known as
a genome, and all nucleated cells in a human contain
a copy of the entire genome. A gene is a piece of the
genome, and different genes determine different
traits. The DNA wraps around proteins called his-
tones, forming a compact unit.

The set of genes (i.e. the particular DNA sequence)
that accounts for a specific trait (e.g. hair colour) is the
genotype. The appearance of that trait is known as the
phenotype. A variety of phenotypes (the outward
manifestation of the genetic code) can occur among
cells with identical DNA. In other words, identical
genotypes can manifest as different phenotypes. It is
known, for example, that monozygotic twins may
share identical genotype but manifest different phe-
notype (differences in physical and psychological
characteristics and vulnerability to disease) [6].

This variation in phenotype is partly due to muta-
tion (a change in the DNA sequence) but mostly due
to changes in the production of gene products (‘gene
expression’).
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What Is Epigenetics?

Some biochemical changes alter gene expression with-
out altering the DNA sequence. These changes are
known as ‘epigenetic’ changes. The term ‘epigenetics’
was first used by the developmental biologist Conrad
H Waddington to describe the processes by which the
genotype brings about the associated phenotype [7].
He observed that environmental factors can cause the
phenotype to be different from to the one expected
from a particular genotype and that the new pheno-
type could be inherited by offspring even in the
absence of the original environmental stimulus.
At the time, the structure of the DNA had not been
unravelled. Today, ‘epigenetics’ refers to changes in
gene expression that do not entail a change in the
DNA sequence itself. The underlying biochemical
processes (‘epigenetic modifications’) include DNA
methylation and histone modification (such as acet-
ylation, methylation and phosphorylation). There are
other mechanisms of epigenetic change, but DNA
methylation and histone modification are the most
studied. Methylation of the DNA involves the cou-
pling of a methyl group to a cytosine (one of the four
main bases found in the DNA). The source of the
methyl group is S-adenosyl-L-methionine (SAM).
This addition of chemical compounds to the DNA
and histone modifies the activity of the genes within
the genome, and the modifications can be inherited by
offspring. Usually, methylation switches off the gene.

When compounds attach to the DNA and modify
its function, they are said to have ‘marked’ the gen-
ome. All the chemical compounds attached to the
DNA in the organism as part of epigenetic modifica-
tion constitute the epigenome.

The methylation of the DNA is catalysed by the
enzymes DNA methyltransferases (DNMTs). Histone
modification, which affects how tightly the DNA is
wound around the histone, is catalysed by histone
methyltransferase and other enzymes. Any condition
that alters the tissue levels of these enzymes can affect
methylation or histone modification and thus affect
gene expression.

The chromosomes that we inherit from our par-
ents contain not only DNA but also proteins.
The DNA carries genetic information, while the pro-
teins carry epigenetic information.

It is thought that, through epigenetic mechanisms,
nutrition, stress, sleep and other environmental fac-
tors induce changes in gene expression and thereby
influence health and well-being. Significantly,
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epigenetic changes can be passed on from one gen-
eration to the next. Given the huge attention that
DNA has commanded in scientific research, it is
remarkable that the psychosocial context of the parent
can affect the gene expression of the offspring without
any change in the DNA sequence, and it is now clear
that science has to look beyond the genome for
answers to key questions in epidemiology, human
development and medical sociology.

Developmental and Clinical
Implications of Epigenetics

Epigenetic changes have been implicated in both nor-
mal and disease states. They have been found to influ-
ence human reproduction, behaviour, susceptibility
to disease and fetal programming. Adverse outcomes
could result from either inhibition of methylation
(through deficiency of methyl donors or altered
enzyme activity) or errors in methylation (e.g. methy-
lation occurring at the wrong site). Abnormal or
altered methylation has been found in many cancers,
vascular diseases, immune disorders and even in
poorly nurtured, but otherwise healthy, offspring.
It has been suggested that epigenetics may play
a role in the pathogenesis of leiomyomas [8] and
endometriosis [9].

We can’t change our genome but we can change
our epigenome. The epigenome can be changed dur-
ing intrauterine life but also at any time during the
lifetime of the person. As discussed next, lifestyle has
a strong potential to induce changes in the
epigenome.

Unlike genetic mutations, epigenetic changes are
potentially reversible, and a number of epigenetic
drugs are in development for treating specific dis-
eases. Various fields of investigation have developed
in response to the growing interest in epigenetics.
These include behavioural epigenetics (which studies
the role of epigenetics in shaping behaviour), epige-
netic epidemiology, nutritional epigenetics, develop-
mental epigenetics (investigating how factors in the
early life environment determine an individual’s phe-
notype) and medical epigenetics.

Ageing

In the Belfast Elderly Longitudinal Free-Living
Ageing STudy (BELFAST study), hundreds of nona-
genarians who were ‘very good’ for their age were
recruited and subjected to a range of assessments
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which included anthropometric measurements, diet
and lifestyle history, lipid profile and immune status.
It has been suggested that the findings of this study
emphasize the need to look after the epigenome [10].
Ageing is associated with alterations in histone and
DNA methylation [11]. This may be due to changes
with exposure to factors (such as diet) that inhibit
DNA methylation or to decreases in the activity of
methyltransferase (DNMT).

Adults may have a biological age that is older or
younger than their chronological age, and this may
reflect epigenetic changes. Hannum and colleagues
have developed a measure of biological age based on
the degree of methylation associated with 71 sites in
the human genome that are strongly associated with
chronological age [12]. This measure can be used to
compare a person’s biological age with their chrono-
logical age. It is not yet in clinical use but marks
a further milestone in the coming together of biologi-
cal and psychosocial aspects of health and well-being.

Diet

One of the most striking manifestations of epigenetic
change and the heritability of such change was an
experiment which showed that the coat colour and
disease susceptibility of newborn agouti mice could be
changed by feeding their mothers extra vitamins dur-
ing pregnancy [13]. Agouti mice have the agouti gene
which makes them fat and yellow and prone to cancer
and diabetes. When agouti mice were fed a diet rich in
methyl donors, their offspring were slender, brown
and not prone to cancer and diabetes. Significantly,
this change was achieved without altering the DNA
sequence of the agouti mice. Rather, the diet led to
a change in gene expression.

The potential influence of diet on epigenetic change
is huge. Dietary deficiencies could alter SAM metabo-
lism, thereby altering methylation of DNA and influen-
cing gene expression. Deficiency of micronutrients in
pregnancy is associated with increased risk of neural
tube defects, preeclampsia and small-for-gestational age
baby, and this may have to do with DNA methylation.

The micronutrients folate, vitamin B12, vitamin
B6, choline, betaine and methionine are involved in
the production of SAM, the methyl donor for methy-
lation (Figure 3.1). Folate is involved in the re-
methylation of homocysteine to methionine which is
adenosylated to form SAM. Betaine, present in wheat
and spinach, breaks down the toxic by-products of
SAM synthesis.
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Figure 3.1 Role of B-Vitamins in methylation of DNA

Source: Reprinted with kind permission from http://learn.genetics
.utah.edu.

‘Folate’ is a general term for a group of water-
soluble B-vitamins found in foods, predominantly in
the form of 5-methyl-tetrahydrofolate (THF). Folic
acid, the oxidized synthetic compound commonly
prescribed to pregnant women, needs to be reduced
and methylated to THF in the liver before it can be
useful in metabolism. High levels of unreduced folic
acid could have adverse effects and for this reason
dietary sources of folate are preferable for non-
pregnant women. Dietary deficiency of folate is
a cause of hyperhomocysteinaemia, a risk factor for
vascular disease, recurrent miscarriage, placental
abruption, pre-eclampsia, congenital disorders such
as cleft lip and other pregnancy complications.

Epigenetic processes are also affected by polyphe-
nols; these alter the activities of methylation enzymes
such as such as 5-cytosine DNMT. Polyphenols (also
known as phenolics) are antioxidants found in bran,
purple potatoes, wine, seeds, green tea, food supple-
ments and some complementary medicines; their
contribution to epigenetic change could be exploited
for disease prevention and treatment [11].

Maternal Smoking

Smoking in pregnancy is associated with increased
risk of miscarriage, preterm labour and fetal growth
restriction. The adverse effects of smoking extend
beyond birth: maternal smoking is associated with
neurodevelopmental delay, impaired general cogni-
tive ability and conduct disorder. These consequences
of maternal smoking have been attributed to aberrant
DNA methylation and gene expression. DNA
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methylation was found to be altered in the placenta
and in cord blood of newborns whose mothers
smoked during pregnancy [15].

Sleep

Epigenetic mechanisms are thought to be involved in
the development and maintenance of insomnia [16].
Also, stress induced by sleep deprivation could affect
gene expression.

The circadian rhythm, the 24-hour cycle referred
to as the ‘body clock’, regulates physiological pro-
cesses and tells the body when to sleep. It plays an
important role in health and well-being, and disrup-
tions to this rhythm have been associated with shor-
tened life span, cancer and degenerative diseases.
There is evidence that epigenetic changes are involved
in the link between circadian rhythm and these
abnormalities [17, 18]. Persons doing long-term
shift work were found to have alterations in the levels
of DNA methylation associated with the pertinent
genes.

Exercise

It is well recognized that exercise improves motor and
cognitive function and reduces the risk of cardiovas-
cular, metabolic and degenerative disease. While the
impact of exercise is partly due to the genetic consti-
tution of the individual, epigenetic mechanisms are
also thought to play a role. Both acute and chronic
exercises significantly influence the methylation of
genes involved in metabolism, muscle growth and
inflammation in humans [19]. The impact of acute
exercise on DNA methylation appears to depend on
the intensity of the exercise, but it is not known
whether aerobic exercise and anaerobic exercise influ-
ence DNA methylation in a similar way. It has also
been shown that exercise causes other epigenetic
changes such as histone modification.

The Social Environment

Social experiences may induce epigenetic change at
any stage in the life of an individual - from infancy
through adolescence to adulthood - and the social
environment can have long-term physiological and
behavioural effects [20]. This was demonstrated in
a study of mothering style and methylation in rats
[21]. The mothers frequently lick and groom their
offspring. The study found that, through epigenetic
mechanisms, the amount of such nurturing received
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by the offspring affects their brain development and
their stress response. Richly nurtured rats grew up to
be relaxed and sociable, and neglected rats grew up to
be nervous and more sensitive to stress

Similarly, childhood neglect has been shown to
have persistent effects in the human brain [22].

As epigenetics may underlie the impact of
improved social circumstances on health, it could be
that this is a mechanism by which psychological
therapies exert their effects. Mindfulness has been
found to cause epigenetic changes, thus influencing
genetic expression [23].

Fetal Programming

During embryogenesis there is a high rate of DNA
synthesis and there is extensive epigenomic marking
as cell differentiation takes place, so the risk of aber-
rant epigenetic change is higher than at any other time.

The Barker hypothesis, that adult diseases have
their origins in fetal life, stemmed from the observa-
tion that growth-restricted babies were at increased
risk of developing cardiovascular disease, diabetes
mellitus, obesity and metabolic syndrome as adults.
These effects of early life environment on susceptibil-
ity to adult disease are now thought to be explained, at
least in part, by epigenetics. Direct evidence in sup-
port of epigenetics as the mechanism underlying the
developmental origins of health and disease in adult
humans is, however, far from robust, and many more
years of research are required [24].

Conclusion

One of the benefits of the emergence of epigenetics is
that the scientific credentials of the biopsychosocial
approach to health care delivery are greatly enhanced.
The biomedical model of care has not yet paid suffi-
cient attention to the role of the physical and social
environment and of psychological factors in the
aetiology, prevention and management of ill-health,
but that is beginning to change.

It may well be that, in the future, a person’s sus-
ceptibility to diseases will be identified early by
genetic markers and receive effective preventative
intervention. The ability to reverse epigenetic marks
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may open up new treatments for cancer. Above all
there may be greater impetus for people of all ages to
adopt healthier lifestyles.

+ Health is a state of complete physical, mental
and social well-being and not just the absence of
disease. Psychosocial health is a state of mental,
emotional, social and spiritual wellness.

» Adverse psychosocial conditions affect not only
the index woman but also her offspring and
subsequent generations.

» ‘Epigenetics’ refers to changes in gene
expression that do not entail a change in the
DNA sequence itself. The underlying
biochemical processes include DNA
methylation and histone modification.

+ Through epigenetic mechanisms diet, exercise,
stress, sleep and other environmental factors
induce changes in gene expression and thereby
influence health and well-being.

+ The effects of epigenetics could be harnessed for
disease prevention and treatment, including the
development of pharmacological and non-
pharmacological therapies.
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Communicating Effectively
The Patient—Clinician Relationship in Women'’s

Jillian S. Romm and Lishiana Solano Shaffer

At the center of medicine there is always a human
relationship between a patient and a doctor.
—Michael Balint [1]

Skillful communication is a critical element in devel-
oping the patient—clinician relationship and serves as
a potential strength in the healing process for patients.
‘Communication between patients and clinicians is
the bedrock of the patient-clinician relationship’ [2].
Studies are finding significant connection between
functional clinician-patient relationships and patient
and clinician satisfaction[3, 4].

Due to the nature of women’s healthcare special-
ties and the intimacy and trust embedded in the
clinician-patient relationship, we believe that there
are essential communication competencies which
build upon basic communication techniques, and
they are necessary skills for the women’s healthcare
clinician. Many clinicians care for women throughout
their patients’ life cycles and are involved in multiple
significant life events. The clinician-patient relation-
ship is of critical importance in women’s healthcare.

Developing and maintaining communication
skills allows for productive and empathetic healthcare
relationships. In addition to patient and clinician
satisfaction, empathetic communication is associated
with increased adherence to treatment and fewer mal-
practice complaints. More importantly, patients cared
for by clinicians who they perceive as empathetic have
more favorable health outcomes and are more satis-
fied with their care [5, 6].

There is ample evidence of the power of empathy
in clinical relationships. For example, diabetic patients
who scored their physicians with higher empathy
scores had significantly better diabetes control [5, 7].
In this case, empathy resulted in physicians better
understanding their patients’ circumstances and allow-
ing for recommendation and treatment options catered
to unique lifestyles. This patient-centered care fostered
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better adherence to treatment, with significantly
improved health outcomes. Research also indicates
that patient-centeredness and empathic communica-
tion lead to better immune function, shorter post-
surgery hospital stays and fewer complications [8],
decreased migraine disability and symptoms [9] and
shorter duration of colds[10].

Patients report that their relationships with their
clinicians are important and highly valued.

Patients who perceive a lack of caring or collabora-
tion are more likely to litigate and cite feeling deva-
lued, being given information poorly and sensing that
the physician was not understanding them or their
wishes [11]. Indeed, patients have indicated that what
is most important to them is their relationship with
their clinician and that relationship is more important
to them than their treatment. Baile et al. reported that
patients identify their physicians as one of their most
important sources of psychological support [12].
The Physician’s Foundation also surveyed patients
and identified how critically important their relation-
ships are with their doctors and clinical specialists [13].

The Schwartz Center’s focus group research in
2013-2014 identified that patients cited compassio-
nate care as being the most important aspect of their
healthcare. They described the compassionate rela-
tionship as one in which they receive understandable
information, are involved in decisions, are listened to
attentively, and are shown respect. These behaviors
are indicators of productive communication and are
essential aspects of a healthy clinical relationship [14].

There is also evidence that clinicians with produc-
tive and functional relationships who deliver quality
care are more satisfied, less burned out, and likely to
remain in their careers.

Research by the Rand Corporation for the
American Medical Association found that a primary
driver of job satisfaction among physicians was the
ability to provide high-quality patient care [15].
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To date, most information regarding patient pre-
ferences about healthcare relationships has been
acquired from research in primary care medicine.
These preferences are likely to be similar to those for
obstetrical and gynecological patients. The very nat-
ure of women’s health specialties, which includes
caring for patients during significant milestones in
their lives, many of which are quite intimate,
provides opportunities for skillful utilization of the
clinician-patient relationship.

Empathic Communication

‘The state of empathy, or being empathic, is to per-
ceive the internal frame of reference of another with
accuracy and with the emotional components and
meanings which pertain thereto as if one were the
person’ [16]. Empathy is the human quality that
recognizes and sustains human connection and
understanding. In patient-clinician relationships, as
patients experience empathy, they also feel under-
stood, accepted and respected.

Historically in medical training, recommenda-
tions about clinical relationships included develop-
ment of ‘detached concern’ and caution against
affective empathy was urged. A more clinical, or ‘cog-
nitive empathy,” was encouraged. There is little sup-
port in the literature for such caution and for the
recommended emotional avoidance [17].

Currently, there is a greater appreciation for
the value of skilled communication in service of
the clinician-patient relationship, and empathy is
encouraged and normalized. Empathy is a natural
socio-emotional competency that has evolved with
the mammalian brain to form and maintain social
bonds [18] and is the metaphorical cornerstone of
human relationships. In clinical relationships, this
social bonding creates and sustains the
clinician-patient relationship.

Communication and Healthcare
Relationships

The clinician-patient relationship is essentially a
moral enterprise that is grounded in trust. Such rela-
tionships require skilled communication. In healthy
and functional clinical relationships, empathy devel-
ops as the relationship develops. The clinician’s empa-
thy for the patient, as well as for themselves, naturally
develops and deepens, and serves as a positive feed-
back loop, enhancing relationships with patients,
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which results in both increased patient and clinician
satisfaction.

The capacity for empathy naturally exists in
humans. Studies have shown that it is possible to
increase or decrease empathy in response to the envir-
onment and context[19]. Indeed, one’s mindset and
beliefs about empathy determine how much effort
they will exert to experience empathy[20]. There
appears to be a naturally self-protective process for
healthcare professionals who have demonstrated
a down-regulation in their pain empathy responses
after exposure to patients in pain and suffering, allow-
ing them to be objective and thoughtful as they care
for their patients[21].

There is agreement that empathy commonly
decreases during training [22, 23] due to numerous
factors, including the focus on professional distance
and clinical neutrality, paucity of role models, and
harsh/non-compassionate treatment of trainees.
Other factors are objectification of the patient [24],
increased workload, mistreatment by supervisors,
lack of emotional support, and interpersonal conflict
[25].

Among the many skills in which medical provi-
ders must be proficient, the human and primitive
abilities to understand and connect with and have
empathy for their patients are critical components of
effective communication and clinical care. These
essential skills require training and ongoing support
to maintain them over a professional career.

Basic Communication Skills

Communication is verbal and non-verbal, and
becoming proficient in communication skills ensures
adequate data collection during the medical interview,
sharing of information, and recognizing concerns and
priorities of the patient and provider. These basic
skills establish the groundwork for building a strong
patient—clinician relationship [26].

Healthcare relationships are complex, and the
thoughts and feelings of both parties are influenced
by the social and medical context and setting, as well
as the perceptual skills of the clinician [27]. Attentive
listening skills, empathy, and use of open-ended ques-
tions are examples of skillful communication.

Collaborative communication involves the two-
way exchange of information. It requires that clini-
cians provide opportunities to suggest and discuss
treatment options and to share the decision-making
process with the patient and family. In discussing
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available treatments, the skilled clinician elicits and
recognizes the patient’s expectations, hopes and level
of risk acceptance [28].

Communication Strategies

There is a developing worldwide consensus of the
importance of teaching and training medical profes-
sionals in basic communication skills as well as in
challenging conversations, such as giving bad news,
acknowledging medical errors, and cultural commu-
nication and competencies. The European Consensus
on Learning Objectives for Core Communication
Curriculum has outlined three levels of communica-
tion training [29]. These include key communication
tasks and recommended skills, including empathy
and reflective skills and special and difficult discus-
sions. In the United States, the Accreditation Council
for Graduate Medical Education competencies
include interpersonal and communication skills and
evaluation of the effectiveness of communication with
both patients and families, as well as other healthcare
professionals and team members as an aspect of pro-
fessionalism [30].

In 2003, the Institute of Medicine in the United
States called upon educators and licensing organiza-
tions to strengthen health professional training
requirements in the delivery of patient-centered care.
They specified communication skills, such as open-
ended inquiry, reflective listening and empathy.
In addition, the report recommended training health-
care professionals to respond to the unique needs,
values, and preferences of individual patients. This
‘patient-centered model’ relies on effective and skill-
ful healthcare communication and clinician-patient/
family relationships [31].

Teaching Communication and
Empathy Skills

As hospital, educational, and healthcare organizations
are increasingly committed to trainee and employee
education and continuous quality improvement in the
area of communication, they are offering programs to
refine healthcare communication and relationship
skills. These programs include didactic and lecture
formats, group work, self-reflection and self-
awareness activities, and web-based courses and pro-
grams. Training ranges from basic communication
skills to more complex, self-reflection-based interper-
sonal and self-management skills.
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Courses and programs should be aimed at offering
information about the importance of communication
and the patient—clinician relationship. Training
should build upon learners’ native empathetic abil-
ities such as recognizing paralanguage, reflection and
self-awareness, as well as increased knowledge of
others’ cultures and religions. These skills are in sup-
port of clinical relationships and enhance communi-
cation and understanding.

In reviewing the communication trainings
options, we find a wide array of programs, from
those providing basic communication information
and strategies, to programs that promote self-
reflection and empathy for the patient and for oneself
in the clinical encounter.

Several programs offer basic communication skills
training. For example, AIDET [32] and BATHE [33]
offer information to enhance the clinician’s cognitive
understanding of the importance and basic compo-
nents of communication. Beckman et al. [34] recom-
mended core communication skills, including active
listening and soliciting attribution, as a model of co-
participation between the patient and clinician.
Empathetic training expands upon basic communica-
tion understanding, and presents a neurobiological
and physiological frame for appreciating the value of
interpersonal communication[35]. This training
offers additional coursework for complex patient
interactions, such as delivering bad news. Web-
based training and utilizing simulation/patient-
actors to recreate medical encounters may provide
new and additional options for clinical education
about interpersonal skills. Several researchers are
evaluating the efficacy of such novel forums [36].

We acknowledge that there are basic communica-
tion skills that are necessary in healthcare, such as
engaged listening, conveying acceptance, developing
rapport and encouraging dialogue. These skills
enhance the medical interview, which leads to more
efficient care, and are important foundation skills that
are required in all healthcare professionals.

There are more complex and nuanced skills that
are necessary in women’s healthcare specialties. These
skills support clinical practice and are based on com-
petencies beyond basic communication skills. These
competencies provide the framework for productive
clinician-patient relationships. The essential commu-
nication competencies include effective communica-
tion, self-awareness, and relationship development
and refinement. Each competency builds upon the
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BOX 4.1 Communication Strategies and Education/Training Programs

Communication with Patients

AIDET: A simple communication training technique, identifying aspects of communication as Acknowledge,
Introduce, Duration, Explain, Thank you. Focuses exclusively on verbal communication skills.

Balint Groups: Group members and the leader sit round in a circle; a case is presented and then discussed, with
emphasis on the doctor—patient relationship. Named after Michael Balint who, with his wife Enid, held psychological
training seminars for GPs in London.

RESPECT: Intercultural communication, with training in cultural awareness, knowledge, skill, and encounters
leading to the provider becoming ‘culturally desiring’ of cultural knowledge, skillful, and familiar with cultural
encounters.

BATHE Technique: Recommended for eliciting information about a new patient — or a new problem, this model
utilizes mnemonic device: Background, Affect, Trouble, Handling, Empathy. Clinicians are encouraged to inquire
about the patient’s response to the problem, how troubled they are, and empathic responses are recommended.
The experience of feeling empathy for the patient is presumed.

Empathetic Training: Web-based, self-paced didactic instruction includes basic neuroscience of interpersonal
connections, detection and management of patients’ emotional states, and offers recommendations for provider
responses and self-management skills.

Mindfulness: Based on an eight-week behavioral program and educational course that offers first hand
experience of meditation techniques, including mindful awareness of daily activities and communication. Evidence
suggests that mindfulness-based stress reduction (MBSR) can improve empathy skills in clinicians. MBSR reduces
burnout and develops self-awareness and self-compassion, and assists in development of empathy with others, as
well as with oneself.

Narrative Med: Taught in small groups and workshops, narrative medicine training teaches one to recognize,
absorb, interpret, and honor the stories of patients’ illnesses. Clinicians are encouraged to imagine and enter patients
worlds, to better understand, and reflect on their own experiences in patient care.

REDE: Provides peer training in basics of healthcare communication training, with additional options for such
concerns as managing conflict and difficult conversations.

Schwartz Reflection Rounds: Multidisciplinary forum where staff reflect on psychosocial issues that arise in caring
for patients. These interactive discussions are anchored in a case presentation and focus on clinicians’ experiences,
thoughts, and feelings and encourage staff to share insights, vulnerabilities and support.

’

Sharing Bad News
SPIKES: Developed for oncology originally, recommends a six-step process in delivering bad news, with the goal
of fulfilling the objectives of the discussion, gathering information from the patient, transmitting the medical
information, providing support, and eliciting the patient’s collaboration in developing a plan.
Oncotalk/VitalTalk: Communication programs designed for oncology, end-of-life and palliative care
conversations. This training may include four-day residential training, small group discussions, role-playing,
standardized patient experiences, and self-evaluation.

Cultural Communication

RESPECT: Model using action-oriented communication and behaviors to build trust across race ethnicity,
culture, and power differences. Utilizes mnemonic device including respect, explanatory model, social context,
power, empathy, concerns and trust/therapeutic alliance. Specific responses to patients are suggested within the
model.

Communication with Colleagues
PEEER: Training recommends critical elements in intra-professional communication, including Plain Language,
Engagement, Empathy, Empowerment, Respect. Specific examples of communication skills are offered.

rapprochement resulting from basic communication  the clinical encounter and develop the relationship to
strategies and techniques. benefit the patient. As rapport is established, there is

Effective communication in service of clinical rela-  increase in the clinician’s awareness of the patient’s
tionships requires flexibility, the ability to engage in  and of their own feelings. The clinician can then
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BOX 4.2 Essential Communication
Competencies in Women'’s Healthcare

1. Effective communication: rapport development,
information exchange

2. Self-awareness

3. Relationship development and refinement

interpret these feelings as reflecting those of the
patient. Gleichgerrcht suggested that the ability to
engage in self-other awareness and regulate one’s
emotions, along with the tendency to help others,
contributes to the sense of compassion that comes
from clinical practice [37]. Informed by both verbal
and non-verbal communication, the skilled clinician
can then refine and further develop the trusting and
shared relationship.

To do this effectively the clinician must feel com-
fortable within the interpersonal relationship, be
aware of one’s own biases, concerns, and context,
and use the knowledge of their own internal experi-
ence as a reflection of the patient’s internal experience.
This process is the clinical application of empathy,
where the clinician is aware that they are sensing the
patient’s feelings within themselves. In addition, the
efficacious use of self in the medical encounter
expands the capacity for communication and connec-
tion and deepens the clinician-patient relationship.

The essential communication competencies
require that the clinician use one’s self as an instru-
ment in medical care. Philip Hopkins, as he reflected
on the power of the healthcare relationship, stated,
“The most frequently used drug in medicine is the
doctor himself” [38].

The ability to skillfully use oneself in the health-
care relationship requires competence in communica-
tion, interpersonal skills, insight, self-awareness and
empathy. As clinicians gain experience and confi-
dence in their basic interpersonal skills, providing
opportunities for reflective practices will support
and sustain clinician-patient relationship develop-
ment, as well as increase both patient and clinician
provider satisfaction.

Programs such as Balint Groups [39], reflection
rounds [40], and self-reflective processes, such as
mindfulness practices [41], provide opportunities for
deeper understanding of both patients and clinicians.
Such programs provide interventions that enhance
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communication and develop empathy, utilizing
inductive-based strategies.

The most innovative programs are grounded in
the clinical encounter while providing reflection and
self-awareness skills development. Balint Groups are
an example of a strategy that enhances reflection and
increases understanding of both the patient and the
clinician’s experiences. In this case-based group pro-
cess, the discussion focuses on the clinicians’ relation-
ships with their patients. Participants report feeling
more expansive, creative, and compassionate and less
isolated as the result of Balint Group work. Although
historically embedded in primary care medicine, sev-
eral programs offer Balint Group work in women’s
healthcare training [42, 43], and currently additional
specialties are piloting Balint Groups to support pro-
fessionalism, communication skills development, and
as a buffer for professional burnout [44, 45, 46].

Reflection rounds are multidisciplinary forums for
staff reflection on emotional and psychosocial issues
that arise in caring for patients. These interactive
discussions are anchored in a case presentation and
focus on clinicians’ experiences, thoughts and feel-
ings. Attendees are encouraged to share insights,
vulnerabilities and support. Preliminary research
indicates that reflection rounds enhance team and
provider communication and support [47].

Mindfulness training has many benefits for clin-
icians. Well established as practices to decrease anxi-
ety, depression and pain [48], mindfulness training is
being piloted among healthcare clinicians. Medical
students demonstrated increased empathy as well as
decreased anxiety and depression, after mindfulness
training [49]. Mindfulness-trained primary care phy-
sicians reported enhanced attentive listening skills
and the ability to more effectively respond to patients,
and had developed greater self-awareness [50].
Mindfulness training has also been shown to reduce
psychological distress and burnout and to increase
empathy [51].

Difficult Conversations and Specific
Communications

Complex communication skills are also required in
clinical practice, such as when sharing concerning
news or prognoses, dealing with angry and difficult
patient encounters, and caring for patients from dif-
ferent cultures and languages.

11:39:03
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Sharing difficult news and prognoses is challen-
ging, and clinicians report inadequate training and
modeling for such encounters. Unfortunately, these
are not rare encounters for the women’s healthcare
clinician [52]. Many of the techniques used for com-
municating bad news can also be used for other diffi-
cult encounters.

The SPIKES Protocol provides a template for dis-
closing unfavorable information. This protocol con-
sists of six steps, with the goal being to enable the
clinician to fulfill the four primary objectives of dis-
closing bad news, including gathering information
from the patient, transmitting the medical informa-
tion, providing support to the patient, and eliciting
the patient’s collaboration in developing a strategy or
treatment plan for the future. Originally piloted with
oncologists, SPIKES is currently utilized by other
specialties. SPIKES users report increased confidence
in their ability to disclose unfavorable medical infor-
mation to their patients [53]. Oncotalk was also tar-
geted at oncologists, and was piloted as a four-day
residential training program, offering reflective
practices and communication skills training. Skills
include basic communication and difficult conversa-
tions, such as giving bad news, palliative care discus-
sions and family conferences.

As modeled by Kubler-Ross, inviting patients to
serve as educators delivering bad news may be an
effective teaching strategy [54]. Specific advice and
recommendations shared by patient-educators
included setting the scene and pacing the discussion,
non-verbal messages of caring, and allowing patients
to maintain hopefulness.

Skilled and effective inter-colleague communica-
tion is essential in healthcare. Medical care lends
itself to teams and systems and, when well function-
ing, patients and the clinicians benefit. Designed
for all health professionals, the PEEER model repre-
sents Plain Language, Engagement, Empathy,
Empowerment, Respect, and these goals are met
with training about specific communication skills
[55]. The skills of patient-centered communication
transfer to inter-colleague communication, increasing
self-efficacy in communication in general [56].

Electronic Medical Records (EMR)
and Healthcare Communication

In addition to difficult patient encounters, the chal-
lenges and demands of modern healthcare systems
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must be noted as impacting clinicians’ practices.
Electronic medical records (EMR) are being utilized
to enhance patient charting and communication
between colleagues and between patients and their
clinicians. Research indicates that patients view EMR
communication with their clinicians positively [57].
However, feedback from medical professionals sug-
gests that the computer has negative effects on
communication between clinicians and patients, dis-
tracting and preventing them from having meaning-
ful personal interactions with their patients [58].
Discussing a patient’s care via electronic communica-
tion presents challenges for clinicians who benefit
from face-to-face discussions with colleagues.

Attending to verbal and non-verbal messages is
critical when incorporating computer and keyboard
work into the clinical encounter. After establishing the
relationship, purposeful and transparent charting may
be done in the patient’s presence. Prior to coming in
the exam room, the clinician should review relevant
medical records. When a clinician takes time to review
the EMR, even if briefly, and then reflects this review
back to the patient, the patient is likely to perceive that
the EMR is of value and an integral aspect of their
care. Shared decision making and a recap of the plan
can be done with the patient and, with the assistance
of the EMR, relevant educational materials may be
reviewed on the screen and printed for the patient’s
use. We recommend a discussion about electronic
email follow-up, which can save significant time for
the clinician, and feel personal to patients.

In addition, some medical practices are piloting
the use of medical scribes, who are individuals trained
in transcription of the pertinent medical details of the
clinical interaction. Scribes allow clinicians to devote
100% of their verbal and non-verbal attention to the
patient, and evidence suggests they may improve clin-
ician satisfaction, productivity, time-related efficien-
cies, revenue, and patient—clinician interactions [59].
As the use of EMR expands, developing and sustain-
ing relationships and utilizing effective communica-
tion strategies in conjunction with electronic tools
will be more critical than ever.

Cultural Communication Competencies

Culture and ethnicity have often been cited as barriers in
establishing effective and satisfying clinician—patient
relationships. Schouten and Meeuwesen’s review of cul-
tural communication literature found major differences
in doctor-patient communication as a consequence of
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patients’ ethnic backgrounds. They noted that physi-
cians behaved less effectively when interacting with eth-
nic minority patients, as compared to patients of the
dominant culture. Ethnic minority patients themselves
are also less verbally expressive, less assertive, and less
effective during medical encounters than patients of
dominant culture [60].

It is helpful to develop strategies to enhance aware-
ness of patients’ attitudes, beliefs, biases, and behaviors
that may influence patient care and adherence to treat-
ment. Understanding the role of culture will allow
clinicians to explore the meaning of illness, understand
patient’s social and family context, and provide patient-
centered and culturally competent care [61].

Summary

Women’s healthcare specialties provide opportunities
for long and productive relationships with patients and
families. Specialists in obstetrics and gynecology may
follow patients through puberty, childbearing and the
years of aging, and form trusting and healthy relation-
ships that serve the patients during routine care and
significant life events. Using the patient—clinician rela-
tionship skillfully leads to significant health benefits, as
well as patient and clinician satisfaction.

In that empathetic communication is the corner-
stone of caring relationships, ensuring adequate train-
ing and support to maintain empathetic skills is
critical during training years and beyond.
Incorporating the essential communication compe-
tencies of skilled communication - rapport develop-
ment, self-awareness, and relationship refinement -
will elevate the clinician from basic communication
skills to excellence and provide enhanced patient and
provider satisfaction. Many tools and trainings are
available to aid in this process. We favor a method
that actively incorporates reflection and self-
awareness such as Balint Groups, reflection rounds,
and mindfulness-based training.

In this fast-paced, high-tech era of medicine,
where knowledge and information are ever expand-
ing, it is imperative that we stay focused on what is
truly at the center: the clinician-patient relationship.

Imagination is not only the uniquely human capacity
to envision that which is not, and, therefore, the foun-
dation of all invention and innovation. In its arguably
most transformative and revelatory capacity, it is the
power that enables us to empathize with humans
whose experiences we have never shared [62].
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+ Developing and maintaining communication
skills allows for productive and empathetic
healthcare relationships. Being empathic is to
perceive the internal frame of reference of
another with accuracy and with the emotional
components and meanings which pertain thereto
as if one were the person.

+ In addition to patient and clinician satisfaction,
empathetic communication is associated with
increased adherence to treatment and fewer
malpractice complaints. Empathy serves as
a positive feedback loop, enhancing relationships
with patients, which results in both increased
patient and clinician satisfaction.

+ Due to the nature of women’s healthcare specialties
and the intimacy and trust embedded in the
clinician—patient relationship, more complex and
nuanced communication skills are required of
women’s healthcare clinicians.

+ These include rapport development, self-awareness,
and relationship refinement, and could be acquired
through training initiatives such as Balint Groups,
reflection rounds, and mindfulness-based training.
Templates such as the SPIKES protocol and the
PEEER model enhance empathy and
communication.

+ As the use of EMR expands, developing and
sustaining relationships and utilizing effective
communication strategies in conjunction with
electronic tools will be more critical than ever.

« Patients can be engaged as educators, for example,
in teaching how to communicate challenging news.
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Presentation of Eating Disorders

The prevalence of eating disorders (EDs) depends on
the diagnostic criteria employed, the population stu-
died, their age and gender. It is believed at least 20% of
cases do not present for help; these people may have
the resilience and support from family, friends and
community to make changes and maintain a good
quality of life without professional help. There may
be even more who present for help with fertility and
gastrointestinal problems, rather than their ED.
Unfortunately, women tend not to report the presence
of an ED to obstetricians and gynaecologists, or phy-
sicians, perhaps because they may be labelled as hav-
ing a ‘mental health problem’, and many doctors do
not ask [1,2]. Physicians consider their training in
diagnosing and treating EDs is poor [2].

A few women may choose their ED as a lifestyle.
Websites encouraging and perpetuating disordered
eating also negatively affect individuals who have
never suffered from an ED [3].

Asking about disordered eating and weight control
should be included during assessment of menstrual
irregularities and infertility.

Asking about exercise should be included during
assessment of menstrual irregularities and infertility.

Asking about disordered eating and weight control
should be included during assessment of gastrointest-
inal disorders.

Have a list of reliable local websites for people with
eating disorders.

What Is an Eating Disorder?

In simple terms, ED is when eating- and/or energy-
controlling behaviours significantly affect a person’s
quality of life. These behaviours are commonly food
restriction, binge eating, overeating, excessive exercise,
self-induced vomiting and laxative use. A range of other
medications, including prescribed, online and illegal
drugs, can be included.
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Biopsychosocial Aspects of Eating Disorders
w in Obstetrics and Gynaecology

The behaviours cover up or provide an escape or short
term relief from dysphoric moods and stressful anxious
feelings and symptoms.

EDs are considered addictive disorders by some pro-
fessional bodies. Anxiety, particularly social anxiety,
and depressive moods are common. Although most
ED patients do not have a personality disorder, they
may have some of the features, the most common
being anxious/avoidant, followed by borderline and
dependent [4]. There may be other comorbid medical
and psychiatric problems, such as diabetes mellitus or
coeliac disease, present, but these should not explain
the disordered eating.

Body Image

This chapter includes discussion of anorexia ner-
vosa with and without body image problems, buli-
mia nervosa and bulimia nervosa-like disorders,
including purging disorder, and binge eating and
overeating disorders. Although obesity, BMI above
30 kg/m?, is not necessarily associated with an ED, it
is when the disordered eating leads to obesity and
continuing weight gain. For a few obese people the
ED does not become apparent until after bariatric
surgery.

An ED does not have to include major issues with
body image (see functional gastrointestinal disorders).
What constitutes a disturbed body image can be hard to
assess in some people. Most women want to be lighter
than they are and the heavier they are, the more weight
they wish to lose; this is normal. Women without an ED
are happy at a BMI of 18-19 kg/m* (actual BMI equals
desired BMI); an ED woman who does not purge is
content at a BMI of 17-18, and below this wants to be
heavier. This degree of disturbance overall appears
small.

The characteristics of the EDs are given in
Table 5.1. Criteria for the EDs are available online
DSM-5 (2013) and ICD 10 (2010).
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Table 5.1 Eating disorder types

Types of eating disorders

Anorexia nervosa-like: preoccupation with control of food, eating and weight-losing behaviours with sustained low

body weight.

Bulimia nervosa-like: episodic binge eating with use of dangerous weight control measures

Purging disorder: self-induced vomiting or other purging behaviour for control of weight

Exercise disorder: preoccupation with control of excessive exercise

Binge eating disorder: binge eating without compensatory weight control methods

Overeating disorders: unwanted out-of-control overeating leading to chronic obesity

These disorders may overlap or occur at different times in a person’s life; purging may continue after binge eating has ceased or vice versa,

binge eating and purging may occur at very low body weight.

Binge Eating and Other Eating
Behaviours

Binge eating is considered to be discrete episodes of
the overeating of a large amount of food; persons feel
outside their own control. Out-of-control overeating
may not have the urgency of a binge, does not occur in
episodes or not a lot of food is necessarily eaten in an
episode.

One-fifth to one-third of obese women experience
disordered eating. Overeating behaviours leading to
obesity are ‘grazing’, eating small amounts of food
throughout the day, experiencing a constant drive to
eat, waking up at night and eating, ‘comfort eating’
and ‘emotional eating’.

Other patterns also occur: chewing and spitting,
regurgitating and re-swallowing or spitting out; fol-
lowing bariatric surgery other variations can be seen.

The type, frequency and duration of the behaviours,
intensity of body image problems and poor self-esteem
are important to ascertain during assessment.

EDs also occur in men with onset a few years later
than women. Adolescent men continue to grow and
lay down muscle rather than fat after their growth
spurt. In younger males excessive exercise usually
plays a major role and there is a greater incidence of
psychopathology. Problems with binge eating appear
to be more common especially among older men.

Excessive Exercise

It is hard to define excessive exercise as many people,
for example athletes and dancers, do a lot of exercise
which is considered healthy. When does exercise
become unhealthy?: when the reproductive system is
switched off, when it is compulsive, when there are
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withdrawal symptoms if it is stopped, when exercising
interferes with the person’s quality of life? Excessive
exercise may occur before or after the onset of dis-
ordered eating.

Exercise helps control moods and feelings.

Exercise can replace eating and body image as the
main focus of the disorder.

Many sports and some careers support disordered
eating and exercise.

Eating Disorders and Functional
Gastrointestinal Disorders (FGID)

Gastrointestinal symptoms that occur without evi-
dence of structural gastrointestinal disease are a well-
recognized feature of patients with EDs. Disordered
eating can be associated with gastrointestinal disor-
ders among women with no or little body image
problem. Women may restrict the amount or types
of foods they eat, induce vomiting or take laxatives to
relieve their gastrointestinal discomfort and bloating.

Discomfort from slow gastric emptying can
exacerbate undereating in starving patients with anor-
exia nervosa by enhancing satiety [5].

Reassure low weight women their discomfort following
eating meals will cease as they continue eating
a normal amount of food.

A history of physical and sexual abuse is common to
FGID and EDs [6,7].

Enquiry about sexual, physical and emotional abuse
is important in women with eating disorders and
FGIDs.

Among anorexia and bulimia-like ED patients,
over 90% report at least one FGID and 33% report
three or more [8,9,10]. The most prevalent FGIDs
using ROME III questionnaire were postprandial
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distress syndrome (an unpleasant sense of fullness in
the abdomen after a meal), irritable bowel syndrome
(IBS), followed by unspecified functional bowel dis-
orders, and functional heartburn (symptoms of heart-
burn not related to gastro-oesophageal reflux). The
most significant predictor of postprandial distress
syndrome was starvation; depression was a very
weak predictor. The predictor of functional heartburn
and unspecified functional bowel disorders was soma-
tisation, and of IBS laxative use [9]. A recent study
also found obese patients with a binge eating beha-
viour showed a significantly higher prevalence of
postprandial distress syndrome [11].

A greater understanding of postprandial distress syn-
drome may help in the management of ED patients.

Bloating among ED patients leads to fears of
weight gain, food avoidance, greater weight-losing
methods and general self-loathing. Bloating is
reported more frequently than distension (78% versus
58%). After controlling for BMI, IBS was the most
significant predictor of bloating [12].

What Causes an Eating Disorder?

The onset of disordered eating most commonly occurs in
women in the years after menarche.

When a young woman gains weight before her
first menstrual period, her self-esteem may decrease
and she may become aware of psychological feelings
of anxiety and depression. The changes in body image
are thought to challenge her self-esteem and initiate
dieting and disordered eating.

Earlier signs of disordered eating, prior to menarche,
may reflect other psychiatric disorders such as autism,
bullying and childhood emotional sexual or physical
abuse.

Other adolescent triggers among women with
a genetic/epigenetic propensity to develop EDs can
be academic challenges, change in the amount of
exercise, boyfriend or family issues, media, viral ill-
ness, depression and anxiety.

Many young women have a phase of disordered
eating and experiment with changing their eating and
body weight and experience binge eating without
developing a chronic ED.

Onset after 25 years is usually associated with other
medical or psychiatric problems or life crises such as,
chemotherapy, bipolar depression.
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Risk and Perpetuating Factors

The risk factors for the development of an ED are
impaired learning of ‘normal’ eating and exercise;
a daily family meal is protective. Childhood emotional
deprivation and abuse are risk factors.

The perpetuating factors involve the reward of the
behaviours themselves, self-induced vomiting being
one of the most addictive behaviours and one of the
most difficult to extinguish. Self-induced vomiting is
associated with a quick relief from anxious and
depressive feelings. Stressful life events, personality
characteristics, psychiatric or medical problems and
lack of support exacerbate these behaviours and allow
them to continue. There are many advantages to hav-
ing an ED such as avoiding making decisions, being
looked after and to feel in control of life.

The perceived advantages of having an eating disorder
are explored during treatment.

The risk and perpetuating factors are addressed
during treatment.

Explaining Why Eating Disorders
Happen

There are many theories put forward to explain the
occurrence of EDs. These include theories relating to
genetic and epigenetic factors, childhood and adoles-
cent development, sexual and physical abuse, social,
personality, physiological factors and recently the gut
microflora [13,14,15].

The healthy immune system of an adult is depen-
dent on the microflora acquired at birth and early life,
and these microflorae are thought to play a role in
control of body weight [16]. Whether changes in the
gut bacteria that produce large quantities of epigen-
etically active metabolites result in turning on an ED
has not been explored. The gut microbiota may be
responsible for increased intestinal permeability,
resulting in the development of a chronic low-grade
inflammatory state that contributes to obesity and
associated chronic metabolic diseases [17].

Have you ever been told you have any autoimmune
problems, e.g. diabetes, coeliac?

Menarche and Menstruation

When did you have your first menstrual period?

Menarche occurs earlier in overweight and obese
girls. Earlier menarche is associated with a greater
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likelihood of binge eating behaviour developing [18].
Late or delayed menarche can reflect excessive exer-
cise associated with training, failure to gain weight or
the onset of weight loss before menarche.

Have you ever lost your periods?

Has there been a time when your periods were
reasonably regular and you were not taking ‘the pill’?

Women with underlying menstrual irregularity
may believe they are having normal menstrual cycles
when they are taking oral contraception.

Women will not know if they have amenorrhoea
when taking oral contraception except at very low
weight - the pill may mask an underlying
amenorrhoea.

When the body is under stress the first system to
switch off is the reproductive one.

Women with normal BMI can also become ame-
norrhoeic, as frequently happens with athletes, dan-
cers and women with bulimia nervosa, purging or
exercise disorders [19]. This may reflect lack of avail-
able energy or stress from the behaviours. Cortisol is
involved in energy regulation and reported to be
associated with both increases and decreases in eat-
ing and body weight. Cortisol levels are high in
anorexia nervosa, women who eat in response to
stress and those who are obese. Relapses in binge
eating occur following emotional stress. Although
we queried the usefulness of amenorrhoea in the
diagnosis of anorexia nervosa, it remains a good
indicator of insufficient energy and a body under
stress [20].

Asking about the type, intensity and duration of activ-
ity is important.

Although BMI is a useful tool to assess body
weight, including low weight, it is not an accurate
measure of body composition in people who exercise,
particularly those involving weight requirements for
competition [21,22]. In a study of female athletes,
both ‘under-’ and ‘overfat’ athletes self-reported men-
strual dysfunction, stress fractures, history of weight
fluctuation and use of weight control methods, and
were diagnosed with clinical EDs and/or low bone
density [22].

Recommendations have been suggested to help
prevent and detect ED behaviour among male and
female athletes before they become chronic, including
education and treatment. Like non-athletic people
with EDs they recover from their ED 10-20 years
later [23].
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Bone Mineral Density (BMD)

Weight loss and amenorrhoea are associated with loss
of BMD, particularly neck of femur and lumbar ver-
tebrae. Bone loss occurs within 12 months of amenor-
rhoea and over 50% of women with long-standing
amenorrhoea will be osteopenic within two years.
Patients can be reassured their menstrual periods
will return when they are above and remain above
a BMI of 19 kg/m” and if they are not employing other
weight-controlling behaviours, particularly exercise.

Treatment for Low Bone Density

Optimal treatment to prevent osteopenia and osteo-
porosis is restoration of body weight and return of
menses as soon as possible.

Both are necessary; weight gain alone will not
result in recovery of bone. In the case of excessive
exercise, ceasing exercise completely may be necessary
for return of menses. Recovery of BMD to age-related
levels can take many years; up to six years has been
reported [24].

Doctors frequently prescribe oral contraception
for young women for low BMD. This can allow the
patient to believe she is no longer losing bone and
delay recovery from her ED [25].

There is debate about hormone replacement in women
with eating and exercise disorders in their teens, 20’s
and 30’s.

There is no evidence from studies that ‘the pill’
improves bone density, even if body weight is gained
[24]. In adolescents ‘the pill’ may prevent peak bone
density being reached [25]. In older women it may
slow down the recovery of bone. One recent study,
using physiological levels of oestrogen, has shown
improvement with the transdermal oestrogen patch
(and cyclic progesterone) in both spine and hip [26].

Supplementation with calcium and vitamin
D does not improve bone outcome, although low-
weight ED patients are more likely to have low vita-
min D levels [27].

Polycystic Ovarian Syndrome (PCOS)
Have you ever been told you have PCOS?

Great care must be taken in the diagnosis of poly-
cystic ovarian syndrome (PCOS) in women with irre-

gular cycles, particularly in women 25 years and less.
Androgenisation (free testosterone) must be
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measured. Follicle count is greater in many young
women than that needed for diagnosis, and the ultra-
sound may look ‘polycystic’ in appearance in amenor-
rhoeic women. An eating, weight-controlling and
exercise history may help to clarify the diagnosis,
particularly in normal or low-weight women. Obese
women who have oligomenorrhoea or amenorrhoea
and hirsutism may have PCOS.

Care must be taken before diagnosing PCOS in young
women with disordered eating.

Premenstrual Syndrome (PMS)
and Menopause

There is little known about premenstrual syndrome
(PMS) and EDs. One of the accepted PMS symptoms
is a premenstrual increased appetite. Patients report
greater overeating or binge eating in the luteal phase.

Late-onset EDs have been reported. Whether this
is an exacerbation of a dormant ED in response to the
events around menopause is unknown [28]. The pre-
dominant ED among middle-age women is binge
eating disorder [28].

Recovery from an Eating Disorder

The outcome studies involve patients who have been
treated at major institutions. Among those studied,
recovery from an ED can take many years and relapses
occur. After 10-15 years approximately 80% of
patients have recovered and have a good quality of
life, with about half still ‘watching their weight’ simi-
lar to other women in the community. Of the 20%
who have a chronic condition, most improve and
a few die (suicide or ED-related).

The predictors of a good outcome are treatment is
sought early, never been at very low or very high weight,
no self-induced vomiting, no medical or psychiatric co-
morbidity and no sexual or physical abuse [13].

In the two years following bariatric surgery there is
marked weight loss and improvements in medical
comorbidities and  psychological functioning.
Unfortunately, a minority also experience problems,
such as reoccurring or new psychiatric disorders
including EDs [29].

Sexuality

Are you using any type of contraception?

If a woman is or likely to be sexually active it is
important to discuss her need for contraception.
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Fertility can return unexpectedly, particularly during
treatment and so amenorrhoea cannot be relied upon
for pregnancy prevention.

Amenorrhoea is not a form of contraception.

Women with ED show a wide range of sexual
knowledge, attitudes and practices. A decrease in sex-
ual interest is reported with both weight loss and
weight gain. Anorexia nervosa patients who binge
eat and purge are likely to be less inhibited, have
more than one sexual partner and have experienced
oral-genital sex. Sexual matters, usually associated
with boyfriends, are often associated with onset or
exacerbation of their ED [29].

Bulimia nervosa women are more likely to describe
their libido as ‘above average’ and to have had an abor-
tion. Marital breakdown is also more common [30].

In the first two years following bariatric surgery,
body contouring to remove the excess folds of skin
improves sexual intimacy, body image and psycholo-
gical variables and decreases weight regain [31].

Gynaecological Examination of a Woman
with a Current or Past History of an Eating
Disorder

A careful and sensitive history, including sexuality and
abuse, can help your approach.

Conducting a gynaecological examination with
sensitivity is important. Women, particularly those
who have been at low weight, may have had little
sexual experience when they present with amenor-
rhoea or infertility. Care approaching and explaining
why you would like to conduct the examination and
how it is done are important [32,33].

Getting Pregnant

Both underweight and obese women, and women
with eating and exercise disorders, may have difficul-
ties falling pregnant.

Small changes in behaviour can help conception.

Commencing appropriate changes in body weight
and decreasing the frequency or ceasing extreme
methods of weight control improve the chances of
conception. Learning to eat regular meals and snacks
during the day and exercising sensibly may be suffi-
cient for normal-weight women who are recovering
from their ED (see ‘normal eating’, Table 5.2).
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Table 5.2 What is 'normal’ eating?

Normal eating for people with disordered eating is
establishing regular structured eating that is flexible
and appropriate in different situations [13].

Eating three meals and two or three snacks each day

Eating at approximately the same time each day
(usually)

Eating in discrete intervals of time (not grazing)

Being able to eat spontaneously on social occasions
with others

Eating a wide range of foods

Knowing what proportions of food and size of meals are
appropriate

Being able to eat more or less on occasions

Learning to eat or not eat when you are happy, sad or
anxious

Treatment of disordered eating and exercise can pre-
vent the need for assisted conception.

Induction of ovulation or other assisted concep-
tion will usually result in pregnancy. Unfortunately,
these methods of assisted conception are more likely
to result in miscarriage and several attempts may
be needed. Changing eating and exercise patterns
will help.

It is usually suggested induction of ovulation is
deferred until the ED is no longer active because of
the relapse rate and possible complications asso-
ciated with pregnancy, childbirth and postpartum
[34,35].

Infertility clinic doctors should inquire about exer-
cise and EDs before inducing ovulation.

Eating Disorders and Management during
Pregnancy

The pregnancy and postnatal complications asso-
ciated with ED are shown in Table 5.3.

Relapse prevention is a major aim of antenatal and
postnatal care.

Women with active symptoms of an ED at the
time of conception can continue with their disordered
eating or relapse at any time during pregnancy and
the following year. Relapse among recovered women
is much less frequent [36, 37]. Follow-up of bulimia
nervosa patients for 10-15 years found recovered
patients had no perinatal problems [30].
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Table 5.3 Complications of pregnancy in women with eating
disorder

Women with disordered eating are more likely to
experience complications during their pregnancy and
after the birth [13].
Complications during pregnancy include:
increased risk of miscarriage
hyperemesis gravidarum
pregnancy-induced hypertension
gestational diabetes
delivery of a growth-restricted baby
delivery of a small-for-gestational-age baby
delivery of a premature baby
delivery of a large-for-gestational-age baby
need a caesarean section
anxiety and depression
Complications after birth include:
postpartum haemorrhage
postnatal depression

feelings of distress

Women delivering growth-restricted babies (small
for gestational age [SGA]) are more likely to have ED
pathology before and after the birth, to be at low body
weight before pregnancy, have low maternal weight
gain during pregnancy and be more likely to smoke
compared with women who had small babies who
were born early. Women with a past history of an
ED were at no greater risk of delivering a low-birth-
weight infant [38].

A large multicentre study confirmed obesity is an
independent risk factor for adverse obstetric outcome
and is significantly associated with an increased cae-
sarean delivery rate. Obese women may also have
small or large babies who may grow up and become
obese adults with the metabolic syndrome [39].
Women who have had bariatric surgery also need to
be monitored carefully as they have an increased risk
of SGA infants, and possibly an increase in stillbirth
and neonatal death, although other obesity-related
risks are decreased [40]. Adjustable band surgery
may be preferable for women in their reproductive
years as the band can be released during pregnancy.

Women with disordered eating at conception must be
assessed and monitored more frequently during
pregnancy.
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Body Image and Pregnancy

The following information can help to reassure
women and help prevent relapse:

Deposition of fat in the breasts, hips and thighs is
essential for the growth and development of the fetus
and is a normal part of pregnancy.

Most of the weight gain during pregnancy is fluid,
baby and placenta.

It is normal for a woman to be less active as pregnancy
proceeds, to increase the energy available for the baby.

Decreased activity can be a challenge for women
with EDs who exercise for control of body weight and
their emotions. Constipation of pregnancy can also be
a trigger for some women.

Weight Gain during Pregnancy

Underweight women need to gain an amount of
weight to reach a BMI of over 19, in addition to the
normal weight gain expected during pregnancy.
Overweight and obese women do not need to put on
as much weight during pregnancy, probably because
they already have energy reserves for the development
of their baby. Knowing her body weight can trigger
relapse for some women.

Do you want to be told your weight at antenatal visits?

Eating during Pregnancy

Many women, including women with EDs, report that
their eating and nutrition improves during pregnancy
[41]. Food cravings are common and vary from
woman to woman.

‘Picking’ (eating small amounts of food more often) is
reported as the most common unwanted behaviour.

Binge eating can be experienced by women, but
less than 10% report it to be a ‘severe’ problem. This
may explain the increase in binge eating disorder
found in some studies.

It is thought binge eating occurs at times of rapid fetal
growth when there is inadequate maternal food intake.

Binge eating may also follow the nausea and
vomiting of early pregnancy, because insufficient
energy may have been available for storage in the
mother’s body.

Binge eating is more common in the second half of
pregnancy.
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Binge eating, fear of weight gain, vomiting, exercise,
constipation coupled with changes in mood may be
associated with relapses in women who have not
recovered.

Eating Disorders and the Postnatal
Period

Body Weight

A comparison of women with and without EDs sug-
gest most women adjust positively to changes in body
weight during pregnancy. In the year following child-
birth women with EDs lose weight rapidly (some to
below pre-pregnancy levels) leading to an improve-
ment in their body weight satisfaction, while women
without an ED remained dissatisfied with their weight
for most of the postpartum year [42].

Knowing that it takes most of the year after childbirth
for weight to return to pre-pregnancy levels can be
reassuring and may help to prevent relapse.

Mental State

Postnatal distress is associated with body weight and
shape concerns, with disordered eating before and
during pregnancy and with vomiting during preg-
nancy. Women with EDs are at risk for peri- and
postnatal depressive and anxiety problems in addi-
tion to other women with a history of depression
[43,44].

Assessment of mood and exploring her worries during
and after childbirth is necessary.

Breastfeeding

Women with an eating disorder do breastfeed but are
more likely to stop breastfeeding earlier than other
women [45]. Whether this reflects the rapid loss of
weight in the first months after the birth or is asso-
ciated with anxiety and depression is not known [46].

Early intervention to prevent infant feeding difficulties
is needed.

Children of Parents with Eating Disorders

There is good evidence that children of parents
with EDs disorders are at increased risk of distur-
bances in their development. Five possible ways this
may occur are suggested: genetic influences, mothers
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overfeeding or underfeeding their infants, impaired
parental availability or attachment, poor eating role
models and the presence of dysfunctional parental
and family relationships [47]. The psychopathologies
are different in boys and girls [48].

Treatment of Eating Disorders

The most important part of treatment is ongoing
biopsychosocial assessment and support.

Most treatment is supportive psychotherapy, die-
tetic counselling and cognitive behavioural therapies
as indicated. Family and partners are included as
appropriate. The dietitian is an important part
of the treatment team and may play a major role in
less severe cases [49,50]. Family doctors and
a dietitian see and treat people with EDs and may
refer them to a physician, psychiatrist, psychologist
or other health professional for assessment and/or
treatment. In more severe cases referral to
a multidiscipline eating disorder specialist team is
suggested.

As each person is an individual with a unique range of
problems continuing assessment and examination is
crucial.

Treatment in an outpatient setting is usually ade-
quate but for others lenient inpatient treatment may
be needed for physical or psychological/psychiatric
reasons. Cognitive behavioural therapy (CBT) deliv-
ered online, by a therapist or self-help group, is useful.
Help with sexual and physical abuse issues may be
needed and different versions of CBT employed
[51,52].

Treatment involves learning to cope with uncomforta-
ble feelings associated with every day matters and the
bigger life events as they occur without resorting to ED
or inappropriate behaviours.

In general medications have little effect on the
eating disorder. Antidepressants prescribed for
comorbid depression have little effect on the eating
disorder or the time to relapse. For other medica-
tions adverse side effects limit their use [53]. Atypical
antipsychotics in low doses show some positive
effects on depression and anxiety, but there is insuf-
ficient evidence to say they aid weight gain in anor-
exia nervosa [54].

Follow-up women with eating disorders for 2 years
after entering the recovery phase.
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- Eating disorders (EDs) include food
restriction, binge eating, overeating,
excessive exercise, self-induced vomiting
and laxative use.

« The type, frequency and duration of the eating
behaviours, the intensity of body image
problems and the degree of self-esteem should
be assessed.

- Onset of ED prior to menarche may reflect
other psychiatric disorders such as autism,
bullying and childhood emotional, sexual or
physical abuse. Onset after the age of 25 years
is usually associated with other medical or
psychiatric problems or life crises such as
chemotherapy and bipolar depression.

- Risk factors for ED include childhood
emotional deprivation and abuse. Stressful life
events, personality characteristics, psychiatric
or medical problems and lack of support
exacerbate disordered eating behaviours.

« The complications of ED include low bone
mineral density, subfertility, miscarriage, fetal
growth restriction, perinatal depression and
anxiety.

- Gastrointestinal symptoms that occur without
evidence of structural gastrointestinal disease
are a well-recognized feature of EDs.

- Women who present with menstrual
irregularities and infertility should be asked
about exercise, disordered eating and weight
control.

- Issues of sexuality and contraceptive needs
should be explored.

- The most important part of treatment is
ongoing biopsychosocial assessment and
support. Cognitive behavioural therapy (CBT)
is helpful. Antidepressants prescribed for
comorbid depression have little effect on eating
behaviour, weight gain or the time to relapse.
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Introduction

The mind is not easy to define but comprises
a person’s consciousness, feeling, thinking, judgement
and experience. The biomedical model of clinical
practice separates the mind from the body and
focusses on the latter. Attempts to bridge this divide
led to the emergence of ‘psychosomatic’ medicine.
One problem with the term ‘psychosomatic’ is that it
does not quite succeed in eliminating the dualism of
the biomedical model: while it conjoins psyche (mind)
and soma (body), it fails to capture and reflect the web
of interconnectedness between them. Physically, the
mind and the body cannot be one because the mind is
not a physical entity; functionally, they may also not
be in unison - for example, the body may be relaxed
while the mind is agitated. Nevertheless a rigid dis-
tinction between the mind and body, as historically
advocated by dualist philosophers and scientists,
cannot be supported given current knowledge in
neurosciences, sociobiology and psychobiology.
Functionally, it can be said of the mind and the body
that they are not one but not two either - and the
interactions between the brain, the heart and beha-
viour illustrate this. The brain and the heart have
a complex but close relationship to each other. They
strongly influence, and are influenced by, behaviour
(exercise, diet, smoking, sleep, relaxation, risk taking)
and behaviour-related factors (anxiety, depression,
anger, aggression, risk aversion, social support, psy-
chological and social stress).

Basic Anatomy of the Brain

The brain is composed of the cerebrum, cerebellum
and brainstem. The cerebrum comprises two hemi-
spheres, each of which has four lobes - frontal, par-
ietal, temporal and occipital - each of which is
predominantly responsible for particular functions.
The frontal lobe is concerned with decision-making
and problem-solving; the occipital lobe is concerned
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with vision and the temporal lobe is involved in hear-
ing, memory and emotion. The parietal lobe inte-
grates sensory information emanating from various
receptors. The neocortex, made up of grey matter, is
the outermost, most developed and largest part of the
cerebrum. The cerebellum is responsible for coordi-
nation and balance. The brain stem comprises the
medulla oblongata, pons and midbrain. Neural con-
nections from the cortex pass through the brainstem
to connect with the peripheral nervous system.
The brain stem also serves as a regulatory centre for
cardiac, respiratory and various other functions.
The midbrain includes the thalami (collections of
nuclei) and inferiorly adjacent to these is the
hypothalamus.

The brain is most commonly associated with cog-
nition, which is the function of the neocortex, but an
equally important role of the brain pertains to emo-
tion, and this is the function of the limbic system.

The Limbic System

The limbic system is a group of structures in the brain
that are involved in emotion, motivation, behaviour
and memory. It includes the hippocampus, hypotha-
lamus, amygdala, the basal ganglia, mammillary body,
cingulate gyrus and parahippocampal gyrus
(Figure 6.1). These structures have very complex
neural connections with each other, with other parts
of the brain and with the autonomic nervous system.

The amygdala is the emotion centre of the brain,
while the hippocampus plays an essential role in the
formation of new memories about past experiences.
The cingulate gyrus is involved in the coordination
and regulation of a range of activities and experiences
including aggressive behaviour, reaction to pain and
memories of smells and sights. The basal ganglia
comprise nuclei lying deep in the subcortical white
matter of the frontal lobes. The functions of this group
of nuclei include organizing motor behaviour and
coordinating habit learning.
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The hypothalamus, which could be described as
the Polaris of the limbic constellation, receives
a multiplicity of inputs from the hippocampus, amyg-
dala, vagus nerve, olfactory nerves, optic nerve and
other structures in the limbic and central nervous
systems. It has osmoreceptors, thermoreceptors, ster-
oid receptors and other receptors that mediate regu-
latory functions. Activities and perceptions regulated
through the hypothalamus include temperature,
appetite, hunger, thirst, pain, pleasure, sexual satisfac-
tion, anger, aggression and other forms of arousal.
The hypothalamus also regulates blood pressure,
heart rate, breathing, digestion and sweating. It is
neurally and chemically connected to the pituitary
gland, which in turn releases into the bloodstream
hormones that are important in the regulation of the
endocrine system, growth and metabolism.

The Cognitive Brain and the Emotional
Brain

The limbic system is described as the ‘emotional
brain’ and the higher centres as the ‘cognitive brain’.

The emotional brain modulates not only emotions
but also the physical activities of the cardiovascular,
digestive, immune and other systems. In a similar
vein, the cognitive brain controls emotions as well as
cognition. Without this control, life is ruled by raw
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emotions, untamed by rational consideration.
Emotion must be moderated by reason. Cognitive
control of behaviour entails the selection of beha-
viours aimed at achieving specific goals. The cognitive
processes involved in this control - termed ‘executive
functions’ - include attentional control, inhibitory
control and working memory [1].

When this control by the cognitive brain is switched
off as happens in a panic attack, the limbic system is in
overdrive. This manifests as sweating, trembling,
vomiting and spasms. A similar switching off of cogni-
tive control could account for symptoms of post-
traumatic stress disorder (PTSD) (see Chapter 39).

On the other hand, excessive control by the cogni-
tive brain stifles emotions to the extent that one may
disconnect from warning signals coming from the
emotional brain or lose the ability to relate to other
persons in a sensitive manner. Complete well-being
(physical and psychological) requires a balance between
emotion and reason. The extent to which this is
achieved is determined by Emotional Intelligence -
the ability to recognize, manage and respond appropri-
ately to one’s emotion and the emotion of others.

Hormones and the Brain

The brain regulates metabolism, growth, reproduc-
tion, emotions and other physiological and social
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functions through not only the nervous system via
neurotransmitters but also the endocrine system.
Hormones (the chemical messengers released from
endocrine glands) can influence behaviour, for
example, sexual inclinations, lifestyle and parenting
style.

The brain has receptors for a range of hormones,
including metabolic hormones (such as insulin and
leptin), thyroid hormones, steroid hormones and
others that are produced in response to stress, the
circadian rhythm and emotional states. In response
to incoming signals, neurones in the brain induce the
pituitary gland to secrete factors into the blood that
increase or decrease hormone production by the tar-
get endocrine gland. The neurones in the hypothala-
mus produce gonadotropin-releasing hormone which
stimulates the pituitary gland to release follicle-
stimulating hormone (FSH) and luteinizing hormone
(LH) into the bloodstream. These act on the ovary to
induce follicular development, production of oestro-
gen, ovulation, luteinisation and production of pro-
gesterone. In males, they promote spermatogenesis
and release of testosterone.

A feedback loop transmits signals back to the
brain to maintain hormone levels as required.
Through such feedback loops the brain acts as
a control centre for a range of human behavioural
responses to environmental and social challenges.
These responses include eating, drinking, learning,
coping with stress and formation of social bonds.
Thus, for example, oestradiol influences sex motiva-
tion and behaviour, vasopressin affects memory and
learning, testosterone mediates aggression and oxyto-
cin controls social bonding. Maternal care-giving (see
Chapter 25) is influenced by not only social condi-
tions but also oxytocin and dopamine [2].

Just as hormones could affect behaviour, so could
behaviour affect hormone levels. For example, the
anticipation of sexual intercourse has been shown to
increase testosterone levels in women [3]. Breastfeeding
induces a surge of oxytocin. More frequent partner hugs
result in higher oxytocin levels which in turn are asso-
ciated with lower blood pressure and heart rate in pre-
menopausal women [4].

Interruptions and  aberrations in  the
hormone-brain interaction result in anxiety disor-
ders, psychopathology, maternal neglect and other
morbidities. For example, fluctuations in sex steroid
hormones are associated with the premenstrual syn-
drome which manifests not only as physical
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BOX 6.1 Behaviours, Roles and Effects
Attributed to Oxytocin

Prosocial behaviours

Trust

Attachment

Empathy

Social recognition (memory for faces)

Sexual behaviour (‘love hormone’)

Arousal

Orgasm

Feeding behaviour

Regulation of hunger states (suppresses food intake)
Cognitive regulation of food craving in women
Parturition and lactation

Uterine contraction

Milk ejection (‘let down’) reflex

Initiation of maternal behaviour

Anxiolytic and anti-stress effects

Modulation of the immune system and inflammation;
promotion of wound healing

Modulation of peripheral hormones

Insulin

Cholecystokinin

Release of Atrial natriuretic peptide (ANP)
Modulation of autonomous functions

Aetiology of autism, schizophrenia

symptoms but also as changes in emotions and
thought processes (see Chapter 12). Premature meno-
pause is associated with reduced cognitive perfor-
mance later in life [5].

The hormone oxytocin, which has a key (physical)
role in pregnancy, labour and lactation, is also
a particularly important determinant of behaviour
[6, 7]. The specialized cells in the adenohypophysis
(anterior lobe of the pituitary gland) secrete adreno-
corticotropic hormone, thyroid-stimulating hor-
mone, prolactin, growth hormone, LH and FSH.
This secretory activity is modulated by oxytocin.
By this and other mechanisms oxytocin influences
a wide range of behaviours and physiological pro-
cesses — see Box 6.1. Epigenetic changes (see
Chapter 3) may account for some of the effects of

oxytocin [8].
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The Brain-Hormone-Heart Nexus

The emotional brain has a two-way connection
with the heart through the autonomic nervous sys-
tem. This system consists of parasympathetic and
sympathetic divisions. These divisions release differ-
ent neurotransmitters and function in opposite but
complementary fashion. The sympathetic division
releases epinephrine and norepinephrine (adrena-
line and noradrenaline) which speed up the heart.
The parasympathetic division, with the vagus nerves
as its primary nerves, releases acetylcholine which
slows down the heart. The heart rate reflects the
relative activity of the sympathetic and parasympa-
thetic systems. Ideally a balance should prevail
In some conditions excessive sympathetic activity
(or parasympathetic underactivity) may persist,
with associated physical and psychological distress
and behavioural problems [9].

The interval between beats is not regular - ‘a
healthy heart is not a metronome’ [10]. The change
in the time intervals between adjacent heartbeats is
known as heart rate variability (HRV). Excessive
variability, as occurs in arrhythmia, is detrimental to
health but so too is decreased variability. Decreased
parasympathetic or increased sympathetic activity
reduces HRV. HRV is a marker of resilience.
Functional magnetic resonance studies show that spe-
cific areas of the brain (amygdala and prefrontal cor-
tex) that are involved in perceptions of threat are also
associated with variable cardiac rhythm[11].

There is a positive relationship between emotion
regulation ability and level of resting HRV. Negative
emotions (such as anger, anxiety and everyday
worries) reduce cardiac variability, while positive
emotions (such as joy, love and satisfaction) optimize
cardiac variability. Adverse psychosocial work condi-
tions are associated with reduced HRV [12].
Compared to people who are sedentary, those who
engage in regular exercise have higher HRV [13].
HRYV is reduced in people who are distressed and in
those with PTSD. Those with low HRV tend to be less
stress tolerant (as assessed by cortisol responses) and
more impaired cognitively (as assessed by tests of
executive function and working memory) [14, 15].

The autonomic imbalance underlying these find-
ings is the putative ‘final common pathway linking
psychosomatics and psychopathology’ [14]. Thayer
and colleagues suggest that ‘HRV may be more than
just an index of healthy heart function, and may in fact
provide an index of the degree to which the brain’s
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“integrative” system for adaptive regulation provides
flexible control over the periphery’ [11].

The term ‘cardiac coherence’ has been applied to
the state of optimal HRV [16]. Cardiac coherence
theory holds that persons can be trained (by self or
others) to optimize their HRV.

Growing recognition of the links between the
brain, heart and behaviour has led to the emergence
of neurocardiology and behavioural cardiology, fields
which incorporate knowledge from psychology and
psychiatry [17, 18].

Nutrition, Brain and Behaviour

Deficiencies of micronutrients and polyunsaturated
fats are associated with behavioural problems.
A study conducted in Egypt, Kenya and Mexico
found positive associations between meat intake and
cognitive function, school performance and social
behaviours, and a cause-and-effect relationship was
subsequently confirmed in a random allocation trial
[19]. While the consumption of too much meat is
associated with cancer, too little results in cognitive
impairment [20]. In another study, supplementation
with omega-3 fatty acids was found to be associated
with reduced behaviour problems in children and
teenagers [21]. A systematic review published in
2013 showed that ‘broad-spectrum micronutrients’
were effective in the treatment of antisocial behaviour
and some psychiatric symptoms [22]. More recently,
a UK study has added to the evidence that nutrition
supplement may be protective against disruptive
behaviour [23].

Neurobiological factors underlie these findings.
Two-thirds of the brain is made up of fatty acids.
Fatty acids consist of a chain of carbon atoms, with
a methyl group at one end and an acid group at the
other. Unsaturated fatty acids have at least one miss-
ing hydrogen atom which has been replaced by
a double bond between carbon atoms. A fatty acid is
described as polyunsaturated if it has two or more
double bonds. Omega-3 and omega-6 are polyunsa-
turated fatty acids in which the first double bond
occurs at the third and sixth carbon atoms respec-
tively, counting from the methyl end (‘omega’).
Omega-6 fatty acids are essential nutrients but they
are pro-inflammatory and they compete with omega-
3 fatty acids for use in the body. For these reasons an
excess of omega-6 should be avoided (the ratio of
omega-6 to omega-3 should be between 1:1 and 4:1).
Omega-3 fatty acids are essential for the development
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of brain cells and, by enhancing cell membrane per-
meability, they facilitate  neurotransmission.
The enzymatic reactions involved in the production
of neurotransmitters require vitamins and minerals as
cofactors. Low omega-3 levels are associated with
reduced HRV [24].

There are three common types of omega-3 fatty
acids: EPA (eicosapentaenoic acid), DHA (docosa-
hexaenoic acid) and ALA (alpha-linolenic acid).
These are ‘essential polyunsaturated fatty acids’
because while they are important for body functions
the body does not produce them de novo, and they
must be obtained through the dietary ALA (the body
synthesizes DHA and EPA from ALA). Dietary
sources of omega-3 include salmon, mackerel, grass-
fed beef, brussels sprouts, cauliflower and walnuts.

Other nutrients required for brain development and
function include vitamins and iron. The fetus requires
iron for the development of brain cells and synthesis of
neurotransmitters. There is evidence that iron defi-
ciency in newborns and infants affects brain and beha-
vioural function through alterations in dopamine
metabolism, myelination and hippocampal structure
and function [25, 26]. Sleep quality is also affected [27].

Practical Implications

Knowledge of the interactions between the brain,
heart and behaviour mediated by hormones and
neurotransmitters underscores the biopsychosocial
model of care. It should be an essential part of the
undergraduate and postgraduate training in
women’s health based on the life course approach
advocated by the Royal College of Obstetricians
and Gynaecologists [28]. This would equip specia-
lists to counsel and manage women in a more
holistic manner and promote the adoption of mul-
tidisciplinary approaches to diagnosis and treat-
ment. Women presenting to obstetricians and
gynaecologists commonly have problems that are
rooted in wider public health concerns and which
require behavioural and psychosocial interventions.
A better understanding of brain-heart-behaviour
interactions could facilitate the management and
treatment of the various conditions discussed else-
where in this book. For example, studies of oxyto-
cin and the brain could be ‘the first step in
developing novel, pharmacological treatments in
support of behavioral and psychosocial interven-
tions’ for maternal neglect [2].
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Conclusion

The brain is more than a computer and the heart is
more than a pump. The heart is commonly regarded as
the seat of emotions and the brain as the seat of cogni-
tion, but the key modulators of emotion are in the brain,
not in the heart. In everyday discourse the brain and the
heart are often pitched against each other (‘Don’t allow
your heart to rule your head’) but in reality they work in
harmony. The dynamics of the brain-heart-behaviour
interactions are highly complex, and what has been
presented in this chapter is a simplified account.
An understanding of these interactions, even if rudi-
mentary, should facilitate the practice of a biopsychoso-
cial approach to women’s health care.

- Functionally, the brain comprises
a cognitive brain and an emotional brain.

« The autonomic nervous system is the main
channel of communication between the brain
and the heart. For maintenance of health there
should be vagal balance. In conditions of
chronic stress or anxiety there is relative
overactivity of the sympathetic system and
concomitant pathology.

« Variable cardiac rhythm is a marker of health
and well-being.

+ Negative emotions (such as anger, anxiety and
everyday worries) reduce cardiac variability,
while positive emotions (such as joy, love and
satisfaction) optimize cardiac variability.

« Hormones such as oxytocin produced under
the control of the brain modulate behaviour.

- Deficiencies of micronutrients and
polyunsaturated fats are associated with
behavioural problems.
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Complementary Medicine

Complementary medicine (CM) describes a variety of
healthcare practices with a history of use or origins,
outside of conventional Western medicine. While the
variety of therapies included under the CM rubric is
extensive, most sit within one of two major categories:
natural products (herbal medicine, dietary supple-
ments, etc.), and mind and body practices (acupunc-
ture, chiropractic, massage, meditation, yoga, etc.)
[1]. In contrast to the conventional approach taken
in biomedicine, CM is underpinned by a holistic per-
spective, which promotes the body’s natural healing
ability and the individual as an active participant in
their healthcare [2]. CM therapies may be used as
single modalities, or incorporated in whole medical
systems. An example is seen with acupuncture which
may be employed as a stand-alone intervention, or
integrated with other therapies (such as herbal med-
icines) within a Traditional Chinese Medicine (TCM)
approach.

Integrative medicine (IM) refers to the use of
evidence-based CM therapies in combination with
conventional biomedical treatments. This healthcare
approach takes a holistic perspective and aims to
optimize well-being at all stages of life [3, 4]. Hence,
IM broadens the range of therapeutic options and
allows for more individualized healthcare.

Prevalence and Motivation of CM Use
by Women

Surveys undertaken in numerous countries, including
the USA [5], the UK [6] and Australia [7] indicate that
many women use CM. Indeed a systematic review of
the literature found that CM users tend to be middle
age (in the broadest sense), well-educated females
with more than one medical condition; although
they do not necessarily consider their health to be
poorer than non-users [8]. While some women turn
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to CM because they are disillusioned with biomedical
treatments, most use the therapies as an adjunct to,
rather than a replacement for, conventional medicine.
Women utilize CM not only to manage illness but also
to promote general well-being. Various therapies are
utilized by women to manage a variety of their health
problems, including dysmenorrhoea [9], infertility
[10], breast cancer [11] and conditions associated
with menopause [12] and pregnancy [13].

(M Use during Pregnancy

The discourses of holistic, ‘natural’ treatments appeal
to pregnant women, and many integrate CM therapies
into their maternity care [14]. With the increasing
medicalisation of normal pregnancy and birth,
women may turn to CM in an attempt to retain con-
trol and reduce unwanted medical intervention [15].
Furthermore, midwives are often supportive of
women’s use of these therapies [16, 17]. Many
women report that CM helps them to manage condi-
tions associated with normal healthy pregnancy and
to assist them during labour and birth [18]. CM mod-
alities are often used to manage symptoms such as
back pain, fatigue, urinary tract infection, nausea and
vomiting and in preparation for labour [18-20].
Popular therapies utilized during pregnancy include
nutritional supplements, herbal medicine, relaxation
therapies and aromatherapy [14].

(M and Patient Safety
(M and Evidence-Based Medicine

Evidence-based medicine (EBM) integrates clinical
expertise, the best available evidence and the patient’s
preference. However, the research component has
gained prominence with the randomized control
trial (RCT) considered the gold standard. In this con-
text, concerns have been raised regarding the lack of
robust scientific evidence for many CM therapies. Yet
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there is ongoing debate about the appropriateness of
applying the EBM approach, particularly the use of
RCTs, to CM. Indeed there are fundamental ideolo-
gical differences which need to be considered; while
biomedicine values an objective and reductionist
approach, many CM therapies have emerged from
a holistic paradigm which emphasizes complex sys-
tems and individual differences. Further to these ideo-
logical challenges, additional barriers to CM research
include lack of available funding, infrastructure, pro-
fessional expertise and suitable validated research
instruments [21].

Currently, much of CM expertise is based on tra-
ditional knowledge and empirical wisdom, rather
than scientific verification. However, a growing num-
ber of therapies are now being subjected to rigorous
scientific enquiry. For example, acupuncture has
a long history of being used to stimulate labour, and
the effectiveness of this intervention has recently been
supported with findings from clinical trials [22]. Yet it
should be noted that while traditional use may pro-
vide some level of confidence, it does not ensure either
safety or efficacy. A case in point is seen with blue
cohosh (Caulophyllum thalictroides), which was tradi-
tionally used for birth preparation but is now contra-
indicated due to evidence associating it with an
increase in the risk of congenital problems [21].

Regardless of the current debate, healthcare pro-
viders should remember that while EBM has become
entrenched in the modern biomedical approach,
women are likely to continue to use CM regardless
of the lack of scientific evidence. For instance, a study
exploring menopausal women’s views towards CM
found women were not deterred by a lack of scientific
validation and they expected their conventional
health provider to respect their decision to use it
[23]. Furthermore, it is worth reflecting upon the
fact that many medical procedures have not been
assessed according to the principles of EBM [21].
Nonetheless, it is widely accepted that there needs to
be more quality scientific research into effects of CM
therapies and a significant amount of work is now
being undertaken [21].

Communication and Information

The exchange of appropriate information and open
dialogue between patients and healthcare profes-
sionals is fundamental to good care. Yet women
often base their decisions to use CM therapies on non-
professional sources of information (such as family
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and friends), without their healthcare providers’
knowledge or input. Research indicates that women
may not disclose their CM use because they are con-
cerned that they will encounter a negative response
or they recognize that mainstream health providers
have a poor understanding of the therapies [24].
In fact many conventional health professionals do
have limited understanding of CM, and this problem
is further exacerbated by lack of collaboration with
qualified CM practitioners.

Given the popularity of CM, all health profes-
sionals should have the basic understanding to engage
in open dialogue regarding use of the therapies and,
when appropriate, refer to CM practitioners [25].
Improved CM education and communication would
help address the current disconnect between the
acceptance of CM in the community and its margin-
alisation in modern biomedicine.

Useful information can be accessed via the web
sites outlined below.

The National Center for Complementary and
Integrative Health (NCCIH) is a leading agency for
scientific research on complementary and integrative
health approaches - https://nccih.nih.gov

CM on PubMed® was developed jointly by the
National Library of Medicine (NLM) and NCCIH
and contains citations to journal articles related
to CM - https://nccih.nih.gov/research/camonpubmed.

Medline plus is produced by the NLM and has
reliable, up-to-date health information, for the free
consumers about drugs and over-the-counter medi-
cines, including herbal and dietary supplements -
https://medlineplus.gov/druginformation.html

(M Modalities and Women'’s Health

The use of specific CM therapies for women’s health
conditions varies significantly according to context
(e.g. country) and acceptability by women and their
health providers. An extensive search of the evidence
is beyond the scope of this chapter, however common
therapies are highlighted here to provide examples.

Natural Products

Natural products are therapeutic substances derived
from nature such as herbs and dietary supplements.
While they generally have less serious adverse effects
than conventional drugs, the underlying assumption
that natural products are safe is largely unsubstan-
tiated [17]. As well as the intrinsic toxicity of some
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plants, CM supplements are generally not subject to
the same level of regulation or formal assessment of
safety and efficacy as pharmaceuticals. Moreover,
inconsistencies in harvesting and manufacturing pro-
cess and problems with adulteration can all lead to
adverse events. Added to this risk is the potential
for some natural products to interact with pharma-
ceutical drugs. Indeed, both adverse and beneficial
interactions have been reported with a number of
products [26].

In addition, a number of behaviours increase
a person’s risks when they consume natural pro-
ducts. These actions include individuals using CM
supplements and pharmaceuticals concurrently,
self-prescribing without advice from a qualified
practitioner and failure to inform their biomedical
doctor of their use.

Herbal Medicines and Women'’s Health

Herbal medicine refers to the use of a plant, or plant
part, for its medicinal properties. Herbs are incor-
porated into numerous approaches, including the
Western herbal tradition, Ayurveda, TCM and
many local indigenous medicinal systems. One of
the challenges with investigating the efficacy of her-
bal medicines for women’s health conditions lies in
the very nature of plants themselves. While modern
pharmaceuticals are usually based on a highly regu-
lated dose of an active ingredient, herbal medicines
have been derived from plants containing multiple
constituents with a synergistic effect. In addition to
this, herbal medicines are often a compound mix of
a variety of plants. Therefore the therapeutic activ-
ity of herbal medicine is due to its complex interac-
tion of different constituents, rather than one
specific active ingredient that can be isolated and
tested.

Nevertheless, an evidence base for the use of her-
bal medicines to various women’s health conditions is
beginning to emerge. For instance a Cochrane review
found promising evidence for the use of Chinese
herbal medicine for primary dysmenorrhoea [7].
There is also evidence that soy extracts are effective
against vasomotor complaints in some menopausal
women [27] and ginger reduces pregnancy-induced
nausea [28]. Alternatively, there are now concerns
that some commonly used herbal medicines may not
be safe. For example black cohosh (Actaea racemosa),
that is commonly used to manage menopausal symp-
toms, may cause liver problems [27].
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Nutritional Medicine and Women's Health

There has been increasing appreciation of the
impact of diet on well-being and nutritional assess-
ment is now considered an important aspect of
a health history. In addition, surveys reveal that
many women consume nutritional supplements
[29]. This surge in interest may be in part due to
the decreasing nutritional value of the modern
Western diet. It is clear that, despite the availability
of food, malnutrition is prevalent. In contrast to
undernutrition where there is insufficient food to
sustain healthy life, malnutrition relates to poor-
quality diet. Evidence from the USA, Australia and
the UK indicates declining levels of nutritional
value in our food [3]. Furthermore, research con-
firms that most people do not consume a balanced
diet. More adults are becoming overweight or
obese, and vitamin and mineral deficiencies are
common in these people [30]. In fact the majority
of patients seen by doctors in today’s society are at
a high risk of having or developing a nutritional
deficiency [3]. In addition to the problems of
a poor diet, some drugs may cause nutrient defi-
ciency. For example medications containing oestro-
gen have been associated with a decrease in the
serum zinc and magnesium levels [26]. Research
indicates that as well as correcting dietary insuffi-
ciencies, nutritional supplementation may prevent
or improve a wide variety of women’s health con-
ditions, including dysmenorrhoea, cervical cancer,
miscarriage, pregnancy-induced nausea and vomit-
ing, premature birth, osteoporosis and more [3, 4].

Mind-Body Therapies

The NCCIH states ‘mind-body medicine focusses on
the interactions among the brain, mind, body, and
behaviour, and the powerful ways in which emo-
tional, mental, social, spiritual and behavioural fac-
tors can directly affect health’ [1]. Hence, mind-body
therapies are based on the premise that supporting
the well-being of the mind will promote physical
health and vice versa. In addition, most diseases
have a psychological component as a trigger and/or
as an outcome and therefore stress management can
improve well-being generally. Women often use
mind-body therapies to support their health [31].
Common examples of therapies categorized as
‘mind-body medicine’ include massage, yoga, medi-
tation, hypnosis, tai chi, acupuncture, chiropractic
and osteopathy.
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Massage and Women’s Health

Massage involves the systematic manipulation of the
body tissue for a curative effect. While the exact
mechanism is not fully understood, massage can reduce
muscle tension and promote circulation as well as
improve psychological well-being. As such it is
a popular therapy for a wide range of conditions from
sports injuries to stress relief. Although caution must
be taken, massage has few risks and can be provided in
multiple settings, from a person’s home to a hospital
ward. There has been extensive assessment of the effec-
tiveness of massage for a variety of medical problems
and patient populations. The findings of studies explor-
ing its use for women’s health problems indicate that it
is safe and acceptable treatment for many conditions.
For example prenatally depressed women who received
massage twice weekly from their partners reported less
pain, depression, anxiety and improvements in their
relationship [32]. Likewise, women with breast cancer
who received a 35-minute massage three times a week
for a month had improved quality-of-life scores com-
pared to a control group [33].

Yoga and Women’s Health

Yoga aims to achieve balance of body, mind and spirit
using three basic components: posture (asana),
breathing (pranayama) and meditation (dhyana).
Advocates of yoga assert that practising the postures
improves flexibility and strength, learning to control
breathing supports relaxation while undertaking
meditation focusses the mind. There are a number
of different approaches, with hatha yoga being the
most widely practised in the West. Although yoga is
a holistic system, the common approach tends to
focus on various postures as a stress-reducing prac-
tice. The use of yoga for various women’s health issues
has received considerable attention from researchers.
For example a review of the studies investigating the
effectiveness of yoga to manage menopause found
moderate evidence for short-term effectiveness on
psychological symptoms but no evidence for somatic,
vasomotor or urogenital symptoms [34]. Other stu-
dies have reported that the practice of yoga is asso-
ciated with reductions in severity of dysmenorrhea
[35] and positive effects on pain, balance and general
health in postmenopausal osteoporotic women [36].

Meditation and Women'’s Health

Meditation involves undertaking a set of intentional
practices which lead to increased awareness, greater
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presence and a more integrated sense of self.
Typically, the practice involves a combination of
repeating a mantra, listening to the breath, self-
directed mental practices or detaching from the
thought process. Common types of meditation include
concentrative and mindfulness. Concentrative medita-
tion comprises focussing attention on an object
(sound, light, idea) and sustaining attention until the
mind achieves stillness. Transcendental Meditation
(TM) is a form of concentrative meditation that is
based on Hindu teachings. Another approach is mind-
fulness meditation which involves a person focussing
on the present and being aware of their current actions,
emotions and thoughts without judging them. While
not its primary purpose, relaxation may also occur as
a result of mindfulness meditation. There is a growing
repertoire of research investigating the effectiveness of
these practices for a wide range of health conditions,
including those specific to women. For example, there
is now good evidence that meditation is an effective
intervention to support women’s mental health when
they are dealing with a range of conditions, including
pregnancy [37], infertility [38], breast cancer [39] and
menopause [40].

Hypnosis and Women’s Health

Hypnosis uses suggestions that are aimed at enabling
a person to focus narrowly and intensify their con-
centration. During hypnosis the conscious mind is
placed ‘on hold” and beneficial suggestions made by
a therapist can be accepted more readily into the
subconscious mind. Commonly used to help people
stop smoking or reduce food intake, hypnosis is now
being used for some women’s health conditions.
A systematic review of the literature found promising
evidence for the effectiveness of hypnosis in breast
cancer care; in particular, it was found to be useful
in the management of pain distress, fatigue, nausea
and hot flashes [41]. Hypnosis has also been shown to
significantly improve hot flashes in postmenopausal
women [42].

Tai chi and Women's Health

Tai chi is a type of mindfulness-based exercise that has
its origins in China as a martial art. The practice of tai
chi involves slow, gentle movements and elements of
meditation (such as imagery and deep breathing),
with the aim of rebalancing the body’s healing capa-
city. Due to the gentle nature of tai chi, it is an appro-
priate therapy for many people, including the elderly
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and those with physical limitations. In light of its
practicality for an aging population, it is interesting
to note that there is evidence that tai chi may be an
effective and safe intervention for maintaining bone
mineral density, reducing fall frequency and increas-
ing musculoskeletal strength in postmenopausal
women [43]. Tai chi also shows promise for other
health concerns, including the management of anxi-
ety and depression in women with a range of medical
conditions [44].

Acupuncture and Women’s Health

According to TCM, the body has a network of
invisible channels through which life energy (qi)
flows, known as meridians. Blockage of the meridians
can result in an inadequate life energy leading to
imbalance and ultimately illness. This obstruction
may result from stress, poor diet, pathogens, environ-
mental conditions and lifestyle factors. Acupuncture
involves the stimulation of specific points along the
meridians to remove blockages of the energy and
restore balance. Acupressure is similar to acupunc-
ture; however, it employs gentle, firm pressure to
stimulate energy rather than penetrating the skin
with fine needles. There is an increasing volume of
research investigating the use of acupuncture for
women’s health conditions. For example an RCT
found that acupuncture can reduce the duration of
the third stage of labour [22], while a pilot study found
areduction in the fatigue experienced by breast cancer
survivors who received acupuncture [45].

Spinal Manipulation/Mobilization and Women’s Health

Spinal manipulation/mobilization aims to re-establish
a healthy balance within the body by restoring normal
alignment. Treatment is usually characterized by the
application of biomechanical force (high- or low-
velocity thrust) to a localized joint. In addition to its
impact on pain via spinal ‘gating’ mechanism, spinal
manipulation may also improve mobility. Although the
safety of spinal manipulation remains contentious,
most of the adverse events are benign and transitory,
with only rare reports of serious complications [46].
Women commonly seek out chiropractors and osteo-
paths to support their health; however, a review of the
scientific evidence regarding the effectiveness of manual
therapies reported mixed results; spinal manipulation
was useful for back pain and migraine, but the evidence
for its role in premenstrual syndrome was not conclu-
sive and lacking for dysmenorrhea [47].
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Conclusion

In summary, there is a growing interest in the integra-
tion of evidence-based CM therapies into women’s
healthcare. IM has the potential to support women to
manage a wide range of their health conditions.
Although many CM therapies are recommended on
the basis of traditional practices, a scientific evidence
base is beginning to develop. The increasing popularity
of these therapies places an onus on the healthcare
professions to develop the relevant knowledge and
referral systems. Healthcare providers need to acquire
the information and confidence to communicate openly
so women who are interested in CM have the appro-
priate support to make informed and safe decisions.

- Most CM therapies can be classified into
one of two categories: natural products
(herbal medicine, dietary supplements,
etc.) and mind and body practices
(acupuncture, chiropractic, massage,
meditation, yoga, etc.).

« Integrative medicine (IM) refers to the use of
evidence-based CM therapies in combination
with conventional biomedical treatments.

- While some women turn to CM because they
are disillusioned with biomedical treatments,
most use the therapies as an adjunct to, rather
than a replacement for, conventional medicine.

- Women may not disclose their CM use
because they are concerned that they will
encounter a negative response or they
recognize that mainstream health providers
have a poor understanding of the therapies.

- Biomedicine values an objective and
reductionist approach; however, CM adopts
a holistic view which emphasizes complex
systems and individual differences.

« There needs to be more quality research
into CM therapies and a significant amount of
work is now being undertaken.

- Randomized controlled trials have
demonstrated the benefits of various CM
modalities for a range of obstetric and
gynaecological conditions.

. Health professionals should have the basic
understanding of CM in order to support
women to make well informed therapeutic
decisions.
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Introduction

Once per clinic, once per night shift, a clinician is likely
to meet a patient who is currently experiencing domes-
tic violence and abuse (DVA) [1]. Although it can
impact upon every aspect of health and well-being,
DVA is misunderstood, often undisclosed, and when
survivors of DVA present in healthcare contexts, pro-
fessionals feel ill-equipped to respond.
Domestic violence and abuse can be defined as:

Any incident or pattern of incidents of controlling,
coercive or threatening behaviour, violence or abuse
between those aged 16 or over who are or have been
intimate partners or family members, regardless of
gender or sexuality. This can encompass, but is not
limited to, the following types of abuse:

Psychological
Physical
Sexual
Financial
Emotional [2]

Those experiencing violence have described their needs
and expectations when they become patients. Survivors
want their experiences heard, and responses to be
respectful and empathic. They need safe and confiden-
tial spaces for disclosure, and for health professionals to
signpost them towards multidisciplinary support [3].

At face value these seem simple, and within the
central remit of healthcare. However, significant bar-
riers to health professional enquiry, and survivor dis-
closure, have been described. This chapter takes the
literature on barriers as its starting point and focusses
on the example of doctors as front-line healthcare
professionals. It examines the context of doctors’
work, their questions and the underlying assumptions
that may challenge engagement with DVA. In so
doing, important comparisons between survivor and
clinician experiences are found, which may offer
a new approach to clinician engagement.
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Barriers in Context

Barriers occur at different levels. By its nature, DVA
demands an understanding of power, gender, class
and culture dynamics [4]; this language may be unfa-
miliar to many clinicians. For example, while this
chapter focusses on violence experienced by women
and perpetrated by men as the most common, most
chronic, and most severe form of DVA [5], it is not
meant to exclude other patterns. It is intended as a
starting point for learning, specifically for obstetrician/
gynaecologists.

The medical context poses further challenges. For
example, the literature focusses on barriers from
senior healthcare perspectives [6], but in practice the
front-line doctors (and nurses and midwives) enga-
ging with survivors of DVA are junior and non-
specialist [7]. Doctors at all levels lack training in
DVA, but juniors also lack experience of their profes-
sional and structural context [4]. The pressurized set-
ting of a labour ward or emergency department may
be a challenging [8], or even hostile, environment to
the ‘problem’ of women with DVA.

The global context is one of recognition of the
harms of violence against women and girls, and
newly trained doctors have grown up with WHO
gender mainstreaming and resurgent feminism [9].
However, after a decade of austerity, the local context
of healthcare is changing. Preventative, community-
based work is being lost and crises of violence are
presenting in healthcare settings more regularly [10].
Concurrently, more legalistic and punitive
approaches are taken; healthcare training on DVA
often appears solely as an adjunct to child safeguard-
ing, whilst ‘target-driven’ pushes for female genital
mutilation convictions enter the health arena [11].
Doctors will see more violence, and it may be framed
in a legalistic (rather than therapeutic) way.

At the individual doctor-patient level, barriers can
be re-imagined as a series of questions that may arise
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Table 8.1 Barriers to Domestic Violence and Abuse disclosure and enquiry

Barriers
Survivors Fear of perpetrator
Fear of losing children
Shame
Stage of change/ awareness
Powerlessness
Professionals Desribed as “External”
Time
Resources
Job definition
‘Obstructive patients’

Lack of training

Described as “Internal”
Frustration
Powerlessness

Prejudicial attitudes

Facilitators
Confidentiality
Multidisciplinary response
Acknowledgement
Non-judgmental listening

Exposure
Support
Training

Exposure (professional / personal)

as the front-line doctor is confronted with DVA.
As shown in Table 8.1, this chapter asks:

o Is it my job to address DVA?

o What effect will it have on patient management?

« How will I change my clinical practice to
incorporate DVA enquiry?

Against the backdrop of barriers and questions,
there are examples of junior doctors as champions
and innovators [12,13]. This chapter aims to empower
like-minded ‘front-line doctors’ and supportive
seniors to explore why colleagues may have doubts.

Working through Barriers

A history of DVA is an important social determinant
of health. Figure 8.1 maps this onto a typical
Obstetrics & Gynaecology doctor’s clerking structure
and demonstrates how DV A awareness is an essential
part of this process

Making links with an individual patient’s presen-
tation during the initial enquiry forms part of a front-
line response, which is further described in
Tables 8.2-8.4 and Figure 8.2.

Despite this, neither screening nor case-based
enquiry about DVA has become routine in practice
[17]. What prevents DVA enquiry becoming an
essential part of history and formulation?
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Is It My Job?’

It is not uncommon to hear clinicians say ‘dealing with
domestic violence is not part of my job’. They might
argue that DVA is not a disease, and that it is not the
job of medicine to address social phenomena but
merely its downstream ill-effects. However, as
Figure 8.1 demonstrates, the connections between phy-
sical, psychological and social manifestations of DVA
are thoroughly enmeshed. For example, survivors of
violence are over-represented in cases of chronic
abdominal/pelvic pain and subsequent diagnostic
laparoscopies, as their doctors search for physical
causes for unexplained symptoms [18,19]. The ‘reason’
will never simply be ‘violence’, but acknowledging its
association with pain will influence the clinical
workup - and thus associated risks and harms [20].

A clinician may respond negatively to DVA as
a ‘taboo’, associated with sex, mental illness, addiction
and the ‘private sphere’ [15,21]. Nevertheless, there is
evidence that women find enquiry about DV A accep-
table, even welcome. Patients test whether it’s safe
(psychologically and practically) to reveal DVA,
often dropping hints within their minor physical
complaints and repeat visits [22], but are unlikely to
disclose unless actually asked directly [23]. Even if this
were not hidden, doctors in their special societal posi-
tion must often confront taboos that affect health and
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Section 1 Generic Issues

Demographics

Presenting
complaint

Gynaecology
history

Obstetric
history

Social History

* Domestic violence and abuse (DVA) affect all ages, genders, sexualities, cultures and classes.

* Risk factors include young age, poverty, and presence of a male partner.

* The most prevalent, severe and repeated violence is experienced by women in
heterosexual relationships [5].

psychological-social factors by the time of presentation.

* The history often does not point to a clear diagnosis and there is a high rate of medically
unexplained symptoms [17].

* This is considered a pattern of help-seeking behaviour [18].

¢ Increased rate of chronic abdominal and pelvic pain, and an increased number of diagnostic
laparoscopies [19].

* Dose-response relationship between common physiological symptoms of pregnancy and the
severity of sexual abuse [20].

* Risk of DVA increases with common mental disorders e.g. depression (lifetime OR 2.7), and
PTSD (lifetime OR 7.3) [21].

* Abuse is often chronic, types of violence overlap, and there is complex interplay of biological- }

* Reduced reproductive control: Increased rate of sexually transmitted infections and symptoms.
Increased rates of termination of pregnancy (TOP), repeat and concealed TOP [22].

* Shame, fear and re-traumatizing: Less likely to participate in cervical screening [23].

* More likely to experience increased pain, fear and embarrassment with intimate examination [24].

intrauterine growth restriction, stillbirth and premature labour.
* Traumatic effect on maternal-fetal health- association between violent abdominal trauma and

 Chronic effect on maternal-fetal health — associations with small-for-gestational age,
abruption [17,25].

* Smoking, alcohol, and substance abuse high [27].
* Successive Confidential Enquiries into Maternal Death document the patterns of late booking,
frequent non attendance and chaotic social situations among the lives of women who died of all

* Relationship breakdown is time of high risk [26].
causes with DVA in their history [28].

Figure 8.1 The clinical history of a DVA survivor: Mapping onto a doctor’s clerking

11:41:56
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Table 8.2 Front-line response: Asking the question

Ask the question:
Open questions and /questions that link with clinical presentation (see Figure 8.1)

The HARK questions are an evidence-based tool designed to identify DVA in clinical context[29] See also Figure 8.2:
Have you been humiliated, or emotionally abused by your partner/ex?

Are you afraid of your partner/ex?

Have you been forced to have sexual contact, have you been raped?

Have you been kicked, punched or physically threatened?

Power and control:

Power and control are central to a woman's experience of DVA — consider specific questions.
Be aware that survivors may decline help or even react negatively.

A sensitive enquiry is still valuable.

Table 8.3 Front-line response: Initial response to a disclosure

Vocalize reassurance and acknowledgement:
‘no-one has the right to harm you'. Assume there is more she is not telling you but don't push for information that is not
necessary.

Adapt examination and environment as needed [13,35].

Avoid breaches of confidentiality: open waiting rooms, computer ‘reminders’ and entries in patient-held maternity notes.
Keep DVA history strictly separate from material that the partner, family or public may see.

Safe and confidential written documentation is vital to validate, record and provide legal evidence for victims. It may be
needed for criminal or civil actions years later. Do not avoid documentation altogether [38].

Formal risk assessment requires training, but all frontline doctors must be alert to high-risk presentations. Knowledge of
formal risk assessment tools such as CAADA-DASH and Department of Health advice can inform clinical practice [39,40].

Except where you suspect significant and imminent harm, your patient is the best judge of her safety.

Power and control:
A safe disclosure and secure documentation can empower a survivor to take the next steps on her own terms.

Table 8.4 Front-line response: Next Steps

All doctors can perform a limited advocacy role. For example, believe your patient, share decisions, find and provide
a 24hr helpline number: UK 0808 2000 247 [43].

Independent domestic violence advocates (IDVAS) are specially trained patient advocates who stand by survivors and
navigate routes to safety and self-efficacy.
IDVA referral improves mother and child well-being and helps reduce violence [4].

Involving IDVAs is a way that doctors can facilitate their patient’s safety and well-being whilst acknowledging the limits of
their role. This is especially true when there are concerns about child safeguarding:

‘What you tell me is confidential unless | think there is a serious risk to you or your children. But | want to help, and have
found services who can support you'.

Power and control:

Child safeguarding is the clinician’s priority, but there may be conflicting responsibilities that disempower patients.
Work alongside your patient; discuss decisions wherever possible [42].

that require otherwise intrusive questioning (e.g.
harmful alcohol use, suicidality, rectal bleeding).
DVA should be considered in a similar light.

A rebuttal may be that doctors are not the best
professionals to deal with DV A, suggesting it is up to
social workers, the police or violence/safeguarding
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specialists instead [14]. DVA certainly demands
a multidisciplinary response, but there is evidence
that survivors present more often, and more quickly,
to health professionals [3]. As such, it is worth reiter-
ating that these will be junior, unsupported doctors in
frontline roles such as emergency departments and
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2) Asking the question

Questioning
DVA
1) Linking to clinical - -
presentation
DVA not
questioned

6) Advocacy and MDT

Violence
continues

3) Acknowledging and

adapting

Contemplating

change

4) Confidentiality

Preparing for

change

Violence =——~/

v

5) Assessing risk,
balancing harms

Figure 8.2 A patient’s journey through DVA; a front-line doctor’s response.

Adapted from [20,29]

general practices. Pregnancy in particular is
a heightened time for DVA onset and escalation, but
also a rare period of close contact with survivors [24].
These clinical encounters are a ‘window of opportu-
nity’ for women to seek help on their own terms,
which is more difficult once criminal justice, social
services or education systems are involved [25]. This
aspect changes the imperative to act:

To ignore the offered ‘calling card’ is to collude with
the continuing concealment of domestic violence
behind closed doors [26].

The harm caused by DVA cannot be measured
and explained in terms of an epidemic. Instead, the
active vector is human behaviour, fraught with injus-
tice and inequality [27]. Doctors, perhaps especially in
Obstetrics & Gynaecology, are actors in these issues of
social justice, and responding to DVA should be
a priority [28].
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‘I Don’t Have Enough Time’

This is the most prominent barrier in the literature,
and taps into ever-present, complex concerns for
medical professionals [16,30,31].

We're overwhelmed ... [by] physical ... and mental
problems ... and now social problems ... its prob-
ably easier not to ask [about DVA] ... to open that
can of worms [32].

Suggesting you create more time or give more
resources might seem a reasonable solution. Yet it is
not actually quantities of time that women want [33]
and delays and wrong turns can occur if the issue is not
addressed. ‘Time’ may not really be the barrier at hand.
‘Not enough time’ is perhaps better understood under
a theme of ‘external barriers’ (see Table 8.1) where
doctors seem to reject the job of engaging with DVA.
This is in contrast to ‘internal barriers’ which reflect
feelings, attitudes and behaviours [16,30,31].
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Furthermore, when external Dbarriers are
expressed, doctors often simultaneously use powerful
imagery: ‘opening a Pandora’s Box’ [21] or the ‘can of
worms’ [15,32] This hints at hidden aspects of their
reluctance to engage:

Focusing on lack of time may mask other barriers that
are more challenging for practitioners to address, such
as feelings of frustration, a sense of futility or help-
lessness about how best to respond. [16]

‘Will It Change Management?’

Doctors are usually action-oriented and motivated by
observing demonstrable change. This may act as
a barrier to addressing DVA in contrasting ways:

‘Will I Cause Harm?

The fear of confronting taboos has been addressed
previously, but there is also a fear of causing psycholo-
gical harm. Professionals fear re-traumatizing the
patient through enquiry or examination [14,31], and
pain and distress during intimate examination certainly
have been found to be higher in survivors of sexual
violence [34]. However, this barrier may be short-
sighted. If examination proceeds without the doctor
acknowledging violence, it seems likely that for some
women distress would be greatly compounded. Minor
adaptations can be easily overlooked, e.g. offering
a choice of position, or allowing women to guide the
speculum during examination, but these can greatly
increase a patient’s sense of control over a frightening
situation [13,35] and might enhance all consultations
where women do not disclose previous bad experiences.
There are also concerns of causing a dramatic
negative outcome such as increased violence resulting
from disclosure, and disengagement with care for fear
of safeguarding intervention [16]. These barriers are
paramount to women and are addressed next.

‘Will It Change Outcomes?’

Some doctors report that their attempted intervention
failed. This is often accompanied by a sense of futility
or even resentment towards their patient:

I have been repeatedly frustrated by women who,
after I have taken the trouble to provide alternatives
for them, have ‘backed down’ and returned to their
abusive partners [16].

It appears the desired outcome here was dramatic
and public - the cessation of an abusive relationship
and change of life this would trigger. These
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expectations may stem from an inaccurate character-
ization of DVA.

Doctors tend to focus on ‘physical and visible’
harms and feel competent identifying cases on this
basis [31].This leads to vast under-detection of DVA
[6], but also contributes to an overly ‘physical and
visible’ definition of an intervention. If the problem
is always imagined as an acute, violent, physical crisis,
then the corresponding intervention may naturally
aim to match this urgency and visibility.

What Is the Evidence?

Mechanisms for Harm

There is a potential risk of harm when doctors enquire
about DVA. Women are most at risk of being mur-
dered in the aftermath of leaving a violent relationship,
and violence often escalates if the perpetrator discovers
a disclosure [36]. Therefore pressurizing a woman to
leave, or making an unsafe breach of confidentiality,
are mechanisms by which doctors can cause harm, and
there are case studies which demonstrate this [37].

Likewise, child protection interventions, intended to
avoid catastrophic harms, are also capable of causing
suffering to parent and child. More than three quarters
of women endure the erosion of their own personal
safety and agency for long periods, and make a change
specifically and solely to protect their children [36].
However, many women feel portrayed as ‘part of the
problem’ for failing to leave an abusive partner imme-
diately, and fear their children will be ‘taken away’ [41].
Although little researched, there are potential mechan-
isms by which doctors could compound these fears.

A doctor may feel that because social services
involvement is protocol-driven (and in some situa-
tions mandated), triggering this is a straightforward
way to pass responsibility. At this point, the doctor
might disengage from the reality of DVA (‘not my
job’), which may be perceived by the woman as sham-
ing or uncompassionate. Furthermore, under time
pressure and lacking experience, they may not even
explain that a referral has taken place. This under-
mines basic principles of shared decision-making -
even when safeguarding concerns might override con-
sent — and for the patient it profoundly compromises
trust in healthcare professionals [42].

In such a fraught situation there are multiple
competing interests, one of which is the vital respon-
sibility to safeguard children. Even in overview, it is
clear that a front-line clinician cannot represent all
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parties. Referral to specialists such as an independent
domestic violence advocate is essential (see Table 8.4).

Benefits and Outcomes

Having focussed on crisis points, the risks need to be
put back in context. The experience of DVA (and the
process of change to escape it) is not usually a linear or
explosive event. It is best described as a cycle, with
multiple steps and changes of direction [20,44].
Doctors meet survivors for a few short moments on
this journey, and the interactions will not always
coincide with crisis, visible injury or turning points
for change. This is illustrated in Figure 8.2.

Taking this more balanced view, at meta-analysis
level, no study chose ‘leaving the partner’ as an end-
point and there is no evidence that clinician enquiry
about DVA causes harm. There is limited evidence of
any benefit either, and it may be that the endpoints of
‘intervention’ need more careful definition. For exam-
ple, ‘case identification’ may be too conservative an
endpoint and only a proxy for any action. Making
a compassionate and humane enquiry of itself is likely
to have an impact because it opens a ‘broader discus-
sion opportunity’ with the patient and resets social
norms over time [45].

Acknowledging this changes the locus of the inter-
vention, situating the important moral and clinical
work in the initial conversations. It demands atten-
tion, due to the serious potential harm to avoid, but it
may also have a positive effect on barriers: you can
avoid doing harm and you can make a difference by
listening, acknowledging and providing a safe envir-
onment. This alternative intervention for frontline
clinicians is outlined in Figure 8.2.

‘How Will | Change My practice?’

Despite addressing many barriers and outlining
a different intervention, unless health professionals
are conscious of this shift, they may continue to feel
they have failed:

Help-seeking and self-empowerment behaviours
may be subtle and are sometimes not recognized by
health providers who want to see major changes [44].

Health professionals engage daily with enquiries
and management plans which may fail, e.g. smoking
cessation or diabetes management, yet would rarely
characterize the encounters as failures that didn’t
deserve raising in a medical consultation. Nor would
‘poor outcomes’ be suggested as a reason to avoid
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enquiry altogether. Yet, with DVA, this appears to
be a major barrier [46].

Looking into the ‘Pandora’s box’ may help explain
the difference. With DVA, it is not just the condition
or situation that is characterized as difficult or ‘bad’,
but the patient herself. Survivors of DVA have been
characterized as ‘non-compliant’, misusers of services
and liars [14,21]. Survivor testimony records inci-
dents such as this:

The GP wrote ‘raped’ in inverted commas in my
notes ... When my case went to court, it got thrown
out on the basis that the GP didn’t believe me [47].

Women are also sometimes blamed for the situation
[31], for example male doctors theorizing that abuse was
a result of women withholding sex in relationships [48].
It is likely that negative attitudes will have a negative
downstream effect on clinician behaviours [6]:

Domestic violence is a big morass which we will never
escape. I get a headache thinking about it. And that
attitude translates into the type of care we give those
patients [21].

There are many other ways in which confronting
DVA is difficult or challenging. Many clinicians them-
selves will have experienced, witnessed or even perpe-
trated violence. Bringing the issue ‘close to home’
raises difficult emotions, especially for women clini-
cians who tend to identify with and be affected by the
patient’s experience [21,48]. However, a sense of per-
sonal connection to the problem, unlike negative
emotions of frustration or blame, has also been seen
to act as a facilitator for engagement in certain cir-
cumstances [15].

Doctors often cite lack of training as a barrier for
avoiding enquiry and non-intervention [15,16], but
we argue that to change practice, the ‘negative patient’
characterization and its potential rationalization of
‘problematic’ medical behaviour also need to be
addressed: ‘There is no such thing as a difficult
patient, just a patient with difficult problems’.

Reframing DVA

Similarities between Patient and Provider

Exploring doctors’ barriers has illuminated a link
between negative clinician attitudes and potentially
avoidant behaviours. Similarities between patient
and provider voices may help to overcome this, for
example acknowledging that there is a shared
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dissatisfaction with the ‘fix and solve approach’[14] of
the biomedical model [15,21,31].

There is also a shared experience of ‘powerless-
ness’, although experienced very differently and for
different reasons. A web of ‘power and control’ is
exerted by perpetrators over every part of survivors’
lives, best illustrated by the Duluth Wheel which in
turn has informed simple clinical tools for enquiry
such as the HARK questions, shown in Table 8.2 [29,
49].

Doctors’ responses similarly mention a sense of
powerlessness [26]:

Many physicians were frustrated by their inability to
control the patient’s behaviour, and the patient’s
inability to control the circumstances of their lives.
This . . . was one of the major obstacles to physicians’
willingness to address domestic violence[21].

Powerlessness in Clinical Encounters

These challenges can collide during a clinical encoun-
ter but can also offer a solution. A common example is
a DVA survivor who appears to reject help or refuses
to leave her partner:

A senior emergency department doctor was dis-
tressed when a patient reacted to a DVA enquiry
by ... storming out and complaining loudly to her
partner and the entire waiting room ‘How dare any-
one think [I am a victim of violence]’, and threaten-
ing legal action[50].

Here the doctor’s distress could easily turn into
a ‘bad’ patient characterization. However, by bringing
powerlessness to the surface, it can remind the clin-
ician to ask why the patient may have reacted in this
way. DVA victims are often under constant surveil-
lance and restriction by their oppressors and changing
the situation is a high-stakes decision:

She [the doctor] realized her patient had acted to pro-
tect herself . . . She had made the abuse public, and her
partner now knew that people were aware of it. She had
also demonstrated her complete loyalty to him[50].

In this example, focussing on the two experiences
of powerlessness helps explain and potentially over-
come a negative reaction.

Likewise, a social services referral can be pro-
foundly disempowering for a woman, especially if
the referral and its implications are not explained,
(as would routinely be done for the dangers of emer-
gency surgery). The alternative approach is more
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a shift of viewpoint than a great change in clinical
practice. Open and inclusive communication can
address power imbalances and allow doctor and
patient to work together. One survivor describes:

When I told my [children’s social work] nurse she
listened to me carefully and believed me. She told
me what she was going to do and let me hear her on
the phone talking to the police [47].

It may not take much more time than cannulation
or writing a drug chart and can transform the health-
care professional from opponent to advocate.

Conclusion

A Front-Line Doctor’s Response

Doctors are duty bound to help their patients, and
a fair starting point assumes that they earnestly strive
to achieve this [51]. When the type of problem
a patient presents is not easily amenable to help,
doctors may feel that their identity is challenged [52]:

The difficult patient is one that makes me feel inef-
fective[53].

This is hard to acknowledge and has rarely been
linked to the characterization of DVA survivors by
health professionals. However, facing up to this may
actually help to transform interactions [16, 54].

Figure 8.2 sets out a model for front-line doctors’
engagement in DV A which has elsewhere been called a
‘first-responder’ role[20]. It is patient-centred but also
holds clinical attention on the dynamics of power and
control, as illustrated by the HARK clinical questions.

It demonstrates the cycle of change a woman goes
through, sometimes over years, whereas a doctor’s
role is peripheral and must adapt to the stage of the
cycle. The clinical signposts and clerking map within
the text come together to form this front-line inter-
vention: identification, initial response and referral
for next steps.

Perhaps the most empowering aspect of this
approach, for a clinician, is that it puts emphasis on
the everyday skills of communication and the central
professional tenets of confidentiality and shared
decision-making. This intervention is short, allows
the doctor to avoid doing harm and aims to over-
come negative patient characterization. In so doing it
aims to address the main barriers to enquiry outlined
previously. Even if the brief encounter stays at the
level of an unanswered empathic enquiry about
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violence, it can ‘lessen feelings of shame and appre-
hension’ [44], ‘interrupt and prevent recurrence of
violence’ [28,31], and improve clinician confidence
and competence [46].

Next Steps

Doctors do not routinely discuss power dynamics and
hierarchies, yet these are certainly key issues for DVA
work and more broadly [4]. The effect of poor staff
morale and bullying on patient outcomes is a political
headline [55]. Proportionally more staff in Obstetrics
& Gynaecology experience bullying than in any other
specialty, and responses appear problematic and ‘vic-
tim-blaming’ [56]. A specialty that advocates for
women patients must enable its doctors to look into
the ‘Pandora’s box’ and engage with power-and-
control dynamics, both for their patients and the
profession.

Other unintended benefits from this approach
may be that it sheds light on urgent topical issues
of bullying, whistle-blowing, obstetric violence and
other issues of social justice within medicine [57].
Furthermore, a relatively ‘universal’ approach may
have applications for other topics where patients
themselves are characterized in problematic ways:
mental health and addiction for example.

Often these topics are kept within the remit of
academic discussion, but much could be gained
from helping doctors see ‘power-and-control’
dynamics in their everyday work: in emergency
departments, during night shifts and busy clinics,
and be equipped with the front-line skills to respond.

Key Points

« Domestic violence and abuse (DVA) can
encompass, but are not limited to, the
following types of abuse: psychological,
physical, sexual, financial, emotional.

+ A history of DVA is an important social
determinant of health but doctors at all levels
lack training in DVA.

« Barriers and facilitators associated with DVA
enquiry and disclosure should be explored in
DVA training - both groups experience
powerlessness.

« Patients experiencing DVA are subject to a web
of ‘power and control’ exerted by perpetrators.
Considering presentation in light of these
factors may facilitate the clinical encounter.
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+ Women find enquiry about DVA acceptable,
even welcome. Patients test whether it’s safe
(psychologically and practically) to reveal
DVA, but are unlikely to disclose unless
actually asked directly.

+ Doctors often feel powerless to help women
with a history of DV A, maybe particularly if
they expect to see dramatic change, thus
leading to negative characterization of their
patients.

+ The experience of DVA (and the process of
change to escape it) is cyclical rather than
a one-off event. Doctors should consider their
supportive enquiry and communication as
interventions in their own right, even if not
leading to cessation of violence.

+ Open and inclusive communication, especially
around safeguarding and support, can address
power imbalances and allow doctor and
patient to work together.

+ The HARK questions are an evidence-based
tool designed to identify DVA in a clinical
context.
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Introduction

Female genital cutting (FGC), also called female geni-
tal mutilation (FGM), is defined by the World Health
Organization as ‘all procedures involving partial or
total removal of the external female genitalia or other
injuries to the female genital organs for non-medical
reasons’ [1]. It is performed routinely in many com-
munities, particularly Africa, the Middle East and
Asia. It was estimated in 2016 that 200 million
women had undergone the procedures in Africa,
Asia and elsewhere. One of the Sustainable
Development Goals (SDGs) set by the global commu-
nity under the auspices of the United Nations
Organisation is the elimination of FGC by the year
2030. The UN reported in 2016 that while there has
been a reduction in the prevalence of FGC, the rate of
progress is insufficient to keep up with population
growth, and that if trends continue the number girls
and women undergoing FGC will continue to rise in
the next 15 years [2].

Clitoridectomy was used in nineteenth-century
Britain to suppress female masturbation, but FGC is
alien to contemporary western norms and values and
is referred to as mutilation. The affected women do
not wish to be described as having mutilated bodies,
and they sometimes feel that they have been treated
with disrespect by health professionals [3], or that
their ‘mutilation” has taken precedence over the health
problem that they presented with [4]. The term
‘female genital mutilation’ is pejorative, and the
more neutral term ‘female genital cutting’ is prefer-
able in culturally sensitive discourse [4].

Health Professionals’ Knowledge
about FGC

With global trends in immigration and multicultural-
ism, doctors, nurses and midwives in the western
world are increasingly likely to encounter in their

Female Genital Cutting

clinical practice girls or women who have had, or are
at risk of having, FGC. There is evidence, however,
that health professionals worldwide do not know
enough about FGC [5, 6]. Studies on healthcare pro-
viders’ awareness, knowledge and attitudes regarding
FGC have shown a lack of awareness of the preva-
lence, diagnosis and management of FGC, but there
are no robust studies showing whether the training to
improve the knowledge and attitude of healthcare
providers has an impact on the quality of the care
offered [6].

Girls born to immigrants from communities that
practise FGC are at risk, and health professionals in
both community and hospital practice should have
both the knowledge and the cultural competence to
offer appropriate and sensitive care to the women
[4-6]. Health professionals should know what action
to take when they encounter a child or woman who
has had or is at risk of FGC. They should also know
the law in their country pertaining to FGC. The Royal
College of Obstetricians and Gynaecologists recom-
mends that all gynaecologists, obstetricians and mid-
wives should receive mandatory training on FGC [7].
Each health board should have a designated obstetri-
cian and/or gynaecologist responsible for FGC care.
These lead clinicians should be aware of local and/or
regional specialist multidisciplinary FGC services and
should be competent in all aspects of FGC (including
child safeguarding protocols).

Reasons for FGC

There are no health benefits to FGC and the reasons
for doing it are sociocultural. A fundamental reason is
the belief in patriarchal societies that FGC would
preserve the chastity of the woman, preserve her vir-
ginity and prevent extramarital sexual activity [8].
FGC is often deemed to be a rite of passage and in
some communities an uncircumcised vulva is seen as
dirty [9]. The practice is often perpetuated by women
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who believe that their daughters or granddaughters
will not find a husband or will not bear a male child
if there is no genital cutting. Girls may submit to the
ritual in order to belong to the community and for fear
of social isolation if they are different from their peers.

Types of FGC

The WHO [10] classifies FGC as follows:
Type 1: Clitoridectomy - removal of the clitoral
hood and/or removal of all or part of the
clitoris.

Type 2: Excision - partial or total removal of the
clitoris and labia minora, with or without
removal of the labia majora.

Infibulation - narrowing of the introitus by
creating a seal, formed by cutting and
repositioning the labia. On examination,
the vulva is flat, without labia and with only
a small opening allowing egress of urine and
menstrual flow.

Other (piercing, scraping, pricking, labial
elongation and cauterizing).

Type 3:

Type 4

The operation is usually performed by non-medical
persons, using knives, scissors, scalpels, broken glass
or razor blades, and without anaesthesia or sepsis
precautions. In some countries it is performed by
doctors.

Complications of FGC

The complications vary with the type of FGC and the
environment (sepsis, equipment, medical/non-
medical operator) in which it was performed. They
include haemorrhage (with potentially massive bleed-
ing from laceration of the internal pudendal artery or
the clitoral artery), infection, vulval cysts, keloids,
chronic pelvic or vulval pain, menstrual and urinary
flow problems, subfertility and problems during
labour and childbirth. A study of 28,393 women at
28 obstetric centres in six countries found that women
with type 3 FGC have on average 30% more caesarean
sections and 70% increase in incidence of postpartum
haemorrhage compared with those who have not had
any FGC [10]. A meta-analysis of obstetric conse-
quences showed that women who have undergone
FGC were over three times more likely to have
a difficult labour and twice as likely to sufter obstetric
haemorrhage [11]. FGC is associated with an
increased need for neonatal resuscitation and
increased risk of perinatal mortality.

Psychological and psychosexual complications
include loss of libido, lack of pleasurable sensation,
dyspareunia, flashbacks, loss of self-esteem and risk of
self-harm [12]. Women who have undergone FGC
have a significantly lower Sexual Quality of Life-
Female score than control women [13].

The Law

FGC is illegal in various countries of the world [14,
15] but enforcement of the laws has been difficult and
not been prioritized. In the United States federal law
(18 US Code § 116) makes it illegal to perform FGC in
the United States or knowingly transport a girl out of
the United States for purpose of inflicting FGC. Also,
at least 23 states in the United States have laws against
FGC, with sentencing provisions ranging from 5 to
30 years. In Germany, the 47th Criminal Law
Amendment Act introduced new provisions in 2013
making FGC a separate criminal offence in section
226a of the German Criminal Code. All states and
territories in Australia have laws that ban FGC.
In England, Wales and Northern Ireland FGC is ille-
gal under the Female Genital Mutilation Act 2003.
In Scotland and in the Republic of Ireland it is illegal
under the Prohibition of Female Genital Mutilation
(Scotland) Act 2005 and the Criminal Justice (Female
Genital Mutilation) Act 2012 respectively. Under US,
Irish and UK laws, a person is guilty of an offence if
they excise, infibulate or otherwise mutilate the whole
or any part of a girl’s or woman’s labia majora, labia
minora or clitoris. Necessary operations performed by
a registered medical practitioner on physical and
mental health grounds and any operation performed
by a registered medical practitioner or midwife on
a woman who is in labour or has just given birth, for
purposes connected with the labour or birth, do not
count as infringement of the law on FGC. Operations
performed as part of gender reassignment, for exam-
ple, do not count as FGC as defined by the law.

Under these laws anyone who performs FGC
could face up to 14 years in prison. In Germany,
offenders can be sentenced to 15 years’ imprisonment.
In 2016 a former midwife, a mother of two girls and
a community leader were each sentenced to
a maximum of 15 months in prison after Australia’s
first criminal prosecution for FGC.

Despite existing legislation the practice of FGC
continues, and this necessitated strengthening of the
UK law and there are proposals to strengthen the legal
framework in Australia [16]. In the United Kingdom,
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the Serious Crime Act 2015 extends the extraterritor-
ial reach of FGC offences, provides anonymity to
victims, creates a new offence of failing to protect
a girl under 16 from the risk of FGC and makes
provision for FGC Prevention Orders to protect vic-
tims and likely victims. It imposes a new duty on
professionals to notify the police of acts of FGC.
Anyone found guilty of failing to protect a girl from
FGC can face up to seven years in prison.

Reporting Requirements and Referrals
in the United Kingdom

In the United Kingdom a health professional who
identifies FGC in a child under the age of 18 years
has a legal duty to report this information to the
police. For the purposes of this duty, the relevant age
is the girl’s age at the time of the disclosure/identifica-
tion of FGC (i.e. it does not apply where a woman
aged 18 or over discloses she had FGC when she was
under 18).

There is no requirement to report a non-pregnant
adult woman aged 18 or over to the police or social
services unless a related child is at risk. It is not
mandatory to report every pregnant woman identified
as having had FGC to social services or the police
unless the unborn child, or any related child, is con-
sidered to be at risk of FGC. Indicators that a girl is at
risk include the following:

o Her family or community is known to practise
FGC.

o There are indications that she is to be taken out of
country for a prolonged period.

o She expresses concern about a planned overseas
travel.

« Her mother or siblings have undergone FGC.

Risk assessment can be facilitated by use of an FGC
safeguarding risk assessment tool [17].

Any suspicion that a child under the age of 18
years has undergone or is at risk of undergoing FGC
should be referred to the Children’s Social Care and
multi-agency FGC safeguarding guidelines should be
followed. The doctor or midwife making the referral
should consult the local safeguarding specialist mid-
wife if such a position exists within the unit.

The psychological health needs of any child under
18 years who has been subjected to FGC should be
assessed, and she should be referred to the appropriate
specialist services.

Recording Information

Healthcare professionals must amply record any iden-
tified or suspected FGC and related safeguarding con-
cerns in the health records, and information should be
shared with the GP and other professionals. When
a patient with FGC is identified, this must be docu-
mented in the medical records regardless of whether
FGC is the reason for presentation. An FGC Risk
Indication System was introduced in the United
Kingdom to help safeguard girls up to 18 years who
are at risk of FGC. An indicator is added to a girl’s
electronic healthcare record, thus alerting other
healthcare professionals.

A mandatory requirement to accurately record
information about FGC was introduced in the
United Kingdom in March 2014. In April 2015, an
enhanced dataset was introduced, requiring health
organizations to record FGC data and return patient-
identifiable data to the Health and Social Care
Information Centre (HSCIC, now NHS Digital).
Data should be submitted every time the woman or
girl has treatment related to her FGC and every time
FGC is identified, not just the first time. Formal con-
sent is not required but the woman should be advised
that information about her FGC will be submitted to
the FGC Enhanced Dataset. She should be informed
that her personal data will be submitted without
anonymization to NHS Digital, in order to prevent
duplication of data, but reassured that all personal
data are anonymized at the point of statistical analysis
and publication.

Care of Women with FGC

Health professionals caring for women with FGC
should ensure that their approach is sensitive and
non-judgemental. Skilled communication (see
Chapter 4) is essential. Discussions, examination and
treatment could trigger flashbacks, and this should
be anticipated. Counselling should be offered as
appropriate to the partner/husband as well as to the
woman.

The law on FGC should be explained. Where it is
necessary to use an interpreter, efforts should be made
to obtain a female interpreter and preferably one who
does not support the practice of FGC. A family mem-
ber should not be used as an interpreter.

Written information should be provided. The
‘Statement Opposing Female Genital Mutilation’
leaflet [18], also known as the FGC Health Passport,
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is a written declaration by the UK government which
stresses that FGC is a serious criminal offence. It is
designed for girls and their families to keep in their
passport, purse or bag and show to families when
there is a threat of FGC.

Antenatal Care

When booked for antenatal care, every woman
should be asked directly if she has undergone FGC
(e.g. ‘Have you been cut ...") and their response
should be documented. Women who disclose FGC
should be referred to the lead clinician for FGC and
a safeguarding risk assessment should be done.
A birth plan should be documented. If the woman
has type 3 FGC she should be offered deinfibulation
(see discussion). Deinfibulation is performed
between 20 and 32 weeks’ gestation, early enough
for the scar to heal before birth.

Intrapartum Care

Some women will require deinfibulation in labour -
because either they have chosen to have it at this time
or the FGC was identified for the first time in labour.
Deinfibulation can be performed in the first stage of
labour to facilitate catheterization and vaginal
examinations.

An episiotomy will usually (but not invariably) be
required. When repairing episiotomies and perineal
tears the operator should take care to avoid reinfibu-
lation. Declining a request from the woman or her
husband to reinfibulate is relatively straightforward;
avoiding a spontaneous reinfibulation (due to apposi-
tion of raw edges), which could leave the surgeon
vulnerable to allegations of intentional reinfibulation,
is more challenging. All findings, repair details and
advice given to the woman should be fully
documented.

Postnatal Care

The type of FGC and its current status, child protec-
tion concerns and advice given to the woman should
be documented, and this information should be
shared with the community midwife, health visitor
and GP. It should be documented in the neonatal
examination charts that the baby has normal genita-
lia (unless there are any recognized congenital
anomalies). Where applicable an indicator should
be added to a baby girl’s electronic healthcare record,
per the FGC Risk Indication System, with consent

from the parent and/or guardian. The mother’s his-
tory of FGC should also be documented in the child’s
Red Book.

Gynaecological Interventions

Women presenting with dyspareunia and some with
urinary problems will require deinfibulation (see dis-
cussion). Those with urethral strictures may benefit
from cystoscopy and urethral dilation. Where there
is doubt, the woman should be referred to a urologist
or urogynaecologist. A multidisciplinary approach
should be taken, so that the associated psychological
and psychosexual issues are also addressed.

Deinfibulation

Deinfibulation (also known as defibulation) is the
division of scar tissue formed by the apposition of
cut labia. The scar tissue may be thin or thick and is
divided by means of a longitudinal midline incision
starting at the narrowed vaginal opening and pro-
ceeding upwards until the urethral meatus becomes
visible. This operation is usually done under a local
anaesthetic, but the woman may prefer a general or
regional anaesthetic for psychological reasons.
Postoperatively woman should be advised to keep
the area dry and clean and to periodically part the
labia so that they don’t spontaneously fuse again.
Suturing is not usually required if the divided scar
tissue is thin.

Educational Resources for Health

Professionals

The Royal College of Obstetricians and Gynaecologists
[7], Royal College of Midwives [19], Royal College
of Nursing [20], Society of Obstetricians and
Gynaecologists of Canada [21], Royal Australia
and New Zealand College of Obstetricians and
Gynaecologists [22], American College of Obstetricians
and Gynecologists [23] and the UK Department of
Health [17, 24, 25] have produced guidelines and educa-
tional materials on FGC for health professionals.

Conclusion

In the United Kingdom and other countries there is
a push for greater enforcement of existing and new
laws against FGC. Health professionals have a major
role to play in implementing the law while also offer-
ing culturally competent care. This role requires an
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understanding of the sociocultural issues, the legal
framework and the safeguarding protocols that apply.

- Female genital cutting is illegal in various
countries. In the United Kingdom it is
illegal not only to perform FGC but also to
take a child outside the United Kingdom for
FGC and to fail to protect a child from FGC.

- Health professionals in the United Kingdom
have a legal duty to report to the police if
a child reports that she has had or is found on
examination to have had FGC.

- Doctors, nurses, midwives and other
professionals should be aware of the legal and
safeguarding frameworks pertaining to FGC
that are applicable in their place of work.

- Complications of FGC include loss of libido, lack
of pleasurable sensation, dyspareunia,
flashbacks, loss of self-esteem and risk of self-
harm. Long-term physical complications include
urinary problems, vulval cysts, subfertility and
difficulties in labour and childbirth.

. Deinfibulation, the division of scar tissue
formed by the apposition of cut labia, may be
required, to facilitate sexual intercourse,
micturition or childbirth. Reinfibulation after
childbirth is illegal.

- Health professionals caring for women with
FGC should ensure that their approach is
sensitive and non-judgemental.
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m Gynaecology

Lih-Mei Liao

Diverse Sex Development

The dimorphic sex categories obscure the important
fact that the embryonic tissues that develop into
testes, penis and scrotum are initially the same as
those that develop into ovaries, womb, vagina, clitoris
and labia. Sex differentiation typically begins at about
six weeks of embryonic life, and a sex-undifferentiated
fetus soon assumes the anatomical structures and
appearance of what we think of as female or male.
Certain genetic conditions may lead to some changes
in the developmental pathway so that the usual mar-
kers of sex — gonads, genitalia and karyotype are not
female- or male-typical.

Historically, the term ‘hermaphroditism’ was
used in Anglophone societies to refer more specifi-
cally to genitals deemed not clearly differentiated.
The hermaphroditic myth of a dual set of function-
ing male and female reproductive organs in one
individual is impossible in humans. Nevertheless,
the term was adopted in medicine from the 1870s,
before the science of anatomy revealed internal
structures/functionality [1]. The term ‘intersex’ was
introduced in 1917 to represent a number of hetero-
geneous conditions, not all of which are associated
with ambiguous external genitalia and some are
associated with physical health problems requiring
medical treatment. Prevalence depends on inclusion
criteria. Using a very broad definition, prevalence of
intersex live births has been estimated to be as high
as one in two hundred [2], although each of the
numerous named condition is very much rarer.

The past two decades have witnessed rapid
advances in molecular biotechnology that have
resulted in the identification of more variants of
intersex conditions so that a different categorization
scheme was needed to facilitate the burgeoning basic
science research. In 2006, the intersex nomenclature
underwent major revision and development in the
(first international) ‘Consensus Statement on the

Diverse Sex Development
. (ritical Biopsychosocial Perspectives

Management of Intersex Disorders’ [3]. The term
‘disorders of sex development’ was invented to
encompass all ‘congenital conditions in which the
development of chromosomal, gonadal or anatomi-
cal sex is atypical’. Genetic diagnosis has begun to
replace clinical diagnosis as the gold standard.
Unsurprisingly, ‘disorders of sex development’ has
been greeted with mixed reactions [4]. ‘Diverse sex
development’ (DSD) is adopted in this chapter to
reflect the fact that many affected individuals con-
sider their bodies different rather than disordered.
The gynaecological subspecialty most likely to work
with women diagnosed with DSD is Paediatric and
Adolescent Gynaecology (PAG) [5].

Until relatively recently, psychologists in the field
have been preoccupied with brain gender research [6, 7]
rather than contributions to health care. Professional
interests have more recently shifted to care provision,
and any psychologically attuned clinician can make
useful contributions. It is, however, argued that
a strong conceptual framework underpinned by trans-
parent social values is foundational [8].

Traditional Medical Management

DSD may present in childhood or adulthood, some-
times alongside other bodily differences and/or medi-
cal problems. Detection in childhood is usually
triggered by visible genital differences, which do not
apply to all conditions. Normalising genital surgery on
atypical genitalia of children who cannot give consent
continues to be controversial. Another major criticism
is the concealment of diagnosis and treatment infor-
mation, especially for girls and women with initial
presentations in adolescence and adulthood.

Phallocentric Gender Assignment in Infancy

Erectile and penetrative potential of the phallus has
been an overriding consideration in male assignment,
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and fertility potential the overriding factor in female
assignment. Children presenting ambiguous genitalia
at birth were assigned female in the ratio of approxi-
mately 9:1 [9].

In the past, paediatricians stated that the decision
to raise a child as a boy should be ‘dictated entirely by
the size of the phallus’ [10] and that phallus size was
‘of paramount importance’ in gender assignment
[11]. Newborn penile size charts were first used in
the 1960s, and any child with a penis of stretched
length of less than 2.5 cm was likely to be assigned
female regardless of the underlying diagnosis [10].
For a child with a 46,XY karyotype, the phallus and
testes would typically be removed and the child would
undergo feminizing genital surgery and female gender
of rearing. The leaning towards female assignment
may also have been influenced by the technical diffi-
culties in penile reconstructive surgery. Multiple pro-
cedures may create a penile structure, but the capacity
for erection and penetration is often limited.

A larger group that presents ambiguous external
genitalia at birth comprises 46,XX children with con-
genital adrenal hyperplasia (CAH). These children,
who have a female-typical karyotype, have been
exposed to male-typical amounts of androgens in
utero. The metabolic consequences relating to salt
loss and dehydration require endocrine management
[12]. The child may present externally with a larger
clitoris and/or fused labia and/or absence of a vaginal
opening and internally with both ovaries, a uterus and
an internal (upper) vagina. Because of their fertility
potential, these children tend to be assigned female.

Childhood Feminizing Genital Surgery

In contrast to the justifiably cautious tone around
penile construction, paediatric urologists have been
much more confident in their ability to construct
female-typical genital anatomies that meet cultural
expectations of appearance and function. Cosmetic
surgery to reduce the size of the clitoris has evolved
from clitoridectomy (amputation of the clitoris) to
clitoral recession (pleating together the erectile tissue
to shorten the clitoris) and clitoral reduction (removal
of the erectile tissue and attempted preservation of the
nerve and blood vessels) [13]. The highly popular ‘one
stage genitoplasty’ means refashioning the scrotal
appearance of the labia where applicable and creating
a vagina at the same time. The vagina has no anato-
mical purpose for the child. Postoperatively, she has

to perform daily dilation to keep the cosmetic vagina
open and, controversially, if too young to manage this,
her adult caretakers would have to perform dilation
on her.

Ambiguous genitalia have been known to many
premodern cultures in different parts of the world,
and community responses have been highly variable
across temporal and geographical loci. Surgery to
erase genital ambiguity began in Europe and North
America in the mid-nineteenth century, though the
rationale is often wholly attributed to the protocol
developed much later in Johns Hopkins in the late
1950s. The protocol was based on the psychological
theory that all infants are gender neutral at birth until
about two years old. From then on, the child’s appear-
ance, including genital appearance, was thought to be
pivotal for unambiguous gender development.
Parents and child must be left in no doubt of the
assigned gender. Parents were advised to withhold
information about the diagnosis and treatments
from the child. This particular gender theory has
been abandoned, and today’s surgeons cannot agree
on ethics and techniques [14]. However, surgery
appears to be continuing [15].

Sexual outcomes of feminizing genital surgery by
definition can only be examined longitudinally, when
the children who have been operated on reach puberty
and adulthood, i.e. many years after the procedures
are initially performed. The widespread practice of
childhood surgery has meant that there are very few
children available for comparative research. Nuanced
longitudinal follow-up of the children may have been
possible, but there has been a collective neglect to
investigate potential multiple outcomes.

Persistent concerns expressed by recipients of
childhood surgery have prompted some clinicians to
recall adults who have been lost to paediatric follow-
up. In a landmark study, 44 adolescent girls with CAH
who had undergone feminizing genitoplasty in child-
hood were reviewed by a team of gynaecologists [16].
Despite multiple childhood operations, nearly all of
the study participants had required further surgery
for either menstrual flow or vaginal intercourse, or
both, in adolescence and adulthood. Case notes
enabled the authors to conclude that the initial sur-
gery had been positioned as ‘one-off’ for the majority
of the participants. These findings raise issues about
how accurately informed were the consenting parents.
Subsequent research has identified more difficulties
with orgasm for women who had undergone clitoral
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surgery [17] and diminished sensitivity specific to the
site of surgery [18]. The quality of the flurry of more
recent reports is variable, but it is undeniable that
there is a groundswell of provider and recipient opi-
nions that interrogate the practice of childhood fem-
inizing surgery.

Adolescent and Adult Presentations

Some DSD conditions are more typically diagnosed in
adolescence and adulthood. For example, women and
girls with Mayer-Rokitansky-Kiister-Hauser (MRKH)
syndrome may present to gynaecological services in
adolescence and adulthood for absence of menarche.
Sometimes the process is triggered by difficulties dur-
ing attempts at a smear test or vaginal sex. These
women and girls are usually physically healthy with
a 46,XX karyotype and functioning ovaries and there-
fore do not require estrogen replacement. They do not
have a womb or a cervix and have a smaller vagina
which the majority elect to have treated (see discus-
sion). Rare subtypes of MRKH may be associated with
certain medical complications.

Women with complete androgen insensitivity
syndrome (CAIS) also tend to present in adolescence
and adulthood. They have a 46,XY karyotype female-
typical external genitalia and a smaller vagina.
Internally, they have testes that produce male-typical
quantities of androgens but lack receptors to decode
them, and they do not have a womb or cervix. Because
of the absence of visible signs at birth, almost all of the
children are reared as female. They may present for
medical investigations in adolescence because periods
have not started - as for MRKH, although in CAIS
some girls may have been presented to paediatricians
prompted by the identification of protruding testes in
the pelvic area. Reports consistently suggest that
women and girls with CAIS identify unambiguously
as female [19].

Secrecy has been central to traditional medical
management of intersex but especially for women
with XY conditions such as CAIS. One would think
that, given the nature of the investigations and treat-
ments, continued dialogue between doctor, patient and
family would be unavoidable. However, difficulties in
getting full diagnostic and treatment information have
been corroborated by personal [20, 21, 22] and profes-
sional accounts [23, 24, 25]. Complaints range from
inadequate information and non-discussion to out-
right deception (e.g. being told that the procedure
was a hysterectomy when testes were being removed).

Some people have taken decades to piece together their
medical history; catalysts in the process might have
been a television programme or magazine article on
intersex, a smear test that could not take place or
fertility investigations that did not identify a womb.
Medical secrecy had hindered for some decades the
development of peer support and psychological care
as well as quality evaluative research.

Gynaecological management is focussed upon
hormonal management in the case of CAIS, and
vagina construction in both CAIS and MRKH.
A number of surgical techniques exist. The type of
surgery would depend on the genital anatomy and
whether or not the woman has already had surgery
[13, 26]. All vaginoplasties are major operations and
complications are not uncommon. Quality scientific
evaluation of morphological, cosmetic and psycho-
sexual impact is sparse.

In the light of the uncertainties surrounding sur-
gical vagina construction which in most circum-
stances would require a dilation regime to be
maintained by the patient afterwards, non-surgical
dilation has become the first line approach for vaginal
agenesis in some countries. Dilation involves daily
insertion into the vaginal space cylindrical shapes
that graduate in width and length, not unlike those
prescribed for women presenting at psychosexual
clinics for ‘vaginismus’. Generally women are advised
to dilate daily for some months and thereafter less
frequently to keep the vagina open unless they engage
in regular vaginal penetrative sex.

Multidisciplinary Team and
Psychological Care

The 1990s saw the emergence of intersex patient
advocacy/support groups campaigning for a number
of changes to clinical management. Some argued that
parental distress should not be treated by surgery on
the child, and that all children should be assigned as
boy or girl without surgery. New and non-medical
narratives of intersex sparked a proliferation of
media reports, psychosocial analyses and ethical
debates in the 1990s and 2000s. Since then, formal
acknowledgment of the need for care from
a multidisciplinary team (MDT) including access to
psychological input can be identified in almost all
clinical recommendations, including the consensus
statement a decade ago [3]. The role of care user
groups is also formally acknowledged in recent care
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documents [27]. The level of implementation is
unknown. By far the most verifiable impact of the
consensus statement is the widespread use of the
term disorders of sex development and exponential
genetic research output.

In terms of access to psychological support, the
consensus statement recommends thus: ‘Psychosocial
care provided by mental health staff with expertise in
DSD should be an integral part of management to
promote positive adaptation. This expertise can facili-
tate team decisions about gender assignment/reassign-
ment, timing of surgery and sex-hormone replacement’
[3]. Whilst the importance of psychological care is fre-
quently alluded to, its remit, scope, theories, methods
and accountability have not yet been coherently articu-
lated [28]. Therefore the range, depth and quality of
psychological work can be expected to be highly variable
between services [29]. It is, however, self-evident that an
individualistic approach based on the diagnosis and
treatment of psychopathology is not appropriate.
In recognition of the need for methodical development
of psychosocial research, practice and education in
DSD, psychologists and care users have recently
founded the European Network for Psychosocial
Studies of Intersex/Diverse Sex Development (www
.europsi.org). Following are example situations that jus-
tify the need for advance psychological skills and con-
ceptualizations including a norm-critical approach to
body differences [30].

Emotional Safety

Qualitative analysis by psychosocial professionals [23]
and narratives published by affected adults [20, 21]
and parents [31] point to a risk of significant psycho-
logical harm in case of poor emotion care [32].
Uncontained emotional distress may render it diffi-
cult for parents to prioritize the child’s future in their
appraisal of the risks of irrevocable surgical interven-
tions for their child; as such it compromises the prin-
ciples of informed consent [33].

Atypical sex anatomies fascinate clinicians and
researchers so that intimate examination and medical
photography may not always be optimally managed
[see 20]. Professional eagerness to correct what is
deemed an aberration could set off a negative chain
reaction in affected people and their families, making
open communication within families a near impossi-
bility. An important role for psychosocial profes-
sionals is to facilitate team reflections, to prioritize
emotional containment for affected persons [32] and

to help to overcome the significant communication
barriers imposed by the binary language on sex and
gender [29].

Gender Assignment

As aresult of the emergent evidence from adolescents
and adults, it is now generally accepted that phallus
size alone should not dictate gender assignment.
Some XY adolescents and adults who had been female
assigned and subjected to feminizing surgery have
reported latent gender dysphoria leading to reassign-
ment to the male gender [34]. It had been assumed
that all XY babies with ambiguous genitals were infer-
tile but, with the advent of intracytoplasmic sperm
injection, there are reports of pregnancies even in the
presence of oligospermia or even azoospermia for
people with a number of 46,XY diagnoses [35, 36].
Furthermore, recent reports suggest that a stable gen-
der identity is possible in male assigned adolescents
with 46, XX CAH [37].

Gender assignment of infants with DSD is cur-
rently understood as a collaborative process between
team and family, taking into account the results of
a range of investigations as well as parental prefer-
ences that may be influenced by family, culture and
religion. Given the negative reports on feminizing
surgery from XX and XY individuals however
assigned, and some possibility of reassignment in
adolescence and adulthood, a more conservative
approach to childhood genital surgery is needed.

The process of gender assignment and decision-
making about normalizing surgery is characterized by
uncertainties and dilemmas and can be expected to be
highly stressful for parents [31]. Psychological sup-
port from professionals and user groups is pivotal.
It is a team responsibility to protect the time and
space for parents and support staff to manage emo-
tional distress so that the future of the child can be at
the forefront of clinical decisions. An alternative psy-
chosocial care pathway should be developed for
families who opt to delay surgery [38].

Managing Stigma

Stigma is defined as a negative sense of social differ-
ence from others or as an adverse reaction to the
perception of a negatively evaluated difference [39].
This ‘difference’ is outside of the socially defined
norm and therefore deeply discrediting [40]. Fear of
devaluation can be part of the psychological landscape
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of many XY women [23]. Research participants have
also spoken of feeling like outsiders un-entitled to
relationships [24]. Supported exploration of feelings
of stigmatization is perhaps the most important focus
in psychosocial interventions for the adult woman.
Stigma, shame and avoidance often surface in dilem-
matic decisions on self-disclosure about DSD in social
situations [25]. Openness is generally felt to be high
risk (e.g. ‘people would flip if they find out’), whilst
withholding information may be experienced as
a moral lack of integrity (e.g. ‘what kind of person
does my secrecy make me?’).

Whereas a person can choose not to disclose in
many situations, given the presence of physical signs
including those left behind by surgery, choosing not
to disclose to sexual partners is more difficult. Some
individuals may withdraw from intimate relations in
order to avoid having to explain. Avoidance and safety
seeking despite a desire for relationships and intimacy
can persist for years. Distress may be expressed in
seeking (further) surgery to afford ‘normality’ in iden-
tity, relationships and sexual practices. However,
expressions of happiness and joy appear to be far
more identifiable in the narratives of people who
embrace their differences and engage with likeminded
people [32].

Parents may require assistance to talk to their
child about DSD in developmentally appropriate
ways and to encourage the children to ask questions.
Fear of shaming and stigmatizing the child may
make this task challenging even for the most com-
mitted parents [32]. Talking to the child may mean
also talking to siblings and perhaps the extended
family and wider communities. This is easier said
than done. Paediatric psychological interventions to
support parental tasks should receive adequate
resource allocation to translate this recommendation
into reality.

Reconsidering Sex

The belief that all genitals look discretely male or
female and that they are not only capable of but are
naturally inclined towards blissful union with each
other seldom comes into question in society.
The normalization/naturalization of genital inter-
course frames a wide range of pleasurable and mean-
ingful sexual experiences as ‘other’ and vastly limits
the construction of these experiences as satisfying and
affirming. It is unsurprising that many women with
DSD who have already accessed pleasurable sexual

experiences seek vagina construction in order to
‘have sex’, reflecting a strong linguistic and conceptual
conflation of ‘sex’ and coitus in society [24]. In other
words [41], ‘Full genital performance during hetero-
sexual intercourse is the essence of sexual functioning,
which excludes and demotes nongenital possibilities for
pleasure and expression’ (p. 53, emphasis original)

Research has identified a higher prevalence of
anticipatory and experienced sexual difficulties
regardless of diagnosis and whether or not women
have undergone genital surgery [24, 41, 17, 42, 43].
In psychosexual education and support, a move away
from ‘normal sex’ and a greater emphasis in sensuality
rather than gender performance can offer greater
scope for pleasure as people become more open to
opportunities for good-enough sexual relating [28].
Therapeutic exploration might focus on the develop-
mental trajectories of the following: (1) gender posi-
tioning of self; (2) gender(s) of preferred partners; (3)
body perceptions; (4) sexual concerns and experi-
ences — actual and fantasized; (5) sexual and relation-
ship aspirations and (6) knowledge and attitude
relating to a range of sexual activities.

Some of these ideas were taken up in the develop-
ment of a vagina dilation protocol as a less invasive
alternative to surgery for women seeking vagina con-
struction [44, 45]. The development was in response
to some of the difficulties aptly expressed by a research
participant: ‘T felt ... like [] I hadn’t learned all the
social sort of skills that were needed to [] you know to-
to establish a relationship and that maybe that was the
main problem, and having a vagina wouldn’t really
help ... there’s more going on than just vaginal
length’.[24, p.579] Unlike surgery, self-managed dila-
tion takes several months which affords time and
space to rethink sexuality [44]. Engaging materials
have been developed by a user advocacy group (www
.dsdteens.org) to enable more services to access the
multidisciplinary approach.

Facilitating Informed Choice

DSD does not preclude people from living well.
However, the diagnosis could propel individuals into
dilemmatic decisions. Although psychological sup-
port is more clearly indicated at the point of the initial
diagnosis, there are subsequent time points where
such help may also be beneficial. A few brief examples
are as follows.

In infancy and early childhood, parents may be
presented with the option of feminizing surgery. As it
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does not affect the child’s health, DSD teams should
ensure that it is presented as a choice, and give weight
to non-intervention also as a choice [33]. Parents
should be allowed plenty of time to recover from the
shock of the diagnosis, digest all of the information,
consult with support groups if they wish and, most
importantly, bond with their child [31]. When parents
decide on normalizing surgery, they are likely to be
seeking ‘normality’ for their children in future identity,
sexuality and relationships. Psychosocial professionals
can gently guide parents to question what is normal in
identity, sexuality and relationships. They can help
parents to weigh up the reality of the surgical trajectory,
which may involve repeat operations and examina-
tions, and uncertainties about the anatomical and psy-
chological impact. For the currently small proportion
of parents who decide to defer surgery until their child
can give consent, psychological input may need to be
intensified, to co-create the best approach to educate
and support the affected child, the siblings, the
extended family and perhaps the wider community.

In the past, prophylactic gonadectomy was routine
for XY girls and women to reduce cancer risks and for
gender compatibility. The patient would require hor-
mone replacement therapy for long-term health [46].
In recent years, more women with functioning testes
are choosing to retain their testes to avoid taking
exogenous hormones. Ongoing research suggests
that the cancer risk is relatively small for some condi-
tions but high for others [47]. Decision counselling
regarding the gonadectomy trade-off can support
women to make an informed choice.

Choice is important not just for surgery. Studies with
other populations suggest that genetic testing could pose
significant dilemmas for family members who may
struggle to discuss certain conditions and carrier status
[48]. The Androgen Insensitivity Syndrome Support
Group in the United Kingdom (www.aissg.org) has
documented how genetic testing could fill people with
dread about having to discuss DSD within the family.
A collaborative approach means plenty of time and
opportunities to help people explore the potential impli-
cations of genetic testing for family relationships, as well
as education and support for potential carriers to con-
sider the implications (including the communication
challenges with the next generation) [29].

This leads to the issue of supporting individuals
and couples in their parenthood considerations.
Choosing to be childfree is entirely valid for all indi-
viduals and couples with or without a DSD diagnosis.
For those who wish to be parents, adoption is a viable
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option across all diagnostic groups. In terms of ferti-
lity potential, women with CAH have a uterus and
ovaries and the potential for natural conception and
pregnancy subject to optimal steroidal replacement
[12]. Regarding assisted reproduction, women with
MRKH have ovaries but no uterus and therefore the
potential to have genetic children via surrogacy.
Fertility considerations for XY women can be com-
plex. Women with gonadal dysgenesis have an
intact Miillerian system and can carry a pregnancy
conceived via ovum donation and in vitro fertiliza-
tion. There are reports of pregnancies successfully
carried to term for this group of women [11]. For
women with CAIS, sperm could potentially be aspi-
rated from a testis and used to fertilize an ovum which
could then be carried by a surrogate. The ethical and
psychosocial considerations are complex and there
are no reported cases in the literature.

Consumption of assisted reproductive technology
is characterized by overwhelming uncertainties and
dilemmas. Complex treatment with uncertain timing
and outcome should not be presented as
a straightforward solution for a desire or longing,
however understandable. Rather, many individuals
and couples need psychological input to manage
expectations and emotions and to maintain a healthy
engagement with the broadest possible range of life
goals [49].

Public Engagement and Education

Medicine has helped to preserve the sex and
gender dichotomy by erasing anatomical characteris-
tics that speak of the continuity between maleness and
femaleness. The secrecy and taboo has resulted in an
impoverished linguistic framework with which to
address diverse sex characteristics. Normalizing inter-
ventions can be physically and psychologically costly
for some individuals. Medicalization can furthermore
marginalize systemic solutions, perhaps especially
public engagement with DSD.

Social tolerance that fosters self-acceptance in
individuals born different reflects a healthier society
than social intolerance that fosters shame and
stigma that underpins normalization. Public under-
standing is a possible goal. Bodily characteristics
deemed insufficiently gendered do not only affect
people with DSD but the general population. For
example, healthy men may also have breasts and
healthy women may not, and healthy men may
have sparse facial or body hair and healthy women
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may have a lot. The burden of social pressure to do
gender in particular ways is widely shared in
society.

Summary

DSD encompasses numerous congenital conditions
associated with atypical development of chromosomal,
gonadal or anatomical sex. Traditional medical manage-
ment has been dominated by a surgical focus. Phallus
size was the main consideration in gender assignment of
babies with ambiguous genitalia, and there has been
a leaning towards female assignment. Longitudinal eva-
luation has been sparse. Strong reservations from adults
so treated as children and recent research have
prompted a re-examination of the approach.

A shift from a surgical focus to multidisciplinary
team working is evident in clinical recommendations.
Integral psychological care is now emphasized. Perhaps
most importantly, the role of care user groups in ser-
vice development and peer support is now acknowl-
edged. The change in ethos has not eliminated
normalizing interventions, but it has opened up more
possibilities for psychosocial professionals and care
users to explore a wider range of narratives and educa-
tional strategies relating to diversity in sex and gender.

- Terms such as ‘hermaphroditism’, ‘intersex’
and ‘disorder of sex development’ have been
used to describe atypical development of the
lower genital tract, but these terms have
limitations. ‘Diverse sex development’ (DSD)
is adopted by some workers to reflect the fact
that many affected individuals consider their
bodies different rather than disordered.

- DSD conditions may be diagnosed at birth or
later, when an adolescent girl presents to
gynaecological services with primary
amenorrhoea.

- For children diagnosed at birth, the process of
gender assignment and decision-making
regarding surgery to normalize the genitalia is
characterized by uncertainties and dilemmas
and can be highly stressful for parents.

- A more conservative approach is currently
advocated for medically non-essential surgery
in childhood. Issues of informed choice and
consent to treatment should be addressed
through a transparent process.

- The management of DSD across the life span
requires a multidisciplinary team approach
including access to psychological input and
involvement of care user groups.

« Although the importance of psychological care
is frequently alluded to, its remit, scope, resource
allocation, methods and accountability have not
yet been coherently articulated.
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Introduction

A wide range of gynaecological conditions is managed
within paediatric and adolescent gynaecology
(PAG). Broadly speaking the conditions can be
subdivided into general PAG, disorders of puberty
and adolescence and developmental abnormalities.
(Developmental abnormalities are not discussed in
this chapter and are covered in Chapter 10.)

The aim is to explore the interaction between
gynaecological health and the changes occurring in
childhood and through adolescence. Suggestions for
clinical practice (in both paediatric and adult settings)
will be discussed. There is a distinct lack of empirical
study in this area, so clinical case law and extrapola-
tions from other areas of paediatric and adolescent
health will be the basis for this discussion. Adolescent
health as a specialist area and the needs of young
people are increasingly being discussed and addressed
[1], but no specific guidelines exist for children and
young people presenting in gynaecology, and few
studies examine the views of those accessing gynaeco-
logical services [2]. Training tools are being developed
but clinicians often have to navigate consultations
using the skills they have developed as either
a paediatrician or adult clinician. The need for further
research and professional training will be outlined,
and the importance of the integrated, multidisciplin-
ary approach will be emphasized.

The term ‘young people’ will be used to refer to
those aged 11-25, to reflect the developmental
changes occurring during these years. Physically,
they are experiencing pubertal changes and, cogni-
tively, they are moving from concrete to more
abstract thinking. In terms of social and self-
development, young people are acquiring auton-
omy and beginning to broaden their focus from
salient tasks of childhood (e.g. friendships and aca-
demic goals) to include emerging tasks of adult-
hood, such as work, partnership and family [3].
Neurologically, the brain undergoes a period of
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significant remodelling from early adolescence
into the third decade of life. The structural, con-
nective and neurochemical changes allow young
people to be primed for salient developmental
tasks (e.g. the primacy of social reward systems,
to prompt relationship building outside of the
immediate family). Predominant neural circuits
become more efficient and the integration of brain
functions increases [4].

Communicating with Children, Young
People and Parents

Clinicians need to build rapport and sustain discus-
sion in order to know what children and young people
understand about their condition and treatment and
the fears they may have. Having an interest in the
individual patient will enable rapport and lead to
more effective history-taking, information giving
and health education [5]. Key communication skills
enable dialectical, rather than didactic, discussion
with children and young people presenting in gynae-
cology: avoiding problem-saturated talk; asking ques-
tions in an easy-to-answer way; acknowledging that
you expect them to have different perspectives and
shaping discussion by using analogies that fit with
their interests. It should be said that these skills are
equally important when working with adults.

Children and young people can be reluctant to
offer up information early on in the clinical relation-
ship, especially considering their stage of self-identity
and body image development and the likely embar-
rassment of discussing gynaecological issues.
Assessment and treatment planning might need to
happen at a slower pace to facilitate trust. Young
people describe the importance of staff consistency
and civility, accessible services, age-appropriate infor-
mation and education, and support around their emo-
tional, social and developmental needs being
impacted upon by their health [6].
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Managing the patient-parent-clinician triad of
communication is key, and the child or young person
has to remain central to the consultation. Asking
questions directly to them and giving the young per-
son the opportunity to be seen alone are vital. This
might constitute just two minutes of the consultation
with an 11-year-old and the entire time with a 25-year
-old. Equally, some pre-teens will feel confident to
have more time alone, and some 20-somethings will
want their parent or partner in the room for most of
the time. It will work best if clinicians and depart-
ments offer the opportunity to be seen alone as stan-
dard practice, thus being able to normalize and
explain the reasons for it. Parents of 11-16s could
usefully be given information about confidentiality
and being seen alone, prior to the appointment, either
in the post or when booking in upon arrival.

Parents will have their own needs in relation to
their child’s health and they are an important source
of support for them, so their questions and concerns
must be elicited and addressed, yet not at the expense
of supporting the child’s ownership of their health
issues or the development of the young person’s
autonomy within the consultation.

Examining Children

Approaches to examining the genital area in child-
hood depend on age and developmental stage. At all
ages it is important to establish a good rapport with
the child and carer first. The examination setting
should be child-friendly and contain pictures and
activities to reassure and distract the child. A normal
examination couch is sufficient for examination in
the ‘frog leg’ position. A couch that children can
‘help’ to raise and lower is a useful distraction tool.
Younger children can be examined on their mother’s
knees or lap.

Babies and toddlers up to about 2 years or 3 years
are accustomed to having their nappy changed, and
there is usually no difficulty examining the genital
area. Examining older children with developmental
difficulties varies from child to child. In both cases the
presence of a familiar, reassuring parent or carer is
essential and it may be that the parent is needed to
help with the examination - for example by separating
the labia to allow the examining doctor or nurse to
inspect the vestibule and peri-urethral area. At about
4 years of age children become aware of the ‘private’
nature of the genital area. Before starting any exam-
ination, a discussion should be held with the child and

the parent explaining the reasons for examining
the genital area, an explanation given to the child
outlining what is going to happen and reassurance
provided that the examination will be halted if
requested. It is good practice to explain to the child
that the genital area is ‘private’ so that normally only
a parent/carer and in certain cases a doctor or nurse
should be looking or touching that area. Throughout
the procedure, age-appropriate explanations should
be provided to describe exactly what is happening.
Note that the hymen and vestibule are extremely
sensitive before puberty and that even taking a swab
will be painful for the child. Digital or instrumental
vaginal examination is very rarely indicated in pre-
pubertal girls. If so, this should be conducted under
a general anaesthetic. Once the examination is com-
plete, the child should be told how helpful she was and
thanked for agreeing to be examined [7].

Examination of a child when there is a disclosure
or concern about sexual abuse is a specialized area and
the local Sexual Assault Referral Centre (SARC) or
specialist service should be contacted.

Although it is impossible to cover every condition
seen in PAG within the confines of this chapter, sev-
eral conditions have been chosen to highlight the
significant biopsychosocial aspects which need to be
considered in order to manage these conditions in
a holistic manner. This list is by no means exhaustive,
and many other conditions may also have overt or
more difficult to elicit biopsychosocial implications.

Vulvovaginitis

Redness, irritation and discomfort of the external
genitalia and dysuria are the common symptoms of
what is called vulvovaginitis (VV) in prepubertal
girls. Vaginal discharge is sometimes present. VV is
ascribed to the low oestrogenic environment of the
prepubertal genital area once the influence of intra-
uterine maternal oestrogens has worn off in infancy
resulting in thin, sensitive external genitalia.
Aggravating factors for VV are thought related to
hygiene, though the evidence for this is not robust.
Some young girls have considerable difficulties
which include missing school. Infection, especially
with streptococcus, needs to be excluded, as does
identifying a vaginal foreign body. Swabbing the
genital area is painful for young girls. Girls pre-
senting with problematic vulvovaginitis need
a sensitive enquiry into all aspects of their physical
and emotional health. The possibility of sexual
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abuse, or other psychological issues, e.g. bullying at
school, needs to be looked into. A multidisciplinary
approach with a paediatrician, specialist in vulval
disorders and psychologist can be very helpful in
severe or persistent cases [8].

Lichen Sclerosus

Lichen sclerosus (LS) is an uncommon inflammatory
skin disorder with a predilection for the anogenital
area. The cause is unknown but there are genetic and
autoimmune associations. The disease is mostly seen
in prepubertal and postmenopausal females.
The lesions present as sharply demarcated white pla-
ques encircling the vagina and anus. Pruritus, dysuria,
bleeding and constipation are the dominant com-
plaints, although patients may be asymptomatic.
Delay in diagnosis and/or misdiagnosis are reported
and cause significant problems and frustration for
both the patient and her family. Lesions may mimic
the findings of sexual abuse. An experienced clinician
can usually make the diagnosis of lichen sclerosus by
examination alone, but skin biopsy is recommended if
the diagnosis is not certain, or if another vulvar skin
disease might be present. Potent corticosteroids are
very effective in symptomatic treatment [9].

Traumatic Gynaecologic Injuries
(Including Straddle Injuries and
Puncture Injuries)

Accidental trauma is commonly seen in the prepuber-
tal girls, with straddle injuries the most prevalent.
Sexual abuse must always be a consideration in the
evaluation. Genital injuries in girls often cause great
anxiety because of the location and concern for future
gynaecological and sexual development. The non-
oestrogenized prepubertal genital tissues are friable
(with excellent blood flow) and lack distensibility and,
therefore, even minor trauma can cause injury and
bleeding which may appear extensive. Though uro-
genital trauma frequently raises the question of sexual
abuse, it is uncommonly associated with it. It is
important to be able to correlate the history of the
injury with physical findings on examination.
Thorough documentation and appropriate referral
of cases suspicious for abuse is a priority of care.
The majority of cases require no surgical intervention;
however, penetrating injuries or hemodynamic
instability may require immediate laparotomy or
laparoscopy [10].

Delayed and Precocious Puberty

in Girls

Normal, true or central GnRH-driven puberty in girls
usually begins with thelarche (the onset of breast
buds) which can start anywhere between age 8 and
14 but typically start about age 11 years. Pubarche (the
onset of pubic hair) is usually caused by secretion of
adrenal androgens, the initiation of which is termed
adrenarche. Pubarche usually follows thelarche by
a few months, with menarche (the onset of periods)
usually starting about 2 years after breast buds are first
noticed. Girls have their growth spurt fairly early in
puberty and by the time they start their periods, a lot
of their growing will have been done. Most girls will
have started their periods by the time they are 13 and
finish growing by about the age of 15. It is normal for
there to be some variation in the age at which puberty
starts and most girls will start theirs 2 years before or
after the average. Thus 95% of girls start their periods
between the ages of 11 and 15. Problems most com-
monly arise through ‘mistiming’ of puberty which is
either early (‘precocious’) or delayed.

In the last 20 to 30 years there has been a great deal
of controversy over the issue of timing of puberty in
girls with concerns about vulnerability and sexualiza-
tion of a generation of girls reaching puberty earlier
than previous generations and before they are emo-
tionally ready. Longitudinal studies from the 1990s
show that while thelarche, especially in black girls,
may be earlier than studies done in the 1950s sug-
gested, the age of menarche is only minimally earlier,
with most current studies documenting an average
age between 12 and 12.5 years, only four months
younger than documented in the mid-twentieth
century.

Precocious Puberty

Causes of abnormally early pubertal maturation may
be separated into GnRH-dependent and GnRH-
independent processes.

Central precocious puberty is GnRH-dependent,
resulting from activation of the hypothalamic-
pituitary-gonadal axis by a variety of central nervous
system abnormalities, including malignancies,
trauma, infection, malformation, neurocutaneous
syndromes. However, by far the most common is
idiopathic.

Two common variants of GnRH-independent
precocious puberty exist. Premature thelarche refers
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to the isolated development of breast tissue. Typically,
there are no other pubertal findings, such as acceler-
ated linear growth, rapid progression of breast devel-
opment or advanced skeletal maturation. Classical
premature thelarche does not progress and usually
regresses over several months. It often occurs in tod-
dlers but may also be seen in older girls.

Premature adrenarche is a variant in which mildly
elevated concentrations of adrenal-derived androgens
cause gradually progressive pubic and/or axillary hair
growth. Breast development is absent, and skeletal
maturation may be mildly advanced [11].

Psychosocial effects of early normal
and precocious puberty

Psychosocially, early puberty raises concerns about
being different from peers and, for example, having
to cope with periods while still in primary school.
Significant concerns arise in relation to physical and
sexual maturity not being accompanied by emotional
maturity and the vulnerability that can arise as
a result. The long-term behavioural and emotional
outcomes of girls with puberty occurring in the nor-
mal time frame but earlier than average suggest that
adverse outcomes are limited to adolescence with
more risk-taking behaviours, including being delin-
quent and advanced sexual experiences. By adult age,
there were no differences in psychosocial adjustment
between the early- and late-developed women [12].

The relevance of these studies to those with true
precocious puberty is unclear, and there is little cur-
rent literature addressing this subject.

Delayed Puberty in Girls

A girl who has not reached thelarche by the age of 13 is
considered to be delayed.
Causes include:

 constitutional delayed puberty, more likely to
occur if the mother started her periods after age 14.

+ decreased body fat seen in girls who are very
athletic, particularly in gymnasts, ballet dancers
and competitive swimmers.

o decreased body fat seen in girls with anorexia
nervosa — see ‘Eating Disorders’.

o chronic illnesses in which body fat is often
decreased, e.g. inflammatory bowel disease where
it can be a presenting feature.

» primary ovarian insufficiency with Turner
syndrome being a major cause.

o damage to the ovaries due to radiation, usually to
treat leukaemia or certain other kinds of cancer.

o pituitary insufficiency, which may be
accompanied by evidence of other pituitary
disorders.

Menstrual Disorders in Adolescence

In the United Kingdom, the onset of puberty occurs at
approximately 10 years of age, with a median age of
menarche of 12.9 years. The establishment of regular
menstrual cycles can take several more years.
Variations in menstrual patterns (frequency, volume,
duration, irregularity) can create anxieties regarding
ill health or serious underlying disorders.

Normal Menstrual Cycle

The hypothalamic-pituitary-ovarian axis is active dur-
ing fetal life and quiescent during childhood. It is reac-
tivated at puberty due to removal of the inhibitory
mechanisms that are responsible for the release of gona-
dotrophin-releasing hormone from the hypothalamus.
This results in increased pulsatility of follicle-
stimulating hormone and luteinizing hormone.
Menarche occurs towards the end of puberty when the
complex cascade of hormonal events results in sufficient
oestrogens to promote endometrial proliferation [13].

Early menstrual life is associated with anovulatory
cycles. The frequency of ovulation is related both to
the time since menarche and age at menarche. Early
menarche is associated with early onset of ovulatory
cycles. When the age at menarche is <12 years, 50% of
cycles are ovulatory in the first year. In contrast, it
may take 8-12 years after menarche until females with
later-onset menarche become fully ovulatory [14].

The menstrual problems experienced by young
people include dysmenorrhoea, oligo/amenorrhoea,
heavy menstrual bleeding and premenstrual syn-
drome. There is currently a limited exploration of
health-related quality of life and menstrual problems
in the younger age range, but studies suggest lower
quality-of-life scores across physical health and psy-
chosocial health domains. Comparing these scores
with those from other studies of chronic diseases
demonstrates statistically lower scores than adoles-
cents with cystic fibrosis and a lower score in psycho-
social health compared with adolescents with juvenile
arthritis [15].

Dysmenorrhoea may impact more upon physical
functioning and school attendance and amenorrhoea
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more upon psychosocial functioning [16], but very
little has been studied about psychosocial functioning
in young people with menstrual-related problems and
much more research is needed.

A young person’s experience of these difficulties
will be influenced by their understanding and beliefs
about what is happening to their body and develop-
mentally appropriate information and education will
be needed, with an awareness of the person’s cultural
context, and further assessment and support for
young people showing the lowest mood and/or social
functioning should be considered.

Menstrual Suppression in Adolescents

Physicians who treat adolescents commonly use
extended cycles of combined hormonal contraception
to treat menstrual symptoms. This is in keeping with
the preference of many adolescents to experience
fewer menses (also of reproductive health
professionals).

Some of the conditions for which extended cycles
have been specifically studied are premenstrual syn-
drome, dysmenorrhoea and menorrhagia, headaches,
haematology and oncology disorders, and menstrual
hygiene.

Menstrual Problems in Adolescents
with Physical or Developmental
Disabilities

For adolescents with physical or developmental dis-
abilities, the onset of menstrual cycles, the expression
of sexuality and the possibility of abuse can provide
many challenges for patients and their caregivers [17].
Patients and caregivers will often present for help and
direction, from anticipatory guidance before
menarche to assistance with menstrual suppression,
hygiene and menstrual symptoms [18].

Concerns regarding the onset of menarche can
include behaviour deterioration, vulnerability to
pregnancy or difficulty managing the actual bleeding.
Although it is important to acknowledge the concerns
these often-overwhelmed parents/carers feel, for gen-
eral health and optimal growth, the adolescent should
usually be allowed to go through puberty at their pace
and timing. Once the menses have started, the effects
on the teenager can be addressed [17].

The menstrual flow, whether normal or abnormal,
may affect daily living for these young women by
causing difficulties in maintaining hygiene or the

resulting behaviours. For some teenagers with devel-
opmental delay, blood may be associated with pain
or injury and the concept of ‘normal’ blood may be
difficult to understand. Thus the sight of menstrual
blood can be extremely distressing to the patient.
Cyclical mood or behaviour changes can be
a manifestation of dysmenorrhoea in non-verbal
patients. The patient’s behaviour can be significantly
affected, especially in teenagers with autism.

The available modalities of treatment for men-
strual suppression include depot medroxyprogester-
one acetate (DMPA) injections, continuous oral
progestogens, continuous combined hormonal con-
traceptives and gonadotrophin-releasing hormone
(GnRH) analogues. Surgical options include insertion
of a levonorgestrel-releasing intrauterine system and,
rarely endometrial ablation or hysterectomy [19].
Complete amenorrhoea is difficult to obtain with
any hormonal treatment, and scheduled withdrawal
bleeds may be better tolerated than erratic unpredict-
able bleeding. The choice of treatment can only be
made in partnership with the parents/carers and the
young woman herself. If after full explanation therapy
is warranted, an assessment of bone mineral density
(BMD) status should be made and other factors such
as acceptability of injections, oral medications or
patches, anticonvulsant use, thromboembolic risk
factors, family history of malignancy, patient weight
and need for contraception should be assessed.
Surgical options should be considered a last resort
when symptoms are severe and other treatment
options have failed. The ethical and legal situations
are also difficult in a patient who is unable to under-
stand the issues surrounding surgery and likely steri-
lity which would be a consequence of endometrial
ablation or hysterectomy.

Eating Disorders

Eating disorders begin mostly in adolescence and may
hinder or delay adolescent development. They have
long-standing physical and psychosocial effects in
adulthood. Although the rates of eating disorders
continue to increase, the age of onset remains
unchanged. The peak age of onset is 15 years of age,
which corresponds with the time of greatest adoles-
cent challenges [20,21].

The onset of puberty starts the process during
which adolescents have to adapt to a changing
body and new demands of maturing sexuality. Very
early puberty in girls has been associated with
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depressive disorders, eating disorders, disruptive
behaviour disorders and comorbid depression and
substance disorders [22].

The presenting symptom of eating disorders may
be menstrual irregularity and therefore may present
to the gynaecologist.

There are three major groups of eating disorders:
anorexia nervosa (AN), bulimia nervosa (BN) and
those who have features of an eating disorder but do
not fit the criteria for either AN or BN, referred to as
eating disorders not otherwise specified (EDNOS),
which accounts for the majority of adolescents pre-
senting for treatment.

The features of AN are self-imposed weight loss
leading to a weight less than 85% of that expected for
age and height, a distorted body image in which
patients see themselves as being too fat, an intense
fear of gaining weight and amenorrhoea for at least
three months.

The main feature of BN is the binge episode in
which a large amount of food is consumed over
a short period of time. The binge is associated with
a feeling of lack of control and is followed by beha-
viours such as self-induced vomiting, excessive exer-
cise, periods of prolonged starvation or the use of
laxatives.

The EDNOS group comprises those who have not
yet lost enough weight to meet the criteria, who have
been amenorrhoeic for less than three months, who
purge but do not binge and who binge but do not
purge. The female athlete triad also falls under this
category [23].

The Female Athlete Triad

The athlete triad refers to the combination of low
energy availability, menstrual dysfunction and low
BMD.

Energy restriction in female athletes: This ranges
from an inadvertent decrease in energy intake or fail-
ure to increase caloric consumption for exercise to
pathologic restrictive behaviours in the context of
eating disorders. The prevalence of disordered eating
ranges from 1% to 62% in female athletes with higher
rates in sports reliant on weight categories or lean
build (e.g. gymnastics, running, dancing) [24].

Menstrual dysfunction: From delaying the onset
of menarche, oligomenorrhoea and amenorrhoea,
exercise can impact menstrual function in several
ways. These disorders occur in 12% to 79% of female
athletes and are more prevalent in lean sports [25].

Low BMD: This ranges from optimal bone health
to osteoporosis. The International Society for Clinical
Densitometry recommends that BMD in children and
premenopausal women be expressed as Z-scores.
A Z-score below -2.0 is termed low bone density for
chronological age. Osteoporosis in children refers to
the presence of both a fracture history and low BMD.

Low energy availability and hypo-oestrogenism
have independent and cumulative effects on bone
health. It was previously thought that low BMD was
solely a function of hypo-oestrogenism, but weight
gain has been reported to have favourable effects of
BMD, whereas lack of complete recovery of BMD
with oral contraceptive pills in patients with AN or
exercise-induced amenorrhoea suggests that oestro-
gen levels are not the only factor involved in the
maintenance of BMD [26].

Management of eating disorders and the female
athlete triad is multidisciplinary and should involve
a physician, dietician and, if an eating disorder is
present, a mental health professional. Treatment
should aim for nutritional recovery, which offers the
best response in terms of BMD and the metabolic
abnormalities seen in these patients [27]. Nutritional
rehabilitation is associated with restoration of menses
at weights approximately 90% of the median for age
and height [28].

The mainstays of treatment are nutritional ther-
apy, psychological therapy including psychotherapy,
cognitive behavioural therapy and family therapy
which have been shown to be of benefit [29].

Pharmacological therapy may include antidepres-
sants and anxiolytics [29]. Calcium and vitamin
D supplements may be necessary [30]. The oral con-
traceptive pill, in the absence of nutritional recovery,
has not had consistent efficacy in reversing low BMD
and may provide false reassurance while the under-
lying problem of energy deficit continues to under-
mine skeletal health. Exogenous hormone-induced
monthly bleeding will also obscure resumption of
spontaneous menses, an objective indicator of return
to biological health.

Due to a lack of safety data in women of repro-
ductive age, bisphosphonates should be avoided [27].

Premature Ovarian Insufficiency

Premature ovarian insufficiency (POI) arises from
a predetermined reduced number of ovarian follicles
at birth, accelerated follicular atresia or follicular dys-
function [14]. The majority of cases are idiopathic
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(90%) but known causes include ovarian injury due
to chemotherapy, radiotherapy or surgery, and
genetic factors involving the X chromosome. It has
also been associated with autoimmune diseases, infec-
tions and smoking. In adolescents with POI,
a karyotype should be performed to rule out sex
chromosome translocation, short arm deletion,
X chromosome excess or deficiency or the presence
of an occult Y chromosome, which is associated with
an increased risk of gonadal tumours. About 16-20%
of women who are carriers of the permutation of
Fragile X syndrome (FMR1 gene) experience POI
and must undergo testing for this permutation [31].
Up to 40% of women with POI have autoimmune
abnormalities, usually autoimmune thyroiditis.
Approximately 20% have an autoimmune disease
such as diabetes, thyroid disease or adrenal disease.

Adolescents with POI have a 5-10% chance of
spontaneous conception at some time after diagnosis
[32]. Appropriate contraceptive advice must therefore
be given to avoid unwanted pregnancy. Referral to
a reproductive medicine clinic for counselling regard-
ing fertility options is also appropriate. This would
usually involve donor egg in vitro fertilization and
embryo transfer.

Oestrogen deficiency should be corrected to avoid
symptoms including vasomotor symptoms, atrophic
vaginitis and dyspareunia. These women are also at
risk of osteoporosis and cardiovascular disease.
Adolescents with POI should be given appropriate
counselling prior to starting oestrogen replacement
therapy.

The three management issues in adolescents with
this condition are the effect of the diagnosis on the
psychological health of the patient, the consequent
fertility issues and the short- and long-term effects
of oestrogen deficiency. Adolescents and their parents
may experience a sense of helplessness, anger, sadness
and guilt which may also give rise to a negative impact
on body image and perception of femininity.
Evaluation by a psychologist is important to evaluate
levels of depression, anxiety and coping mechanisms.

Contraception in Adolescents

Hormonal contraceptives are prescribed to adoles-
cents for a range of indications including contracep-
tion, dysmenorrhoea, endometriosis, ovarian cyst
suppression, polycystic ovarian syndrome, dysfunc-
tional uterine bleeding and hormone replacement
therapy for POL

A working knowledge of contraception is there-
fore essential in dealing with adolescents in gynaecol-
ogy. Best practice in adolescent anticipatory guidance
and screening include a sexual health history, screen-
ing for pregnancy and sexually transmitted infections,
counselling and, if indicated, providing access to con-
traceptives [33].

The 2008 WHO Consensus statement on Sexual
health in Young People noted that ‘responsible ado-
lescent intimate relationships’ should be ‘consensual,
non-exploitative, honest, pleasurable and protected
against unintended pregnancy and STDs if any type
of intercourse occurs’ [34].

The decision to embark upon sexual activity is
a positive choice for most adolescents, but may for
some be associated with issues of regret, particularly
with the co-use of alcohol.

Sexual Competence and the Law
Relating to Adolescent Sexual Activity:

The age for consent for sexual activity in the United
Kingdom is 16 years. Research indicates that the
median age for coitarche is 16 years — so quite a few
adolescents are sexually active before the age of 16.
The Sexual Offences Act 2003, England and Wales,
brought together all laws designed to protect persons
under 16 years of age from sexual abuse. This law is
not intended to prosecute mutually agreed sexual
activity between two adolescents of a similar age,
unless it involves abuse or exploitation [35].

In England, Wales and Northern Ireland, young
people can access contraception at any age if they are
deemed to be ‘Fraser Competent’ according to Fraser
Guidelines.

Fraser Guidelines

These are guidelines set out by Lord Fraser (House of
Lords 1985). They relate specifically to health profes-
sionals giving contraceptive advice to a young person
(YP) and allow advice and treatment without parental
consent (see Table 11.1).

Treatment relating to sexual health can be under-
taken without the knowledge or consent of an adult
with parental responsibility, although their involve-
ment should be encouraged. Children and young
people have the same rights to confidentiality as
other patients and this should be broken only if
there are concerns that they or someone else is being
harmed, or at risk of being harmed.
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Table 11.1 Fraser Guidelines (YP = Young Person)

Fraser Guidelines

The YP understands the professional’s advice.

The YP cannot be persuaded to inform their parents, with or without involving a doctor’s help.

The YP is likely to begin or continue having sexual intercourse with or without contraceptive treatment.

Unless the YP receives contraceptive treatment, their physical or mental health, or both, are likely to suffer.

The YP's best interests require them to receive contraceptive advice or treatment with or without parental consent.

Any interaction with an adolescent patient is an
opportunity to assess their risk for pregnancy.
To encourage honest disclosure of sexual activity, it
is essential that the adolescent is given an opportunity
to see the clinician alone, without a parent or carer
present. In the context of a psychosocial assessment,
determine pregnancy risk and ascertain if any steps are
being taken to avoid pregnancy. Assess satisfaction
with their current method of contraception, if rele-
vant, and any barriers they are experiencing to method
use. The adolescent should be encouraged to choose
an effective method of pregnancy and sexually trans-
mitted infection risk reduction and empower them to
follow through on their method of choice [36].

The methods of contraception suitable for adoles-
cents are identical to those for adult women. Careful
consideration should, however, be taken before use of
Depot Medroxyprogesterone Acetate (DMPA) in
adolescents, particularly in young women below the
age of 18 years who may not have attained their peak
bone mass, due to the risk of reduction of BMD with
DMPA [37].

Sexual Abuse
Child sexual abuse is defined by the WHO as

the involvement of a child in sexual activity that he or
she does not fully comprehend, is unable to give
informed consent to, or for which the child is not
developmentally prepared and cannot give consent,
or that violates the laws or social taboos of society.
Child sexual abuse is evidenced by this activity
between a child and an adult or another child who
by age or development is in a relationship of respon-
sibility, trust or power, the activity being intended to
gratify or satisfy the needs of the other person [38].

Measurement of sexual abuse relies on retrospec-
tive self-report studies of episodes that are recalled
years later by adolescents or adults. Between 5% and
10% of girls are exposed to penetrative sexual abuse

during childhood, although figures that include any
form of sexual abuse are much higher.

Assessment of children when there are concerns
about sexual abuse requires particular expertise and is
usually done in specialist centres — SARCs in the
United Kingdom, child advocacy centres in the
United States and child houses in Europe. It is impor-
tant to note that as many as 96% of children assessed
for suspected sexual abuse will have normal genital
and anal examinations. A forensic interview by
a trained professional, ideally a forensically trained
child psychologist, must be relied on to document
suspicion of abuse.

Avoidance of re-traumatization is a key principle
when assessing children after suspected sexual abuse.

Many sexually abused children are also mal-
treated in other ways - physical and emotional
abuse and/or neglect — and it is difficult to separate
out the short- and long-term consequences specific
to sexual abuse. Maltreatment in childhood has
adverse outcomes in relation to education, mental
health, physical health and violence or criminal
behaviour with a substantial burden on the abused
individual and on society. [39].

Transition and the Transfer to Adult
Care

Transfer is the organizational shift from children’s to
adult healthcare and occurs for those initially seen in
paediatrics. Transition is the purposeful, planned pro-
cess that addresses the medical, psychosocial, educa-
tional and vocational needs of young people, as they
grow up learning to live with their long-term health
condition [40]. As well as those moving from child to
adult services, children and young people with child-
hood-onset gynaecological conditions who have
always received care from an adult clinician can also
expect to receive ‘transitional healthcare’ that pro-
motes their biopsychosocial development.

11:44:09 89



Section 2 Gynaecology

Table 11.2 Key recommendations of good practice for transition and transfer

Transition and
Transfer

A care plan identifying the impact of health issues on their goals and setting out the support they require
to meet these goals, from age 14

Transition checklists can be a helpful way for identifying the young person’s healthcare goals
Routine copying of clinic letters to the young person, to help engage them in the planning process

Involving the GP/primary care physician in planning
Identify a coordinator within the current healthcare team in liaison with the family, to oversee the transfer
of a YP with complex health needs who might be moving to multiple adult healthcare providers

Agreeing a pathway between teams where a number of young people with the same or similar health
needs move to adult services, with a clear demarcation of clinical accountability and service
responsibilities

YP should receive a detailed outline of the service(s) they will be transferring to prior to the move, and
a multidisciplinary summary of the patient history should be completed and appropriately disseminated

A clear administrative process to ensure successful transfer of patient information and to see that the YP

receives their first appointment in the adult service in a timely manner

Research examines transition in health conditions
such as diabetes [6] and rheumatology [41]. There are
very few studies in gynaecology but the issues mirror
those from other areas. For example, a review of exist-
ing studies of young people with Turner syndrome
found that loss to follow-up in young adulthood was
a significant issue [42]. Findings from existing research
highlight the importance of attending to the impact of
health upon developmental goals and needs rather than
the specifics of each diagnosis, so the recommendations
apply equally to this field. Recent national UK guidance
is also timely and relevant [43] (Table 11.2).

As already stated, because of the current lack of
focus on young people within most health profes-
sional training programmes, all clinicians working
with young people will likely require further training.
Mandatory safeguarding training and a working
knowledge of legislation around privacy, young peo-
ple’s rights and confidentiality are key. The National
Child and Maternal Health Intelligence Network
(Public Health England) provides a useful overview
of adolescent health and health transfer resources,
including multidisciplinary and international online
training programmes [44].

Conclusion

Gynaecological conditions in childhood and adoles-
cence have the potential to impact upon physical
well-being, social functioning, the achievement of
developmental milestones such as achieving indepen-
dence and developing and maintaining friendships

and intimate relationships. These issues then impact
upon emotional well-being and coping, and
a significant issue for young people is feeling ‘differ-
ent’” when comparing themselves to their well peers.
This can impact upon a young person’s developing
sense of self and their esteem [45,46].

The available studies of psychological factors in
adult gynaecology suggest that emotional and social
issues can worsen functional impairment associated
with gynaecological conditions [47]. Studies of the
impacts upon children and young people with gynae-
cological issues is lacking and more needs to be exam-
ined about the specific treatment modalities that
could be useful.

In terms of future practice, it is suggested that an
integrated, multidisciplinary team approach should
be fostered [47,48]. The team should include doctors,
specialist nurses, a psychologist and access to other
therapists, such as physiotherapists, and inclusive
multidisciplinary clinics and case meetings, where
psychosocial impacts are openly considered as part
of management planning, are key. Direct therapeutic
work could be provided by a psychologist working as
part of the multidisciplinary team, and liaison and
consultation with other services, such as education
and voluntary agencies, could be useful, to build hol-
istic networks of support around the family. As well as
good medical and surgical practice, other key issues
for the multidisciplinary team include:

o Clear information and education, as appropriate to
stage of development and intellectual
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understanding, with frequent opportunities to
revisit their understanding and health education
requirements.

o Monitoring adjustment to diagnosis and coping
with assessment and treatment procedures.

» Expecting anxiety to be an issue and being open to
asking questions, acknowledging their concerns
and offering additional discussion and support
when needed.

o Considering emotional and social functioning,
including impact upon self-identity and self-esteem,
intimate relationships and sexual functioning.

» Asking about parental adjustment and family
functioning and the need for support.

«+ Offering holistic pain management approaches.

Given the division of healthcare into child and adult
provision, all healthcare staff working with children
and young people are likely to require additional
further training, to equip them with the knowledge
and skills as outlined in this chapter.

- Conditions presenting in paediatric and
adolescent gynaecology (PAG) can be
subdivided into general PAG, disorders of
puberty and adolescence and developmental
abnormalities.

- Key communication skills enable dialectical,
rather than didactic, discussion with children
and young people presenting in gynaecology.
The child or young person has to remain
central to the consultation.

- Lichen sclerosus lesions may mimic the
findings of sexual abuse.

- Examination of a child when there is
a disclosure or concern about sexual abuse is
a specialized area and the local Sexual Assault
Referral Centre or specialist service should be
contacted.

- Avoidance of re-traumatization is a key
principle when assessing children after
suspected sexual abuse.

- Dysmenorrhoea may impact more upon
physical functioning and school attendance
and amenorrhoea more upon psychosocial
functioning, but very little has been studied
about psychosocial functioning in young
people with menstrual problems and more
research is needed.

« Very early puberty in girls has been associated

with depressive disorders, eating disorders,
advanced sexual activity and risk-taking,
disruptive behaviour disorders and comorbid
depression and substance disorders.

+ The presenting symptom of eating disorders

may be menstrual irregularity and therefore
may present to the gynaecologist.

+ Any interaction with an adolescent patient is an

opportunity to assess their risk for pregnancy.
To encourage honest disclosure of sexual
activity, it is essential that the adolescent is
given an opportunity to see the clinician alone,
without a parent or carer present.

« Adolescents with premature ovarian failure

and their parents may experience a sense of
helplessness, anger, sadness and guilt which
may also give rise to a negative impact on body
image and perception of femininity.
Evaluation by a psychologist is important to
evaluate levels of depression, anxiety and
coping mechanisms.

« Children and young people have the same

rights to confidentiality as other patients, and
this should be broken only if there are
concerns that they or someone else is being
harmed, or at risk of being harmed.

- Fraser Guidelines give invaluable advice for

contraceptive provision in younger girls.
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Syndrome

Premenstrual syndrome (PMS) is a psychological and
somatic disorder which affects millions of women and
their families by having a major impact on their social,
occupational, academic and psychological lives [1].
Forty percent of women experience symptoms of
PMS and 5%-8% suffer from severe PMS [2].
In order to differentiate physiological premenstrual
symptoms from PMS, the symptoms must cause sig-
nificant impairment to the individual during the luteal
phase of the menstrual cycle [3]. These disorders which
last from menarche to menopause did not have a clear
consensus of definitive diagnostic criteria between
authoritative bodies until the recent publication of the
International Society for Premenstrual Disorders
(ISPMD) classification. This classification now enables
provision of accurate diagnosis and effective manage-
ment of these disorders alongside allowing accurate
epidemiological data collection [4]. The aetiology of
premenstrual disorders is unknown but the symptoms
are clearly related to ovulation as premenstrual disor-
ders are not experienced before menarche, during
pregnancy or post menopause. Ovarian steroids, oes-
trogen and progesterone, and dysfunction of neuro-
transmitters serotonin and gamma aminobutyric acid
(GABA) are implicated in the causality of the symp-
toms [5]. There also appears to be a genetic link for
PMS risk [6]. Licenced treatments for this condition
are usually ineffective, although good effect has been
achieved by the use of unlicensed approaches [7, 8, 9].

Types of Symptoms

PMS is marked by a variety of emotional, physical and
behavioural symptoms, with more than 200 reported
symptoms. Some of the characteristic symptoms are
as follows:

Physical Symptoms
Joint pain, muscle pain, back pain
Breast tenderness or pain

Biopsychosocial Factors in Premenstrual
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Abdominal swelling or bloating

Headaches

Skin disorders

Weight gain

Swelling of extremities (hands or feet, or both)

Psychological and Behavioural Symptoms

Changes in appetite or specific food cravings

Lethargy and fatigue

Mood swings (feeling suddenly sad or crying,

increased sensitivity to rejection)

Irritability

Anger

Sleep disturbances

Restlessness

Poor concentration

Social withdrawal

Not in control

Lack of interest in usual activities

Loneliness

Anxiety

Depression

Confusion

Tension

Hopelessness

Suicidal thoughts or attempts

The symptoms may be predominantly physical,
predominantly psychological or both. Women with a
severe form of PMS, previously known as late luteal
phase dysphoric disorder, will also fulfil American
Psychiatric Association’s (APA) psychiatric diagnos-
tic criteria for premenstrual dysphoric disorder
(PMDD) mentioned in the Diagnostic and Statistical
Manual of Mental Disorders (DSM-5) [10, 11, 12].
Severely affected women who do not fit the criteria
are not eligible for treatment or reimbursement in the
United States [13]. The Royal College of Obstetricians
and Gynaecologists (RCOG) has relatively strict
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criteria but WHO in ICD-10 and the American
Congress of Obstetricians and Gynaecologists
(ACOG) have more liberal criteria for the diagnosis
of PMS [5, 14].

Comorbidity with Other Psychiatric
Conditions

Mood and anxiety disorders are prevalent in women
and peak during the reproductive years [15]. Hence
there is a high likelihood of comorbidity because of
the frequency of mood and anxiety disorders. There is
a high rate of major depressive disorder (MDD) in
women and this increases the likelihood that women
with MDD will have premenstrual disorders. High
rates of comorbidity between premenstrual disorders
and MDD have been documented by a number of
groups [16]. The relationship between bipolar disor-
der and premenstrual disorders is not clear. Women
with premenstrual disorders were found to have three
to four times higher rates of obsessive compulsive
disorder compared to community women [16]. Over
a quarter of women with premenstrual disorders
reported panic disorder and generalized anxiety dis-
order. There may be worsening of schizophrenia in
the premenstrual period and isolated psychotic symp-
toms have been reported in rare instances [16].

Measurement of Symptoms

The method of retrospective diagnosis, with which
most women present, was found to be unreliable
when compared to a prospective symptom assessment
in alarge study [17]. There is no objective criterion for
diagnosis of PMS and as recommended by the RCOG
guidelines, the diagnosis is based on women prospec-
tively recording their symptoms in a symptom diary
over two menstrual cycles [5]. The RCOG recom-
mends the use of the daily record of severity of pro-
blems (DRSP) tool for recording symptoms. Although
the DRSP is easy to use and consistently provides
a reliable and reproducible record of symptoms, this
method delays diagnosis and the charts’ completion
and their analysis is laborious [13, 18]. An easy-to-
use, commercially available diagnostic mobile phone
app, PreMentric$, is now available and is currently
being validated. Screening using patient history and
questionnaires such as the premenstrual symptom
screening tool (PSST) avoid unnecessary data collec-
tion from women in whom the diagnosis is unlikely
[13, 19]. Treatment should be started only after

completion of symptom diaries for two cycles as the
treatment can affect the pattern of symptoms making
the charts inconclusive and diagnosis unreliable.
GnRH analogues, as an un-validated diagnostic
test, may be used if the completed symptom diary is
inconclusive.

Diagnosis and Classification
of Premenstrual Disorders

Premenstrual disorders (PMDs) were classified into
Core PMD and Variant PMD by the ISPMD classifi-
cation [4] (see Figure 12.1).

Core Premenstrual Disorder

Core premenstrual disorder is diagnosed based on
criteria defined by the ISPMD [4]. Core PMD is
precipitated by ovulation and women should have
spontaneous ovulatory menstrual cycles, although
ovulation does not have to be confirmed. Any num-
ber of symptoms can be present and although typical
symptoms exist, the symptoms and the number are
not defined. The timing of the symptoms is the key
characteristic. Symptoms recur in the luteal phase
and disappear by the end of menstruation, although
persistence of symptoms during menstruation does
not preclude the diagnosis. A clear symptom-free
week should occur between menstruation and ovula-
tion. Symptoms must be prospectively rated for two
cycles and if there is any discrepancy between the
two cycles then a third cycle should be rated [20].
Symptoms are not an exacerbation of an underlying
psychological or physical disorder and must cause
substantial impairment. The severity or impact of
symptoms must (a) affect normal daily functioning
(b) interfere with work, school performance or inter-
personal relationships or (c) cause significant
distress [4].

Variant Premenstrual Disorder

Variants of the core premenstrual disorder which
do not meet the core premenstrual disorder criteria
and have more complex features include the follow-
ing [4]:

Premenstrual Exacerbation of an Underlying
Psychological, Somatic or Medical Condition [21]

Such as depression, diabetes, migraines, epilepsy and
asthma. Symptoms relevant to these conditions are
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ISPMD CLASSIFICATION [4]

CORE PMD

PREMENSTRUAL DISORDER
(PMD)

VARIANT PMD

PSYCHOLOGICAL

 EE——

OVARIAN ACTIVITY

PREMENSTRUAL

PROGESTOGEN-

-
 EE——

Figure 12.1

experienced throughout the menstrual cycle with
exacerbation of the symptoms in the luteal phase of
the cycle followed by a reduction of symptoms follow-
ing menstruation.

Premenstrual Symptoms in the Absence of
Menstruation

Seen in women after hysterectomy with ovarian con-
servation,  endometrial  ablation or  with
a levonorgestrel intrauterine system.

Progestogen-Induced Premenstrual Syndrome

Occurs during exogenous progestogen administration
(cyclical hormone replacement therapy [HRT], hor-
monal contraception). Exogenous progesterone rein-
troduces symptoms in women who are sensitive to
progesterone.

Non-Ovulatory Premenstrual Disorders

Symptoms are thought to be caused by unspecified
non-ovulatory ovarian activity. Follicular activity
of the ovary is thought to be the cause of the
symptoms and is poorly understood due to lack
of evidence.

PRIMARILY

May Also Fulfil Criteria for:
PREMENSTRUAL DYSPHORIC
DISORDER (PMDD)
MIXED

PRIMARILY
PHYSICAL

ANOVULATORY

EXACERBATION

INDUCED

ABSENT
MENSTRUATION

Management of Premenstrual
Disorders

While it seems obvious that PMD is related to ovula-
tion, the presentation and severity of symptoms in
individual women are varied and hence the manage-
ment needs to be tailored to each individual. For the
management plan to be successful it is crucial to
ensure that the diagnosis and classification are cor-
rect. This would need a proper history of the symp-
toms, their duration and severity along with any
treatments that may have been tried in the past
along with their outcomes. The patient’s lifestyle and
wishes would also have a bearing on any treatment
offered. Pregnancy and contraceptive needs should be
considered as well. Given the impact of premenstrual
disorders on a patient’s psychological well-being, it is
extremely important that they are involved in the
decision making regarding the treatment. This not
only enhances their understanding of the situation
but also ensures greater compliance with the treat-
ment. For women suffering from long-term severe
symptoms an ideal set-up should include
a multidisciplinary team which includes their general
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Treatment Options

Non-Pharmacological
interventions

-CBT

Pharmacological
treatments

Treatment options

Surgical management

Figure 12.2

practitioner, gynaecologist, psychiatrist or psycholo-
gical counsellor, but this is not always possible parti-
cularly in the National Health Service.

The treatment options are broadly divided into
non-surgical and surgical methods. Figure 12.2 sum-
marizes the treatment options.

Non-Surgical Treatment

Lifestyle Changes and Education about
PMD

Changes to one’s lifestyle and education regarding
PMD may not necessarily resolve the symptoms but
often help the patient develop a better understanding
of their symptoms. Regular exercise would improve
general health, while knowledge of relaxation techni-
ques may help the patient cope with the symptoms of
stress better [13]. Stress reduction, improved self-care
along with dietary changes and regular exercise are
the first-line approach to management of premenstr-
ual disorders and are usually recommended by the
general practitioners before referral to the gynaecolo-
gists [5]. There are limitations to any science backing
up these recommendations.

Complementary Therapy

Though the evidence to support the success of com-
plementary therapy is not very robust, it is felt that
a holistic approach towards treatment with the inclu-
sion of some complementary and alternative thera-
pies may yield good results for many women [22].

13

- Lifestyle changes

- Complementary therapy

Treatments without
ovulation suppression

Treatments with
suppression of ovulation

Bilateral salpingo-
oophorectomy +
Hysterectomy

- Diuretics
- Psychotropic drugs
(SSRI and SNRI)

- Oral contraceptive pill
- Oestradiol

- GnRH agonists

- Danazol

This is of particular importance to women in whom
other forms of treatment like hormonal therapy or
surgery may be undesirable or contraindicated.

Women should be informed of the possible treat-
ment options after appraisal of the available evidence.
Agnus castus has been used for quite a while and
appears to have good-quality evidence to support its
use [5]. Patients should be warned not to simulta-
neously take selective serotonin reuptake inhibitors
(SSRIs) when using it. Other options include vitamin
D or calcium supplementation [23]. Reflexology and
acupuncture have also shown promise in some trials
[24, 25]. Magnesium oxide, ginkgo biloba, pollen
extract and isoflavones have also been explored for
the management of premenstrual disorders but with
limited scientific support [5].

Cognitive Behavioural Therapy

Cognitive behavioural therapy (CBT) when used by
itself or in conjunction with fluoxetine has been
shown to be quite effective especially in women with
severe symptoms [26]. The study by Hunter et al.
proposes a minimum of ten sessions and fluoxetine
may be added if required. Delivery of this treatment
would require expertise of a clinical psychologist.
Women treated by CBT may avoid medication com-
pletely, thereby avoiding the adverse effects associated
with them.

Non-Hormonal Treatment

Non-hormonal treatment includes diuretics, psycho-
tropic drugs and anxiolytics. While there are several
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psychotropic and anxiolytic drugs in use, the only
diuretic which has shown benefit is spironolactone.
The commonly used SSRIs are fluoxetine, paroxetine,
citalopram and sertraline. Venlafaxine, a serotonin
and norepinephrine reuptake inhibitor (SNRI), is
very effective, and the anxiolytics in use are alprazo-
lam and buspirone [13].

SSRIs and SNRIs lead to a significant improve-
ment in psychological symptoms and are used in
lower starting doses compared to when used for
depressive illnesses. These medications can be used
either continuously or intermittently in the luteal
phase of the cycle. The reported adverse effects of
SSRIs are much less common with the lower doses
and can be further reduced with intermittent use [27].
Using them this way does not appear to diminish their
effectiveness in any way.

While the psychotropic drugs do not interact with
oral contraceptives, they should be stopped if
a pregnancy is being planned as there is some evi-
dence to suggest that they may cause congenital car-
diac septal defects [28]. Though the overall risk of
congenital anomalies is extremely low, it is recom-
mended that they be stopped pre-conceptually or if
the pregnancy is unexpected, they be stopped after the
first missed period.

Hormone Therapy

Suppression of ovulation by using hormones is an
often-used effective form of treatment for manage-
ment of PMD. Whilst GnRH agonists and danazol are
also used, the mainstay of hormonal treatment has
been oestrogen (combined oral contraceptive pill and
non-contraceptive oestradiol).

Combined Oral Contraceptive Pills

Combined oral contraceptive pills (COCPs) have
been used effectively to treat premenstrual disorders
for a long time. However, some types of progestogen
used in the COCPs, especially the older COCP agents,
can reintroduce symptoms of premenstrual disorder
in many women. The most commonly used progesto-
gens are norethisterone, medroxyprogesterone acet-
ate and levonorgestrel. There is evidence to suggest
that the use of oral progestogens can often bring back
the symptoms [8]. This limitation has been overcome
to an extent with the newer preparations of COCP in
which ethinylestradiol has been combined with spir-
onolactone-derived drospirenone which is an anti-
androgenic progestogen and anti-mineralocorticoid.

A recent Cochrane review showed ethinylestradiol to
be effective when combined with drospirenone in
resolving the symptoms of severe premenstrual dis-
orders and is licensed in the United States for PMDD
in women requiring oral contraception [29].
Combined contraceptive pills can be used in two
regimens [30]. One regimen proposes using the com-
bination for 24 days followed by 4 days of placebo.
The dose of ethinylestradiol in this regimen is 20
mcg. A higher-dose regimen involves a 30-mcg ethiny-
lestradiol and is taken in standard form with 21 days
of medication followed by 7 days of placebo. The dose
of drospirenone stays the same at 3 mg. The usage
may be limited by adverse effects such as nausea, breast
pain and breakthrough bleeding (more common with
lower-dose oestrogen preparations as noted in the
Cochrane review) [29]. There are data to suggest that
using COCP continuously instead of cyclically brings
more symptom relief in premenstrual disorders [31].

Oestradiol

Oestradiol is a very effective treatment, and women
who have had hysterectomy can use it alone in the
form of transdermal subcutaneous patches, implants
or gel. Women who have their uterus in situ will
require endometrial protection, by using progestogen,
if oestrogen is being administered. The levonorgestrel
intrauterine system (LNG-IUS) provides this protec-
tion without inducing (usually) progestogen-related
return of premenstrual symptoms, which are likely if
oral agents are used. Vaginal progesterone prepara-
tions which avoid hepatic first pass metabolism could
also be better tolerated. Women should be advised that
they may experience PMS type of symptoms initially
when they have the LNG-IUS due to low-dose systemic
absorption of progestogen [5]. Women who are extre-
mely sensitive to progesterone may continue to experi-
ence symptoms even later due to the low doses of
progestogen released by LNG-IUS. In these women
natural or micronized progesterone may be tried as
these may be better at avoiding progestogen-induced
symptoms of premenstrual disorder [32].

The RCOG recommends that ‘when treating
women with percutaneous estradiol, a cyclical 12 day
course of an oral progestogen or long-term progesto-
gen with the levonorgestrel intrauterine system should
be used for the prevention of endometrial hyperplasia’.
Further it recommends that the LNG-IUS should be
used as first line to minimise side effects. It has the
additional benefit of providing contraception for
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women who require it. Six monthly scans to assess
endometrial thickness would be advisable for women
taking very low doses of oral progestogens. [5]

GnRH Agonists

GnRH analogues are highly effective in resolving
symptoms of premenstrual disorders. They suppress
production of ovarian steroids and bring significant
relief. Their use, however, is restricted to women with
severe symptoms. Long-term use (over six months)
should be supplemented with - add-back HRT, as
GnRH agonists work by inducing a ‘medical meno-
pause’ and women may be at risk of osteoporosis in
addition to suffering from menopausal symptoms like
hot flushes, night sweats, nausea, mood swings, etc.
which can be very disturbing. Tibolone is the most
common agent used for ‘add-back’ HRT [33].

Danazol

Danazol is another effective treatment for PMS. Its
use is restricted by its adverse effect profile caused by
its irreversible androgenic properties. These include
signs of virilisation like growth of excess facial and
body hair, masculine voice, acne, etc. Additional con-
traception is advised as danazol has adverse effects on
the fetus. In low-dose luteal phase administration it is
effective for relief from mastalgia but has no effect on
other PMS symptoms [34].

Surgery

Surgical removal of the uterus and ovaries is a reasonable
option in women with severe premenstrual symptoms,
where medical suppression of ovulation has brought
relief in symptoms and they wish to avoid taking long-
term medication especially in the form of GnRH analo-
gues. It is the last resort in cases where medication has
failed, but more acceptable where other gynaecological
indications for surgery exist. A trial of GnRH is advisable
if planning on surgery [13]. Surgery is not without risks
and women need to be counselled regarding the sur-
gical risks and the problems associated with induc-
tion of early menopause by this method. The latter is
of major concern as women less than 50 years of age
will need long-term HRT to counter the problems
caused by early loss of ovarian hormones. Most
women who have reached this stage of treatment
will be women who are sensitive to progestogens
and hysterectomy should always be considered as
progestogens would otherwise be needed to counter
the effects of unopposed oestrogens on the

endometrium when administering HRT, and this in
turn could lead to return of symptoms [35]. Women
should be made aware of possibility of loss of libido
following oophorectomy. Testosterone supplements
can be used to treat this problem; however, some
women may not tolerate the androgenic side effects
that may develop with long-term use [36].

Conclusion

Premenstrual disorders can cause substantial
impairment of the lives of women and their families
by causing significant social, psychological and pro-
fessional disruption. The wide variety of symptoms
and their varied severity cause a challenge in correct
diagnosis and effective management. As the aetiol-
ogy is not well defined the treatment of the condi-
tion is complex. A multidisciplinary team approach
is ideal in the management of these cases. A com-
bination of lifestyle changes alongside medical man-
agement may be effective in most cases, with
surgical methods being reserved for severe pre-
menstrual disorders. Whilst advances in electronic
symptom scoring and diagnosis are being made,
further research into validation of electronic diag-
nosis and the aetiology of premenstrual disorders is
required for effective diagnosis and management of
this complex condition.

Key Points

- Premenstrual syndrome is marked by
a variety of emotional, physical and
behavioural symptoms, with more than 200
reported symptoms.

- The International Society for Premenstrual
Disorders (ISPMD) classification broadly
divided the disorders into core premenstrual
disorder and variant premenstrual disorders
based on prospective symptom charting by
women.

- The aetiology of premenstrual disorders is
unknown but the symptoms are clearly related
to ovulation.

« The diagnosis is based on women
prospectively recording their symptoms in
a symptom diary over two menstrual cycles.
This could be done by means of the daily
record of severity of problems (DRSP) tool or
a commercially available diagnostic mobile
phone app, PreMentricS.
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« There is a high likelihood of comorbidity with
other psychiatric conditions.

« As the presentation and severity of symptoms in
individual women are varied, the management
needs to be tailored to each individual.

A multidisciplinary team approach is ideal.

. The treatment options are broadly divided
into non-surgical (e.g. hormones, GnRH
analogue, complementary therapy, cognitive
behavioural therapy) and surgical
(hysterectomy + bilateral oophorectomy)
methods.

« A combination of lifestyle changes alongside
medical management may be effective in most
cases, with surgical methods being reserved for
severe premenstrual disorders.
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Bleeding

Introduction

Abnormal uterine bleeding (see Table 13.1) is defined
as any variation in frequency or regularity of men-
struation, duration or amount of blood flow [1].
There has been a trend to abandon traditional Greek
and Latin terms such as ‘menorrhagia’ or more tech-
nical terminology such as ‘dysfunctional uterine
bleeding’. The psychosocial research literature still
reflects this old classification; hence, for the purpose
of this chapter; both new and older terminology will
be used. Biopsychosocial research is mostly targeted at

Table 13.1 Abnormal uterine bleeding. FIGO 2011

Abnormal uterine bleeding

Onset Acute
Chronic
Frequency Infrequent
(old term: oligomenorrhoea)
Frequent (old term: polymenorrhoea)
Regularity Irregular

Absent (old: amenorrhoea)
Amount of blood

flow (old: menorrhagia)
Heavy prolonged menstrual bleeding
(HPMB)
Light menstrual bleeding
Duration of Prolonged
bleeding Shortened
Irregular non- Intermenstrual
menstrual
bleeding Postcoital
Acyclic

Pre-/postmenstrual bleeding or
spotting

Heavy menstrual bleeding (HMB)

Biopsychosocial Factors in Abnormal Uterine

Tereza Indrielle-Kelly, Zeiad El Gizawy and P. M. Shaughn O’Brien

the two main menstrual disorders — menorrhagia
(heavy menstrual bleeding) and dysmenorrhoea
(painful periods).

Menstrual cycle is closely related to various body
functions and mechanisms. It is known that malnu-
trition and obesity can cause disruption to the regu-
larity and length of the cycle. Similar effect can be also
seen in women working shifts who tend to report
more often irregular periods and prolonged cycle
[2]. Some menstrual disorders, mainly the length of
the cycle, can be therefore regarded as physiological
reaction to other conditions.

Episode of bleeding that requires immediate
intervention to prevent further blood loss

Abnormal bleeding present for the majority of the
last six months

1-2 episodes of bleeding in 90 days

>4 episodes of bleeding in 90 days
Bleeding-free interval between menses >20 days
No bleeding in 90 day period

Excessive bleeding that interferes with quality of
life (NICE)

Excessive menstrual bleeding that interferes with
quality of life lasting > 8 days

Menstrual bleeding > 8 days
Menstrual bleeding no more than 2 days

Episode of bleeding occurring between otherwise
fairly normal menstrual periods

Bleeding after intercourse
Bleeding with no pattern, completely erratic

Light bleeding 1 day or more before or after
a recognized menstrual period
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Menstrual disorders have always been a major com-
ponent of referrals from the community. In 1982 gynae-
cologists in England and Wales performed 44,400
hysterectomies for heavy menstrual bleeding [3].
Nowadays approximately 8,000 women undergo hys-
terectomy and the majority of them for reasons other
than heavy bleeding. This change is due to new con-
servative treatments that have become available, mainly
levonorgestrel — releasing intrauterine device Mirena
(used in Europe since 1991, approved by the United
States Food and Drug Administration [FDA] in 2000).

Assessment of symptoms has also changed. While
in the 1980s it was still reccommended to assess blood
loss objectively, nowadays the approach is more hol-
istic and looks at the impact the menstrual bleeding
has on the quality of life. According to Matteson and
Clark (2010) women are not concerned about the
amount of bleeding as such but about the inconveni-
ence of menstruation, odour and social embarrass-
ment, mostly related to staining their clothes in
public. Women with abnormal uterine bleeding direct
their daily activities based on their periods, for exam-
ple avoiding activities where they cannot get to the
bathroom promptly [4].

In the psychosocial literature menstruation was
studied as a physiological phenomenon possibly influ-
enced by personality or coping with life events.
Sigmund Freud based his theories on male psyche
and existence of a penis. Women were therefore
regarded as sexually passive and their problems were
interpreted through male psychology. Menstrual pro-
blems such as dysmenorrhoea were regarded by a
young Freud as a possible result of masturbation and
together with his friend, surgeon Fliess, suggested
treatment through specific types of nasal surgery, as
it was believed that the nose was closely connected to
the uterus and vagina as it may swell or bleed during
menstruation [5].

As psychoanalysis developed and became influ-
enced by female psychologists and feminists, men-
struation was no longer regarded as impure or
a ‘waste of potential pregnancy’. The approach to
sexuality and masturbatory practice, however, contin-
ued to be of interest throughout the twentieth century
(mainly as a secondary focus). It was mostly shown
that women with menstrual symptomatology show
a more negative attitude towards masturbation and
sexual practices in general [6].

At the more scientific level doctors were searching
for a link between psyche and body. It was known

from times of war that stress can interfere with peri-
ods and cause amenorrhoea (war amenorrhoea).
Initially the causality was attributed to malnutrition;
however, the fact that even female medical staff in
hospitals at that time became mostly amenorrhoeic
refuted this theory.

Psychological stress was also identified as a possible
cause of other menstrual disorders. ‘Endocrine balance
may become psychically disturbed and thus provide
a vicious circle of causation for menorrhagia’ [7].
This was the basis for the concept of psychogenic
menorrhagia, which appears in the literature from
1930 to the 1960s, which assumed that stress and psy-
chogenic factors increase menstrual bleeding.

Research in the second half of the twentieth century
adopted more scientific approaches. Because it was still
recommended in the 1980s that bleeding should be
assessed objectively, many complaints were regarded
as un-evidenced and ‘other’ reasons for complaints of
menstrual problems were sought. Some authors classi-
fied menorrhagia as a psychosomatic disorder and
researchers were calling for further psychological
assessment as many women underwent hysterectomy
with objectively normal bleeding. This was generally
due to a lack of understanding of the mechanisms
involved in menstrual bleeding.

Greenberg (1983) expanded on that and suggested
three factors that may contribute to the generation of
the complaint of menorrhagia: (1) a generally low
threshold to complain due to the patient’s emotional
state, (2) adopting a ‘sick role’ as a way to express
personal or emotional difficulties, and (3) general
vulnerability due to a neurotic personality trait [8].
His colleagues criticized his study in that it does not
leave any space for true medical causes and focusses
only on psychological reasons for such a complaint.

In the twenty-first century only premenstrual syn-
drome is appreciated as a full biopsychosocial condi-
tion, which is also reflected in some of its treatment
(SSRIs). Although there is evidence of psychosocial
factors in other menstrual disorders, it is not consid-
ered robust enough to provide a platform for change
of the current management.

Menorrhagia/Heavy Menstrual
Bleeding

Heavy menstrual bleeding (HMB) is excessive men-
strual bleeding over several consecutive cycles that
interferes with the woman’s physical, emotional,
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Table 13.2 FIGO classification of structural and non-structural
causes of abnormal uterine bleeding (2011)

Abnormal uterine bleeding (HMB and
intermenstrual bleeding)

Structural (PALM) Non-Structural (COEIN)

P — Polyp C - Coagulopathy
A — Adenomyosis O - Ovulatory dysfunction
L — Leiomyoma (fibroid) E — Endometrial

M — Malignancy and
hyperplasia

| - latrogenic

N — Not yet classified

social and material quality of life [9]. The old-
fashioned measurement of total blood loss >
80 ml was shown to be inaccurate and clinically
irrelevant (NICE), although generally women’s per-
ception of menstrual bleeding is consistent with
objective measurements of blood loss [10].
The gold standard for measuring menstrual blood
loss used to be alkaline haematin test, which is not
suitable for routine assessment. The trend was to
develop simple low-cost self-assessment tools,
which could be widely used, such as pictorial
charts. Objective measurement might still have
place in menorrhagia management as some patients
choose expectant management when their objective
blood loss is shown to be within normal range [11].
Also quantification is necessary in clinical trials of
treatment.

HMB affects 3% of premenopausal women, with
even higher prevalence in the perimenopausal women
(40-51 years) [12]. About 30% of women will experi-
ence HMB at some point in their life [9].

According to the FIGO classification (2011) (see
Table 13.2) the causes of HMB can be divided into two
groups - structural (PALM) and non-structural
(COEIN) [1].

The treatment reflects the underlying pathology
after appropriate investigations. However, if the his-
tory is not suggestive of malignancy or structural
abnormality the initial treatment can be commenced
‘blindly’ without gynaecological investigation [9].

In the last ten years the first-line treatment has
been medical. Mirena coil (levonorgestrel-releasing
intrauterine system) was proved to be the most effec-
tive, reaching up to 100% decrease in monthly blood
loss; it is considered in the NICE guideline to be the
first-line option.

GnRH analogues are of almost equal efficacy to
Mirena providing up to 95% decrease in blood loss
but with a higher rate of side effects, hence are consid-
ered in treatment of fibroids, short-term preoperatively
or long term when other treatment options are contra-
indicated. The second line of treatment after Mirena is
tranexamic acid in combination with non-steroidal
anti-inflammatory drugs (NSAIDs) or hormonal treat-
ment with combined oral contraceptive. Progestogen at
higher doses in oral tablets or as an implant is the third
most effective medical treatment [9].

The number of hysterectomy procedures has sig-
nificantly decreased since the introduction of Mirena
coil in the management of menstrual disorders.
Despite various lawsuits, mostly in the United States,
describing the coil as a potentially dangerous device,
its use has spread quickly and many women have
benefitted from having virtually no periods after the
initial six months. The oral selective progesterone
receptor modulator, ulipristal acetate, is an effective
treatment for abnormal uterine bleeding caused by
fibroids.

Second-line treatment is minimally invasive sur-
gery, including hysteroscopic resection of fibroid or
polyp, endometrial ablation, uterine fibroid emboliza-
tion or laparoscopic myomectomy. There are several
innovative approaches that are currently under trial,
such as laparoscopic or Doppler-guided transvaginal
uterine artery occlusion or radiofrequency ablation of
fibroids.

Third-line treatment is a hysterectomy, which can
be performed laparoscopically, vaginally (with or
without laparoscopic assistance) or abdominally.

Several studies addressed psychosocial factors
related to the choice of treatment. Women from
a poorer educational background who have severe
symptoms or menstruation-related pain are likely to
prefer surgical treatment. Even among women who
are initially treated with a Mirena IUS, 42% of them
will opt for hysterectomy during five-year follow-up
[13]. Elovainio et al. (2007) found that women who
were still mildly depressed after six months of treat-
ment with Mirena were more likely to opt for hyster-
ectomy. Depressive symptoms at the beginning of
treatment were not related to increased risk of drop-
out. This was explained in previous research, where it
was found that the depression improves significantly
after the treatment of the menstrual disorder [14].

Overall we can say that pre-treatment depressive
symptoms are likely to result from menstrual
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disorders and in turn tend to resolve with improve-
ment of the menstrual disorder. Ongoing depressive
symptoms or new onset of depression after successful
treatment of menstrual disorders is more suggestive
of a general mood disorder, and this tends to affect the
woman’s compliance and choices. It is generally con-
sidered that absorption of the levonorgestrel can
result in transient or long-term mood change.

The relationship between depression and men-
strual problems has been extensively studied. Strine
et al. (2005) examined 11,648 American women and
reported a higher incidence of anxiety, depression,
insomnia and pain in women with menstrual pro-
blems. It seems that their periods also affect their
self-esteem as they reported more often feeling
worthless and hopeless and, possibly as a result,
they showed a higher tendency to engage in smoking,
excessive eating or heavy drinking [15]. This sup-
ports the assumption that gynaecological morbidity
can lead to psychological disturbances. Bromberger
et al. (2013) suggested opposite causality. A small
number of studies had previously suggested that
depression may precede the onset of menstrual pro-
blems, taking into account stress-related hypothala-
mic-pituitary-adrenal axis dysfunction. Bromberger
therefore examined history of major depression as
a predictive factor for menstrual disorders in
a cohort of perimenopausal women. Past history of
major depression was related to heavy bleeding
symptoms independent of other risk factors, such
as fibroids. They quoted other studies which con-
firmed that women with psychiatric disorders are
twice more likely to report menstrual problems
[16]. It is well known that depression is a risk factor
for diabetes or cardiovascular disease, and it seems
that there might be a similar connection with men-
strual disorders as well.

Dysmenorrhoea/Painful Periods
Introduction

Dysmenorrhoea is pain associated with menstruation.
The word derives from Greek and translates as diffi-
cult monthly flow. It is the most common gynaecolo-
gical symptom with a prevalence of 45-95%, which is
more pronounced in adolescents than older women.
Debilitating menstrual pain, which significantly
impairs daily activities, has been reported in 7-15%
of women [17]. The pain typically starts a few hours

before menstrual bleeding, peaks with the highest
blood flow and settles within a few days as the menses
progress [18].

The pathophysiology of menstrual pain was
unknown for a long time, so the initial classification
reflected symptomatology rather than causality.
Dalton (1969) described dysmenorrhoea as spasmo-
dic and congestive [19]. Spasmodic typically affected
women of a young age, on the first day of their period,
possibly accompanied by nausea, vomiting and weak-
ness. There are some similarities with features of
primary dysmenorrhoea. Congestive dysmenorrhoea
could occur anytime and was characterized by pain
starting prior to the menses with physiological effects
of progesterone — bloating, constipation and breast
tenderness. The line between ‘normal’ premenstrual
syndrome and congestive dysmenorrhoea was not
clear.

Nowadays the classification reflects possible
causes. Primary dysmenorrhoea typically starts with
the onset of regular, ovulatory periods in early teenage
years in the absence of any pelvic pathology. It often
improves in the third decade or after childbirth. It is
related to ovulatory cycles and is probably associated
with prostaglandin production.

Secondary dysmenorrhoea starts after a variable
length of time with painless periods, usually after the
age of 25 and is typically due to underlying pathology,
although normal findings do not exclude secondary
dysmenorrhoea. Pain may not be related exclusively
to menstruation and may persist throughout the cycle
with menstrual exacerbation.

There is an argument that dysmenorrhoea should
be regarded as a chronic pain or repetitive acute pain
and treated as such. Pain research on dysmenorrhoea
is very limited. In June 2013 only 0.1% of papers
focussing on pain were dedicated to menstrual pain.
It was also reflected in the grants for pain research in
the United States in 2013 where only eight projects
from 2,938 (0.3%) involved dysmenorrhoea [20].
At a general level it was shown that chronic pain
(such as fibromyalgia, irritable bowel syndrome) is
associated with widespread changes in the central
nervous system’s physiology and anatomy. From this
perspective there is an argument to regard dysmenor-
rhoea as a chronic pain as it is associated with the
‘typical’ brain changes. Research described diftferences
in neural function, such as abnormal cerebral meta-
bolism (using fluorodeoxyglucose positron emission
tomography) and increased neural activity induced by
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noxious stimuli anywhere on the skin. This means
that dysmenorrhoeic women will have higher sensi-
tivity to muscle and visceral pain in the body, even
outside the pelvic region, throughout their menstrual
cycle. This can explain associations of dysmenorrhoea
with other types of chronic pain.

Adolescents seem to be of peripheral interest to
researchers despite the fact that up to 80% of young
girls experience dysmenorrhoea. Menstrual disorders
play a significant role in school absenteeism [21].
There is evidence that smoking increases pain in pri-
mary dysmenorrhoea as shown by research on adoles-
cent girls. There is similar data from older cohorts, so
it probably plays a role in secondary dysmenorrhoea
as well. Family history of painful periods, earlier age at
menarche and prolonged and heavy periods were also
associated with increased risk of dysmenorrhoea.

There has been research into other factors such as
education, marital status, employment or alcohol con-
sumption but there were no definite correlations or the
results were inconclusive. Physical exercise is assumed
to improve blood flow, including the pelvic region, and
by release of endorphins provides some endogenous
analgesia. However, the evidence for this is limited.

Causes

There have been various theories of pathophysiology
of dysmenorrhoea. It is likely to be multifactorial and
it is expected to show inter-individual variation.
The current most prominent theory attributes dysme-
norrhoea to uterine contraction and vasoconstriction.
A drop in progesterone leads to disintegration of
endometrial cells, which releases prostaglandins
PGF2a and PGE2. Prostaglandins induce prolonged
uterine contraction, which decreases blood flow and
causes an ischaemic type of pain. This was supported
in research where it was shown that an abnormal
pattern of uterine contractions and higher levels of
prostaglandins in the endometrial fluid correlate to
the severity of pain during menstruation.
Complementary to this theory, researchers argued
that the increased pain can be due to abnormal stimu-
lation of pain fibres. During these ischaemic episodes
the anaerobic metabolites within the tissues stimulate
type C neurons, which leads to greater pain perception.
Other substances were shown to play a role in
uterine stimulation and are therefore thought to be
related to dysmenorrhoea. Leukotrienes increase
uterine contractions and induce vasoconstriction.
It is possible that they constitute an alternative

pathway of pain induction as research has shown
that women who fail to respond to prostaglandin
inhibitors have high levels of leukotrienes and should
respond to leukotriene synthesis inhibition. It was
also suggested that they play a role in higher sensitiv-
ity of C neurons.

Treatment

The first option is medication, which reduces cycloox-
ygenase activity, thereby inhibiting prostaglandin
production, such as paracetamol, aspirin and
NSAIDs. The second option is inhibition of ovulation,
typically by oral contraceptives. Mirena coil (LNG-
IUCD) does not suppress the ovulation, but its effect
on the endometrium and significant decrease of blood
flow offers another therapeutic option for dysmenor-
rhoeic patients.

Approximately 10-20% of women with primary
dysmenorrhoea do not respond or have contraindica-
tions to those treatments. There is evidence on the
effectiveness of thiamine, pyridoxine, magnesium and
fish oil in relieving menstrual pain, but their use might
be affected by the side effects (constipation with mag-
nesium, nausea and worsening acne with fish oil).

Surgical management in primary dysmenorrhoea
is a last-resort treatment, and its effectiveness is
uncertain. The first procedure is presacral neurect-
omy, which, according to a Cochrane review (2005),
is associated with some improvement in the long term
but not short term. The second procedure is laparo-
scopic uterosacral nerve ablation, which was not
proved to make any significant difference in pain
and hence is no longer used [22].

Hysterectomy is a possibility for women with
refractory severe dysmenorrhoea whose reproductive
plans are complete and who are fully counselled on
risks of the procedure.

Secondary dysmenorrhoea is most commonly
caused by endometriosis. It is not clear how the
ectopic endometrial tissue increases menstrual
pain, but some studies have suggested that women
with endometriosis have increased levels of prosta-
glandins and or inflammatory substances such as
cytokines. This would translate into greater pain
during menstruation.

The mechanism of pain perception in endome-
triosis is generally poorly understood. It is evident
from the research and clinical practice that the extent
and location of lesions do not correspond to the
magnitude of the pain. Also reappearance of the
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Table 13.3 Causes/associations of secondary dysmenorrhoea

Endometriosis
Chronic inflammatory disease
Adenomyosis

Most common

Common Intrauterine polyps
Intrauterine contraceptive
devices (though
progestogen-containing 1US
may improve)

Submucous fibroids

Uncommon Uterine retroversion (only
when fixed and associated
with endometriosis)
Asherman syndrome

Ovarian cysts and tumours

pain after the treatment is not always associated with
recurrence of the lesions [23].

Adenomyosis is thought to cause tonic contrac-
tions of the uterus by endometrial gland destruction
within the myometrium. Dysmenorrhoea secondary
to chronic pelvic inflammatory disease is probably
caused by abnormal uterine contractions and scar
tissue formation. Any abnormal content of the uterine
cavity - intrauterine devices, submucous fibroids or
polypi - can cause dysmenorrhoea by increased uter-
ine activity in an attempt to expel these. There are
other less common causes of secondary dysmenor-
rhoea - see Table 13.3.

The treatment options for secondary dysmenor-
rhoea include primarily dealing with the cause. There
are, however, certain mechanisms that overlap, as
many women with secondary dysmenorrhoea react
well to the medical treatment targeted at reducing
uterine contractions and vasoconstriction.

Psychosocial Aspects

Chronic pain syndromes have been extensively studied
in psychology. The second half of the twentieth century
was marked by extensive research in personality traits
in the hope of finding the type of ‘dysmenorrhoeic
women’ and including these findings in the treatment.
Due to the limited medical knowledge, many gynaeco-
logical problems were thought to be fully or partially
attributed to psychosomatic disorders. Wittkower and
Wilson (1940) suggested that dysmenorrhoea sufferers
give a history of maladjustment four times greater than
women with normal periods [24]. This maladjustment

might be related to the hypersensitivity established in
neurological studies, which subjects them to experien-
cing pain more intensely than others. Dysmenorrhoea
is also associated with greater somatization, i.e. com-
plaining of symptoms with minimal or no medical
cause. This type of behaviour can be attributed, accord-
ing to some authors, to greater attention-seeking beha-
viour [25].

The personality trait traditionally associated with
dysmenorrhoea is neuroticism. It is one of the Big
Five personality traits used in psychology. Such indi-
viduals show a tendency to be emotionally less stable,
experiencing high levels of anxiety, guilt or depressed
moods. Indeed, some papers concluded that dysme-
norrhoeic women are more depressed, anxious and
withdrawn, but these were mostly from studies pub-
lished in the 1980s with various methodological flaws.
At that time it was assumed that dysmenorrhoea
resulted from hormonal imbalance, and the higher
score in neuroticism was therefore attributed to it.
The mechanism of dysmenorrhoea is, however, no
longer regarded as hormonal imbalance, so the expla-
nation for higher neuroticism probably lies within the
experience of the pain itself.

Influenced by the work of Sigmund Freud, psy-
chologists attempted to describe a potential link
between femininity and menstrual problems.
The concept was mainly rejection of one’s feminin-
ity leading to the psychosomatic symptom of suf-
fering for it. This was never fully proven in the
research. Woods et al. (1979) described for example
congestive dysmenorrhoea patients as scoring high
on masculinity [26], while Dalton (1969) described
them as desiring large families and in possession of
marked maternal instincts [19]. Overall it is under-
standable that women will have mixed feelings
towards menstruation if it causes them regular dis-
tress. Holmlund (1990) reported that dysmenor-
rhoeic girls aged 15 showed significantly lower
self-esteem than the controls. He described them
as conventionally more feminine than the controls.
In the ten-year follow-up the researcher looked at
their initial behaviour and linked it to the school
achievements. The dysmenorrhoeic cohort was
more successful in regard to education perfor-
mance than the participants with painless periods.
This led him to a hypothesis that dysmenorrhoeic
girls show initially lower self-esteem, but in time
they compensate for it by bigger effort and greater
school achievements [27].
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Research into the relationships of dysmenorrhoeic
women with their mothers found a correlation with
unpleasant, humiliating or unloving relationships [28].
From the views of psychoanalysts this corresponds to
adverse feelings towards the ‘world of women’. This
refers to the concept of parents representing the ‘worlds’
of opposite sexes. If the relationship with mother is
troublesome the daughter does not want to associate
with being a woman, i.e. being what her mother is. This
controversial approach clashes with her female identity
and, as menstruation is taken as a sign of being a woman,
her body also develops adverse (painful) reaction to
being a woman.

University female students with primary dysme-
norrhoea showed higher scores on paternal domi-
nance and maternal abuse in family relationship
questionnaires [29], which is again suggestive that
dysmenorrhoeic girls are more likely to be suppressed
in their personal development as women.

As for relationships with males, dysmenorrhoea
seems to affect women in their marital functioning.
Mathur et al. (1988) found that dysmenorrhoeic
women have lower coital frequency with half the fre-
quency of orgasms than subjects with normal periods
[30]. From research in chronic pain it is also evident that
certain aspects of marital relationship affect chronic pain.
For example marital satisfaction has been found to be
related to the severity of depressive symptoms from
chronic pain. Spousal solicitousness also adversely affects
coping with chronic pain [31]. On the other hand nega-
tive spouse response to pain increases anxiety symptoms
and low marital satisfaction increases depressive symp-
toms [32]. There is some evidence from randomized
controlled trials that behavioural interventions like bio-
feedback, relaxation therapy and exercise may be effec-
tive. However, results should be interpreted with care.
The studies varied between trials, which were of small
trial size, poor methodological quality and most were old
studies [22].

Summary

At the beginning of the twentieth century menstrual
disorders were mostly regarded as psychosomatic
conditions, partially or completely caused by psycho-
logical stress. With the advances in medicine and
identification of pathophysiological mechanisms
involved in menstruation, the current approach to
abnormal uterine bleeding is purely medical.

Limited research suggests that psychosocial fac-
tors play a role in heavy bleeding and painful periods;

they are, however, not regarded as relevant in the
management of such conditions.

- In the FIGO classification, causes of
abnormal uterine bleeding are divided
into two groups - structural (PALM)
and non-structural (COEIN).

« There is a higher incidence of anxiety,
depression, insomnia and pain in women with
menstrual problems. On the other hand, a past
history of major depression is a risk factor for
menstrual problems.

- Smoking, a family history of painful periods,
earlier age at menarche and prolonged and
heavy periods are associated with increased
risk of dysmenorrhoea.

- Research suggests that dysmenorrhoeic women
have higher sensitivity to muscle and visceral
pain in the body, even outside the pelvic region,
throughout their menstrual cycle.

+ Both prostaglandins and leukotrienes increase
uterine contractions and induce
vasoconstriction, and are probably involved in
the pathogenesis of dysmenorrhoea - women
with dysmenorrhoea who fail to respond to
prostaglandin inhibitors have high levels of
leukotrienes.
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Biopsychosocial Aspects of Infertility

‘ Lamiya Mohiyiddeen and Christian Cerra

Introduction

This chapter will cover different aspects concerning
the impact that diagnosis, investigation and treatment
of infertility has on patients. It aims to explore the
psychological burden of subfertility on couples, from
both female and male perspectives, the latest research
on stress and infertility, and the differences between
medical and social infertility, as well as issues sur-
rounding third-party reproduction and surrogacy.
Finally, in order to help address these issues, the latest
clinical practice guidelines on psychosocial care for
fertility patients are discussed.

The Impact of Infertility and Its

Treatment on Couples

Infertility is defined as ‘the inability of a couple to
achieve conception or to bring a pregnancy to term
after a year or more of regular, unprotected inter-
course’ (WHO-ICMART glossary). It affects up to
10-15% of couples of reproductive age worldwide,
or 48.5 million women worldwide. The cause may be
attributed to male factor, female factor or both. For a
significant proportion the cause will be unexplained.

Social factors such as delayed childbearing age in
women and lifestyle factors (smoking, obesity) coupled
with an increased awareness of treatments available
have resulted in an unprecedented demand for fertility
services [1]. Only recently have such services started to
explore the psychosocial aspects of infertility: its men-
tal health burden on patients, their psychological needs
and effective psychotherapeutic interventions.

A distinction is made between ‘medical’ and
‘social’ infertility. Medical infertility results from a
known or unknown disease, whereas social infertility
may be age-related infertility, single women or same-
sex couples aspiring to parenthood.

Social infertility more than medical infertility has
the added concerns about donors, the wish for
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phenotypic similarities with recipient parents, as
well as concerns over family and friends” perception
and disclosure or non-disclosure to them. However,
socially infertile individuals, especially single mothers
accessing assisted reproductive techniques (ART),
appear to also have better coping strategies and self-
esteem to deal with the added stresses [2]. The genetic
link with the child appears more important for het-
erosexual couples compared to those affected by social
infertility [2].

For those with unsuccessful treatment, the realiza-
tion that their life goal of parenthood can no longer be
fulfilled may lead to anger, anxiety and depression,
marital problems, a sense of inadequacy, sexual dys-
function, social pressure and isolation, and low self-
esteem [1].

Infertility treatments are characterized by cycles of
hope and disappointment, posing very significant
stress and emotional burden on the general psycholo-
gical well-being of the individuals involved, both
female and male [3, 4].

Infertility treatment is a significant source of stress
and emotional distress, with higher reported rates of
depression after each ART cycle failure [5, 6].

Psychological stress and depression are highly
prevalent among women with recurrent pregnancy
loss [7].

Although infertile women have been found to
have slightly raised anxiety traits compared to fer-
tile controls [8, 9], couples seeking treatment are
on the whole psychologically well-adjusted [9-11].
This may be simply a reflection of a self-selection
bias in which well-adjusted couples would be more
likely to seek fertility treatment which is in itself a
problem-solving strategy. Such strategies may work
in controllable situations; however, over time cou-
ples will realise they have little control over the
outcome of fertility treatment. The series of inter-
ventions such as frequent scans and other investi-
gations, sample provision, and daily hormonal
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injections may cause anxiety, especially during par-
ticular steps of the process, such as waiting for
news on treatment outcomes at different stages of
the process (awaiting news on successful implanta-
tion being a critical and particularly stressful step
for couples).

Decision making is also stressful at every stage.
For example in choosing between conventional in
vitro fertilization (IVF) and natural cycle IVF, differ-
ent elements need to be taken into account, i.e. inva-
siveness, cost, side effects, pregnancy rate and time to
pregnancy. Whilst the last two factors would favour
conventional IVF, lower-risk natural cycle IVF con-
fers advantages on all the other aspects, with reduced
psychological stress, as well as being ethically suitable
for those with concerns regarding embryo selection
and storage.

Unsuccessful outcomes trigger reactions of sad-
ness and anger and often lead to lasting clinical
depression, in 66% of females and 40% of the men
followed up for 18 months after treatment [12].

After a failed IVF cycle, women experience an
increase in depressive symptoms and lower levels of
self-esteem than they did prior to the treatment cycle.
A problem-solving coping strategy was associated
with better psychological adjustment, while the use
of avoidance coping and social isolation had the oppo-
site effect; hence, behavioural strategies may help
these patients deal with their loss of control [13].

Another stressful aspect associated with the IVF
treatment process is the side effects and risks involved,
such as ovarian hyperstimulation syndrome (OHSS).
Side effects from ovulation induction with clomi-
phene include hot flushes, nausea, weight gain,
OHSS, anxiety and depression. Hormonal treatments
can generally affect emotional stability.

Although couples that are unsuccessful following
treatment are more likely to be emotionally distressed
and have difficult marital adjustments [14], couples
that are successful may also be affected - they have
higher rates of psychological problems and mental
stress during pregnancy than couples who conceived
naturally [15], and have higher levels of reported
anxiety about losing the pregnancy, about fetal well-
being (see Chapter 28 for the effect on the maternal-
fetal relationship) and traumatic childbirth. However,
male partners may perceive the pregnancy as more
special than fathers of naturally conceived babies, and
similarly mothers see the delivery as an exceptional
event.
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Parents of IVF-conceived children have been
reported to have closer emotional attachment and
better parent-—child relationship as well as marital
relationships compared to normally fertile parents;
however, this may be the result of bias to positive
self-reporting [16].

Does Stress Cause Infertility or Does

Infertility Cause Stress?

The psychology of infertility emerged from what Berg
and Wilson [17] later named the psychogenic model of
infertility, which proposed psychopathology as an aetio-
logical factor in infertility. This psychogenic model was
introduced in the 1930s to account for infertility that had
no identifiable biomedical cause [18].

We have thankfully now moved on from a psycho-
genic model, due to better diagnosis and decreased
proportion of unexplained infertility, and it is gener-
ally agreed that long-standing infertility is unlikely to
be caused solely by psychological problems. However,
some old-fashioned attitudes remain, leading to a
treatment process and research focus which revolves
still mostly around women alone as the cause of
infertility, and to unhelpful advice to ‘relax and
wait’, which further delays couples seeking treatment
in a situation that is already age- and time-critical.

Studies have been carried out to investigate the
effect of psychosocial factors on fertility and on ferti-
lity treatment outcomes. A ‘hostile’ mood state and
higher trait anxiety were associated with a lower
cumulative pregnancy rate in a study by Sanders
et al. 1999. In a study of 330 women by Thiering
et al. depressed women exhibited a lower pregnancy
rate for the first treatment cycles than non-depressed
women [19]. A history of depressive symptoms has
been associated with a doubled risk of developing
infertility in another study [20]; however, lifestyle
factors such as smoking, body mass index [BMI] and
alcohol use were not taken into account.

Although higher levels of anxiety and stress have
been associated with a lower chance of conception, it
is unclear whether they are the causal factor or a
consequence [21]. Any speculative statements on
causality between the two would need to take into
account factors which may be spuriously correlated,
for example general health affecting both mood and
fertility. A subsequent study by the same group failed
to find an association between prolactin levels (con-
sidered a surrogate for stress) and outcome of IVF.
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The impact of psychological and psychosocial inter-
ventions on fertility treatment outcome is still hotly
debated with some investigators proposing an effect
and others not [22-24].

Studies have shown a possible association between
stress reduction exercises and the probability of con-
ception [25]. More prospectively designed studies
investigating whether psychological factors can pre-
dict fertility and fertility treatment outcomes are
required.

Whilst financial considerations or clinical reasons
are often the reason for dropping out of fertility treat-
ment among private care service users, psychological
factors have also been implicated [26]. A lack of psy-
chological support and patient-centred care is often a
common reason for discontinuing ART treatments
and low levels of patient satisfaction [22].

Results from a recent couple-based prospective
cohort study showed that pre-conception stress
increases the risk of infertility [27]. After adjustment
for confounders, women with high levels of salivary
alpha-amylase (associated with adrenergic activity/
stress response) had a 29% decreased odds of preg-
nancy compared to women with low levels (greater
than twofold increased risk of infertility in that
group). However, no association was seen when
using salivary cortisol levels as biomarker of stress.
Possible mechanisms have been postulated to explain
this association: stress causing decreased libido/inter-
course frequency, delay or inhibition of the LH surge
in ovulation, hyposecretion of corticotropin-releasing
hormone, resulting in changes in the uterine autoim-
mune environment.

Similarly, a study by Pal et al. found that chronic
lifetime psychosocial stressors (such as a personal his-
tory of abuse, or personal or family history of recrea-
tional drug use) were associated with diminished
ovarian reserve when serum FSH levels are used as a
marker [28]. Current stresses in terms of mood scores
and serum cortisol levels did not correlate to ovarian
reserve markers. Hypothalamic-adreno-cortical axis
over-activation may be a possible mechanism affecting
ovarian function. However, the study sample was small
and other confounding lifestyle, environmental and
biological factors (only family history of early meno-
pause, BMI, age and ethnicity were taken into account),
which may coincide with those chronic stressors, may
be implicated in the results.

It is more likely that stress effects do not affect
reproductive physiology or hormones directly, but are
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mediated by patient behaviour, for example lifestyle
factors mentioned previously which could affect ferti-
lity [29].

Male Aspects of Infertility

Among couples undergoing IVF treatment, females
experienced higher levels of anxiety states and anxi-
ety traits as well as depression compared to male
partners [10]. This observed gender difference may
be due to the women’s greater physical involvement
in the IVF process, as well as possible hormonal
effects on the CNS of the treatment itself. Levels of
anxiety and depression only start to rise considerably
compared to normative data once repeated IVF pro-
cedures are unsuccessful, probably as a result of an
initial optimistic view and unrealistic high expecta-
tion on the chances of success from IVF treatment
[30, 31].

Although levels of clinical depression in the male
fertility patient population are no different from the
general population, unsuccessful treatment can lead
to poorer long-term mental health in this population
compared to males who manage to become fathers,
highlighting an obvious grieving process of lost par-
enthood [32].

Interestingly, Hjelmstedt et al. found that, as a
result of worrying for their partners, for many men
unsuccessful treatment may even lead to enhanced
personal maturity and closer marital relationship.
Indeed, a large proportion of men (47.3%) have been
found to be confiding only in their spouse for support,
making them less likely to discuss infertility and its
treatment with others [33].

This may be due to perceived vulnerability to
being subject of humiliation from other males ques-
tioning masculinity and conflating infertility with
impotence.

Men prefer to receive information and emotional
support from the infertility clinician rather than from
friends or mental health professionals and support
groups. Hence infertility clinicians should in the first
instance explore themselves any psychological and
emotional needs of male patients as part of their
fertility treatment, rather than delegate this to other
colleagues. The only exception seems to be the need
for more structured support as well as more informal
sharing of experiences within support groups for
those men who require donor sperm, to address issues
such as anonymity [34].
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Gender roles appear to influence the way in which
women with endometriosis and their partners adjust
to living with endometriosis. The role of men as
partners of women with endometriosis (a known
cause of subfertility, pelvic pain and dyspareunia)
has been studied. In line with dominant masculine
norms, men tend to take control not only when they
provide support to women from a treatment process
point of view (attending clinic, helping with decisions,
care after surgery) but also practically, by managing
everyday tasks at home, and contributing financially if
partners need to take time off work. Finally they
provide emotional support for those women with
endometriosis who, drawing on conventional femi-
nine norms, feel anxious or guilty about their fertility,
or the lack of sexual intimacy or their inability to
perform household tasks [35].

Taking these roles may reinforce traditional mas-
culine identities, with possible strains on their rela-
tionship, as they may also feel frustrated, isolated and
helpless. Consultations should be inclusive of the
impact of endometriosis on quality of life on
women, as well as on their partners and their relation-
ship. Referral should be considered to specialist ser-
vices (pain clinics, psychosexual counselling) with
clear signposting of women and couples to appropri-
ate support services and organizations [36].

Psychosocial Care for Fertility Patients

in Practice

Fertility clinics should address the psychosocial and
emotional needs of their patients as well as their
medical needs.

Specifically, from staff, patients appear to value
sensitive interactions, tailored psychological support,
involvement of both partners in the treatment process
and decision making.

Clinic characteristics valued by patients include
the opportunity to share experiences with others
through access to support groups, as well as persona-
lized care and continuity of care.

Patients value written, preparatory customized
information about treatment and significance of
results.

In terms of patient-specific needs, these can be
subdivided into cognitive (imparting knowledge and
addressing concerns), behavioural (lifestyle and beha-
viour change advice, exercise and nutrition compli-
ance advice), relational and social (support in the
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relationship with partner, family and social network)
and emotional (coping with anxiety and/or depres-
sion) [37].

These domains can be addressed before, during
and after treatment (whether this is successful or not).
Online assessment tools and information leaflets
exploring and addressing these needs are useful before
starting treatment.

During treatment, support and advice with regard
to issues such as non-compliance, low social support
and absence from work are required. Couples also need
psychological support to deal with anticipatory anxiety
as well as distress after failure. Whilst stress from
repeated attempts and unsuccessful treatment leads to
increased rates of depression, couples should also be
aware of the self-reported experiences of increased
relationship quality following treatment failure.

Couples may need access to a variety of psychoso-
cial services to help them cope with the challenge of an
infertility diagnosis, such as couples counselling, a
peer education mentor system to share experiences
and coping strategies, and easy to understand leaflets
with information about the physical and emotional
demands of infertility treatment. A brief question-
naire to assess patients’ mental health state and sup-
port needs may help identify which local support
services they need to be referred to.

Unfortunately, only 10-34% of patients seek
counselling services, with the uptake rate among
men being especially poor [38-40].

Further research focussing on routine patient-
centred psychosocial care is required, although by defi-
nition tailored individualized care will place more con-
straints on collecting eligible data for comparison.

The European Society for Human Reproduction
and Embryology (ESHRE) has produced guidelines
offering best practice advice on how to incorporate
psychosocial care in infertility care and medically
assisted reproduction (ESHRE Psychology and
Counselling Guideline Development Group,
March 2015). As described in the work by Boivin
et al., this aim can be achieved by ensuring that
psychosocial care is delivered on three complemen-
tary levels of psychosocial care: routine psychoso-
cial care (e.g. provision of information, self-help,
support interventions), infertility counselling (e.g.
crisis intervention, grieving support, implications
counselling) and psychotherapy (e.g. support
for patients with diagnosed mental health disor-
ders) [41].
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Routine psychosocial care should be provided by
all fertility staff in contact with infertile patients (doc-
tors, nurses, counsellors, social workers, psycholo-
gists, embryologists and administrative staff).

The guidelines highlight that whilst patient con-
sultations in other areas of obstetrics and gynaecology
traditionally focus on a specific symptom or disease,
infertility consultations differ in several ways [42]:

(1) The focus is on an unfulfilled wish or goal in life,
the severity of which can be very subjective.

(2) The wished child cannot be included in the
decision-making process or the treatment. This
situation poses ethical dilemmas in terms of
what constitutes best interest of the child, and in
terms of the type of family into which the child
conceived by the use of assisted reproduction
will be born, and potential discrepancies
between the choices of the parents and the
presumed interests of the child.

(3) The investigation and treatment of infertility
can be very invasive physically and emotionally
for a couple and affect its dynamics and
sexuality; hence, these effects and the couple’s
ability to cope with them must be taken into
account in the treatment decisions.

(4) The processes involved with fertility
investigation and treatment can impact on
relationship intimacy and sexuality, and a
couple’s resilience to withstand these stressors
must be taken into account.

The infertility treatment journey is a stepwise process
beginning with the initiation of the therapeutic rela-
tionship and terminating with the outcome of the
treatment received. The guidelines state how each
step in the cycle will have a ‘purpose and a set of
objectives and each step will present typical issues and
will require specific communication skills’. Doctors can
provide their medical perspective through a patient-
centred approach. Furthermore, specific psychosocial
needs can be better addressed by providing tailored
counselling. The clinician will provide patient-centred
care by building a relationship (e.g. by remembering
their names, professions and previous interactions in
clinic) and by giving a helpful and competent impres-
sion when explaining treatment options and evaluating
treatment outcomes (e.g. a failed treatment cycle),
exploring patients’ ideas, concerns and expectations
and making patients feel understood, respected and
reassured.
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‘Patient-centred care’ is defined by the guidelines
as ‘the psychosocial care provided as part of routine
services at the clinic’. This is provided and expected
by all members of the medical team. ‘Counselling’,
on the other hand, ‘involves the use of psychological
interventions based on specific theoretical frame-
works’, usually delivered by a mental health profes-
sional with relevant training in psychology, social
work or counselling. Patients should receive
patient-centred care as well as be able to access
counselling services [42].

Patient-centred care can be enhanced through
adjunct psychosocial services. Table 14.1 presents
some of the objectives and typical issues that might
arise from using these additional psychosocial services.

Counselling, on the other hand, focusses on meet-
ing patients’ needs outside the routine care/treatment
process. ‘Counselling might include individual and
couple therapy and/or professionally facilitated sup-
port groups. The content of counselling may differ
depending on the patient and the treatment choice
but will usually involve at least some form of informa-
tion and implication counselling, and support or ther-
apeutic counselling. Information and implication
counselling might focus on ensuring that individuals
understand the different psychosocial issues involved
in their treatment choice, whereas therapeutic coun-
selling might involve an understanding of the emo-
tional consequences of childlessness’ [42].

Three different groups of patients may benefit
from counselling. The first group comprises the
majority of patients seen by the counsellor - patients
who experience very high levels of distress they can no
longer cope with. Although these patients form a
significant proportion of those seen by counsellors,
they make up only ~20% of all infertility patients.
Some personal characteristics (such as preexisting
anxiety and depression) may place patients at
increased risk of extreme levels of stress, as well as
specific situations, such as treatment failure. These
special situations may require specific counselling to
address the specific issues which arise from them
(Table 14.2).

The second group of patients requiring counselling
services are couples considering ‘third party reproduc-
tion™ ie. recipient of donated gametes, and patients
requiring surrogacy and/or adoption to achieve par-
enthood. The psychosocial issues affecting these
patients are summarized by the guideline in Table
14.3, and are further discussed in the next section of
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Table 14.1 Objectives when using adjunct (additional) psychosocial services

Adjunct services Objectives

Written (or video)
information, telephone
counselling (Boivin, Section 6.1)

Supplement existing psychosocial care and counselling
Provide information on common emotional/psychological reaction to infertility
and information about coping with this condition

Normalize patients’ experiences with services such as telephone counselling
providing information and emotional support
Provide psychosocial information in a format that is cost-effective and widely

accessible

Information must be provided in such a way that patients do not feel excluded
if their own experiences differ from the experiences described

Self-help groups (Thorn,
Section 6.2)

Empower patients and increase patients’ autonomy through the proactive
nature of the self-help group structure where each member contributes to the
success of the group

Provide medical information and normalize the experiences of the patient
Provide emotional support and coping information

Professionally facilitated
group work (Thorn, Section, 6.3)

Inform and educate patients about infertility and the psychosocial and legal
aspects of family building using different medical and non-medical options

Explore underlying intra- and interpersonal issues surrounding reactions to

infertility

Help couples resolve and come to terms with the failure of treatment and the
prospect of a life without children

Note: Boivin J, Appleton TC, Baetens P, et al. European Society of Human Reproduction and Embryology. Guidelines for counselling in

infertility: Outline version. Hum Reprod. 2001;16(6):1301-4.

this chapter. A newly contentious issue is the debate on
provision of donor information to gamete recipients, in
particular how much information couples want/should
receive about gamete donors.

An interesting finding is that some of the gamete
recipients in the study by Rubin et al. 2015 report
that having too much information about possible
oocyte donors can actually make their decision
more difficult than with only limited details about
the donor provided [43]. Less information may leave
more space to the imagination for the gamete-receiv-
ing couple but it also means less access to informa-
tion for the child who may want to find out about
their donor once grown up. Such dilemmas reinforce
the importance of appropriate counselling for
gamete recipient couples before the decision to use
gamete donation, and the need for counselling to
continue once couples go through the donor selec-
tion process (Table 14.3).

Lastly, the third group of patients who may need
non-routine psychological counselling are patients
who require assisted reproductive techniques as a
result of social circumstances. There are additional
issues surrounding ‘social infertility’, which affects
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single women and lesbian couples who require
sperm donation, and gay men who build their family
through surrogacy. The individuals included in this
category will also be affected by the issues described in
Table 14.3. Same-sex couples may, for example, seek
counselling surrounding the setting of family struc-
ture and parental responsibilities, and the assignment
of parental roles, the legal status of the child and
nonbiological mother/father, or addressing the
absence of a mother or father figure in the child’s
development. This issue may also affect single
mothers choosing to start their parenting experience
at an older age in most cases. These women may also
be interested in discussing social and economic impli-
cations of single parenting in later life [42].

Psychosocial Aspects of Surrogacy

The Human Fertilisation and Embryology Authority
code of conduct for clinics in the United Kingdom
states that surrogacy should be considered only when
it is ‘physically impossible or highly undesirable for
medical reasons for the commissioning mother to
carry the child’.
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Table 14.2 Counselling objectives in special situations

Special situations

Patients experiencing high .
distress (Boivin, Section 2.3) 5

Counselling objectives

Enable the expression of emotions
Identify the cause(s) of distress

Provide intervention(s) to minimize distress and help patients better manage

distress

- Discuss high-risk personal, situational, social and treatment-linked factors which
may predispose or trigger high distress
- Help the individual cope with [repeated] treatment failure

Pregnancy after infertility .
(Baetens, Section 4.1)

Facilitate transition from infertile patient to pregnant patient
Normalize feelings of disbelief and ambivalence about the pregnancy, the child

and future ability to parent

Multiple pregnancy
(McWhinnie, Section 4.2)

Provide a realistic picture of what it would be like to parent two or three
children of identical age

- Prepare patients for the emotional consequences of using fetal reduction

Facing the end of medical .
treatment (Wischmann, 5
Section, 4.3)

Sexuality (Darwish, Section 4.4)

Help couples end treatment despite availability of medical treatments
Discuss the personal meaning of the loss of an important life goal
Address differences between spouses in readiness to end treatment

Systematically open up discussion of sexual issues

Evaluate the significance and severity of any sexual problems for the couple
and identify factors which may contribute to the problem (e.g. depression, side
effects of medication).

- Address relationship issues which may arise from discussion of sexual issues
Help patients rebuild their sexuality as a source of pleasure

Patients in migration .
(Kentenich, Section 4.5)

Make diagnosis and therapy accessible by ensuring medical practice is
respectful of patients’ sociocultural background

- Facilitate communication between patients and the medical team by exploring
and understanding the meaning of infertility from the perspective of the

couple’s culture

- Discuss how continued childlessness affects the way the couple, especially the
woman, are perceived in their community
Discuss cultural pressure to perceive infertility as a woman’s problem

Note: Boivin J, Appleton TC, Baetens P, et al. European Society of Human Reproduction and Embryology. Guidelines for counselling in

infertility: Outline version. Hum Reprod. 2001;16(6):1301-4.

The clinical use of surrogacy obviously involves
ethical and moral dilemmas and psychosocial impli-
cations. Although the use of surrogacy in some cases
may be more acceptable by society, for example if a
woman requires it following a hysterectomy due to
malignancy, commercial surrogacy (which is illegal in
the United Kingdom) may not receive the same accep-
tance at a societal level. In commercial surrogacy a
commissioning couple/intending parents require a
woman to initiate the pregnancy, and carry the preg-
nancy until delivery in return for a financial compen-
sation. Non-commercial gestational surrogacy, on the
other hand, receives less criticism compared with
genetic surrogacy [44, 45].

available at

Surrogate and intended mothers appear to reconcile
their unconventional choice through a process of cog-
nitive restructuring, whereby an initial discrepancy
between their beliefs and actions is rebalanced from a
cognitive dissonance to one of cognitive consonance
[46], and the result of this cognitive appraisal will influ-
ence disclosure of their choice to others. Surveys of the
general population, on the contrary, show less accep-
tance for third-party reproduction, as there is no perso-
nal need to reconsider their beliefs and therefore remain
in their normative cognitively consonant state [44].

The expecting parents as well as the surrogate
mother who is to conceive purposefully with the
intention to relinquish the baby after delivery require
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Table 14.3 Counselling objectives in third-party reproduction

Third-party reproduction
(gamete and embryo
donation, surrogacy) (Daniels,
Section 5.1, Baetens, Section 5.2;
Appleton, Sections 5.3 and 5.4;
Baron, Section 5.5)

Oocyte donation (Baetens,
Section 5.2)

Embryo donation (Appleton,
Section 5.3)

Surrogacy (Appleton, Section
54)

Adoption (Baron, Section 5.5)

[42].

Help couples acknowledge and come to terms with the implications of using
third-party reproduction as an alternative to family creation.

Address the gender difference in willingness to use third-party reproduction
Assess the suitability of recipient couples, donors and/or surrogates for
treatment (e.g. mental health screening, drug addiction)

Ensure the well-being of the parent who will not be genetically related to the
child

Counsel on secrecy/openness towards the future child and social network
about the use of third-party reproduction.

Address lack of support some individuals may encounter about being part of
third-party reproduction arrangements

Discuss the legal issues, medical risks and religious and cultural considerations
of using third-party reproduction.

Ensure the decision to donate or become a surrogate was free from coercion
(familial, financial)

In egg-share programmes donors need to be prepared for possibility that the
recipient will become pregnant with their oocytes but the donor will not.
Recipients need to be prepared for the long waiting list in egg-share
programmes, the high risk of drop-out by voluntary donors and the
possibility that scarcity of donors means donors can only be matched on
ethnicity.

Couples donating embryos must resolve their feelings about the embryos and
be certain they would not want to use them in future.

Help couples come to terms with the possibility that other children born from
their gametes may exist in their community.

Evaluate reasons for needing surrogacy (i.e. absence of uterus vs. busy lifestyle)
and motives for becoming a surrogate (altruistic vs. financial)

Discuss legal issues concerning the nature of the contract between surrogate
and commissioning couple and the legal status of any future child

Address difficulty in defining parenthood in surrogacy especially if social
parents are not genetically related to the child.

To make an informed decision on whether or not to pursue adoption and the
implications of being a parent for an adopted child

Help couples make the transition from using medical treatment to achieve
parenthood to choosing adoption

Inform couples of state/country practice and the effect of the limited number
of children available for adoption on time to adopt

Discuss issues involved in integrating adopted child into families where other
children already exist

extensive counselling, as all individuals involved,
including the offspring, will need to be prepared psy-
chologically to face the potential long-term psychoso-
cial consequences.

It is likely that infertile couples who choose to opt
for surrogacy will have put a lot of thinking into what
kind of family they would raise, again going through a

available at

cognitive appraisal from cognitive dissonance to cog-
nitive consonance [44].

Recipient parents may have concerns over accusa-
tions of financial exploitation; medicalisation; fear of
non-relinquishment by the surrogate mother; legal,
emotional and social stigma; genetic links and baby
worries. Despite these concerns, studies have shown
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that the psychological well-being of the parents was
good [47, 48].

Baslington in 1996 interviewed 19 surrogate
mothers and found them to be assertive and not
medically or otherwise controlled. In the latter
study, genetic surrogates in particular felt in control.

Few women choose to become surrogates for
financial motivation, and the majority said they do it
for altruistic reasons. Most surrogates enjoyed
pregnancy and childbirth, and reported increased
self-esteem, and the wish to develop meaningful rela-
tionships in their life with the commissioning parents.
Relinquishment of the baby was a happy event for
most surrogates, although some said they felt relief
at the end of the gestation [44].

Maternal attachment to their baby is supposed to
start prenatally and continue after birth. However, a
number of factors affect attachment, such as maternal
age and attitude towards the pregnancy. These factors
may help explain how surrogates are able to relinquish
the baby to the recipient parents following delivery;
surrogate mothers tend to be old enough for them to
believe they have completed their family [49].

A study based in the United Kingdom following
up the relationship between children born through
surrogacy and their recipient parents found overall
good family functioning and child development com-
pared to conventional families [48].

These parents will obviously benefit from counsel-
ling to help them decide how and when to disclose the
surrogacy to their children [50]. Parents will have to
cope with the uncertainty of future arrangements as in
the United Kingdom and many other countries there
cannot be any legally binding contracts about future
arrangements for the child, as the surrogate is legally
the mother of the child, even if the child is the genetic
child of the commissioning couple.

Conclusion

Infertility care, perhaps more than any other area of
obstetrics and gynaecology, involves psychosocial
implications which require appropriate support to
reduce patient distress and help them come to terms
with their situations and make important life decisions.
Training aimed at recognising and managing these
biopsychosocial aspects of infertility and assisted
reproduction should be part of training requirements
for generalists and subspecialists. This should include
psychosexual counselling, the role of cognitive

available at

behavioural therapy and issues relating to same-sex
partnerships, single parenthood, gender identity,
gamete preservation and surrogate motherhood.

Clinicians should be prepared to confront and
address these issues not only by using a patient-
centred holistic approach in all interactions and at
each step of the investigation and treatment process
but also through referral to tailored counselling ser-
vices in specific situations which require a trained
mental health professional.

+ Emotions and psychological problems
associated with infertility include hope,
disappointment, anger, anxiety, depression,
sense of inadequacy, sexual dysfunction,
social pressure and isolation, low self-
esteem and marital discord.

+ Anxiety levels and stress have been linked to a
lower chance of conception, but it is unclear
whether they are the causal factor or a
consequence of subfertility.

+ Chronic lifetime psychosocial stressors (such
as a personal history of abuse, or personal or
family history of recreational drug use) have
been shown to be associated with diminished
ovarian reserve.

+ Generally, men prefer to receive information
and emotional support from the infertility
clinician rather than from friends or mental
health professionals and support groups.

+ Couples undergoing fertility treatment value
sensitive interactions, tailored psychological
support, continuity of care and involvement of
both partners in the treatment process and in
decision making. Their needs can be
subdivided into cognitive, behavioural,
emotional and relational/social domains.

+ The initial assessment of infertility patients
should include assessment of their mental health
state and support needs. A brief questionnaire
may be helpful in determining what referrals to
local services may be necessary.

+ Guidelines published by the European Society
for Human Reproduction and Embryology
(ESHRE) describe three complementary levels
of psychosocial care: routine psychosocial
care, infertility counselling and
psychotherapy.
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+ Health professionals providing care to
infertility patients should develop skills for
‘patient-centred care’. Those involved in
surrogacy arrangements should be familiar
with the pertinent psychosocial issues.

References

1

1

available at

1.

0.

1.

Deka P, Sarma S. Psychological aspects of infertility.
BJMP. 2010;3(3):a336.

Diaz DG. Psychosocial differences between medical
and social infertility. Presented at European Society
of Human Reproduction annual meeting, Lisbon
2015.

Cousineau TM, Domar AD. Psychological impact of
infertility. Best Pract Res Clin Obstet Gynaecol. 2007;21
(2):293-308.

Dhillon R, Cumming CE, Cumming DC. Psychological
well-being and coping patterns in infertile men.
Fertility and Sterility. 2000;74(4):702-6.

Donarelli Z, Lo Coco G, Gullo S, Marino A, Volpes A,
Allegra A. Are attachment dimensions associated
with infertility-related stress in couples undergoing
their first IVF treatment? A study on the individual
and cross-partner effect. Hum Reprod.
2012;27(11):3215-25.

Holter H, Anderheim L, Bergh C, et al. First IVF
treatment-short-term impact on psychological well-
being and the marital relationship. Hum Reprod.
2006;21(12):3295-302.

AM Kolte, EM Mikkelsen, LK Egestad, et al.
Psychological stress and moderate/severe depression
are highly prevalent among women with recurrent
pregnancy loss. Presented at European Society of
Human Reproduction annual meeting, 2014. www.esh
re.eu/Education/epresentations/ESHRE-2014-Webcast
s/Webcast-Monday.aspx. (Accessed 22 March 2017.)

Eugster A, Vingerhoets A]J. Psychological aspects of in
vitro fertilization: A review. Soc Sci Med. 1999;48
(5):575-89.

Hearn MT, Yuzpe AA, Brown SE, et al. Psychological
characteristics of in vitro fertilization participants.
American Journal of Obstetrics and Gynecology.
1987;156:269-274.

Shaw P, Johnston M, Shaw R. Counselling needs,
emotional and relationship problems in couples
awaiting IVF. Journal of Psychosomatic Obstetrics and
Gynecology. 1988;9:171-80.

Newton CR, Hearn MT, Yuzpe AA. Psychological
assessment and follow-up after in vitro fertilization:
Assessing the impact of failure. Fertility and Sterility.
1990;54:879-86.

12.

13.

14.

15.

16.

17.

18.

19.

20.

21.

22.

23.

24.

25.

Baram D, Tourtelot E, Muechler E, et al. Psychosocial
adjustment following unsuccessful in vitro
fertilization. Journal of Psychosomatic Obstetrics and
Gynecology. 1988;9:18-90.

Hynes GJ, Callan V], Terry DJ, et al. The psychological
well-being of infertile women after a failed IVF
attempt: The effects of coping. British Journal of
Medical Psychology. 1992;65:269-78.

Slade P, Emery J, Lieberman BA. A prospective,
longitudinal study of emotions and relationships in in
vitro fertilization treatment. Human Reproduction.
1997;12:183-90.

van Balen F, Naaktgeboren N, Trimbos-Kemper TC.
In-vitro fertilization: The experience of treatment,
pregnancy and delivery. Hum Reprod. 1996;11(1):95-8.

van Balen F, Trimbos-Kemper TC. Involuntarily
childless couples: Their desire to have children and
their motives. ] Psychosom Obstet Gynecol.
1995;16(3):137-44.

Berg BJ, Wilson JF. Psychological functioning across
stages of treatment for infertility. ] Behav Med.
1991;14:11-26.

Boivin J, Gameiro S. Evolution of psychology
and counseling in infertility. Fertil Steril.
2015;104(2):251-59.

Thiering P, Beaurepaire J, Jones M, et al. Mood state as
a predictor of treatment outcome after in vitro
fertilization/embryo transfer technology (IVF/ET).
Journal of Psychosomatic Research. 1993;37:481-91.

Lapane KL, Zierler S, Lasater TM, et al. Is a history of
depressive symptoms associated with an increased risk
of infertility in women? Psychosom Med. 1995;57
(6):509-13.

Demyttenaere K, Nijs P, Koninckx PR, et al. Anxiety
and conception rates in donor insemination couples.
Journal of Psychosomatic Obstetrics and Gynecology.
1988;8:175-81.

Boivin J. A review of psychosocial interventions in
infertility. Soc Sci Med. 2003;57:2325.

Frederiksen Y, Farver-Vestergaard I, Skovgard NG, et
al. Efficacy of psychosocial interventions for
psychological and pregnancy outcomes in infertile
women and men: A systematic review and meta-
analysis. BMJ Open. 2015;5:€006592.

Haemmerli K, Znoj H, Barth J. The efficacy of
psychological interventions for infertile patients: A
meta-analysis examining mental health and pregnancy
rate. Hum Reprod Update. 2009;15:279-95.

Domar AD, Seibel MM, Benson H. The Mind/Body
program for infertility: A new behavioral treatment
approach for women with infertility. Fertility and
Sterility. 1990;53:246-49.

14:27:50,



Section 2 Gynaecology

26.

27.

28.

29.

30.

31.

32.

33.

34.

35.

36.

available at

Olivius C, Fridén B, Borg G, Bergh C. Why do couples
discontinue in vitro fertilization treatment? A cohort
study. Fertility and Sterility. 2004;81:258-61.

Lynch CD, Sundaram R, Maisog MJ, et al.
Preconception stress increases the risk of infertility:
Results from a couple-based prospective cohort study,
the LIFE study. Hum Reprod. 2014 May;29(5):1067-75.
Presented at European Society of Human
Reproduction annual meeting, Lisbon 2015. www.esh
re.eu/en/Education/epresentations/ESHRE-2015-Web
casts.aspx. (Accessed 12 April 2017.)

Pal L, Bevilacqua K, Santoro NF. Chronic psychosocial
stressors are detrimental to ovarian reserve: A study of
infertile women. J Psychosom Obstet Gynecol. 2010;31
(3):130-9.

Boivin J, Griffiths E, Venetis CA. Emotional distress in
infertile women and failure of assisted reproductive
technologies: Meta-analysis of prospective
psychosocial studies. BMJ. 2011;342:d223.

Beaurepaire J, Jones M, Thiering P, et al. Psychosocial
adjustment to infertility and its treatment: Male and
female responses at different stages of IVF/ET
treatment. Journal of Psychosomatic Research.
1994;38:229-40.

Collins A, Freeman EW, Boxer AS, Tureck R.
Perceptions of infertility and treatment stress in
females as compared with males entering in vitro
fertilization treatment. Fertility and Sterility. 1992;57,
350-56.

Ware JE, Kosinski M, Keller SD. A 12-item short-form
health survey: Construction of scales and preliminary
results of reliability and validity. Med Care.
1996;34:220-33.

Hjelmstedt A, Andersson L, Skoog-Svanberg A, Bergh
T, Boivin J et al. Gender differences in psychological
reactions to infertility among couples seeking IVF- and
ICSI-treatment. Acta Obstet Gynecol Scand.
1999;78:42-8.

Eisenberg ML, Smith JF, Millstein SG, Walsh T7J,
Breyer BN et al. Perceived negative consequences of
donor gametes from male and female members of
infertile couples. Fertility and Sterility. 2010;94:921-6.

Hudson N, Culley L, Mitchell H, Law C, Denny E,
Raine-Fenning N. Men living with endometriosis:
Perceptions and experiences of male partners of
women with the condition. European Society of
Human Reproduction annual meeting, 2015. www.es
hre.eu/en/Education/epresentations/ESHRE-2015-We
bcasts.aspx. (Accessed 12 April 2017.)

Fisher JR, Hammarberg K. Psychological and social
aspects of infertility in men: An overview of the
evidence and implications for psychologically
informed clinical care and future research. Asian |
Androl. 2012;14(1):121-9.

37.

38.

39.

40.

41.

42.

43.

44.

45.

46.

47.

48.

49.

50.

Gameiro S, ] Boivin, E Dancet, et al. ESHRE
guideline: Psychosocial care in infertility and
medically assisted reproduction. Presented at
European Society of Human Reproduction annual
meeting, 2014. www.eshre.eu/en/Education/epresenta
tions/ESHRE-2014-Webcasts.aspx. (Accessed 12 April
2017.)

Read SC, Carrier ME, Boucher ME, et al. Psychosocial
services for couples in infertility treatment: What do
couples really want? Patient Educ Couns. 2014;94
(3):390-5.

Wischmann T, Scherg H, Strowitzki T, Verres R.
Psychosocial characteristics of women and men
attending infertility counselling. Hum Reprod.
2009;24:378-85.

Boivin J, Scanlan LC, Walker SM. Why are infertile
patients not using psychosocial counselling?. Hum
Reprod. 1999;14:1384-91.

ESHRE Psychology and Counselling Guideline
Development Group. Routine psychosocial

care in infertility and medically assisted
reproduction - A guide for fertility staff, ESHRE
March 2015.

Boivin J, Appleton TC, Baetens P, et al. European
Society of Human Reproduction and
Embryology. Guidelines for counselling in
infertility: Outline version. Hum Reprod. 2001;16
(6):1301-4.

Rubin LR, Melo-Martin I, Rosenwaks Z, et al. Once
you’re choosing, nobody’s perfect: is more information
necessarily better in oocyte donor selection? Reprod.
Biomed. Online 2015;30(3):311-18.

van den Akker OB. Psychosocial aspects of
surrogate motherhood. Hum Reprod Update.
2007;13(1):53-62

BMA. Changing Conceptions of Motherhood. The
Practice of Surrogacy in Britain. British Medical
Association: London, UK, 1996.

Festinger L. A Theory of Cognitive Dissonance. Stanford
University Press: Stanford, USA, 1957.

van den Akker OBA. Coping, Quality of Life and
psychiatric morbidity in 3 groups of sub-fertile
women: Does process or outcome affect
psychological functioning? Patient Educ Couns.
2005;57:183-89.

Golombok S, Murray C. Families created through
surrogacy: Parent-child relationships in the first year of
life. Fertility and Sterility. 2004;80:133.

Siddiqui A, Hagglof B, Eisemann M. An exploration of
prenatal attachment in Swedish expectant women. J
Reprod Infant Psychol. 1999;17:369-80.

Edelmann R. Surrogacy: The psychological issues. J
Reprod Infant Psychol. 2004;22(2):123-36.

14:27:50,



Investigations of the psychological and social aspects
of reproductive life events and reproductive health
have focussed predominantly on women, but in the
most recent decade there has been an increased focus
on the needs and experiences of men. This body of
evidence has been derived from secondary analyses of
national data, quantitative self-report surveys and
qualitative investigations based on interviews and
group discussions. Some research has been designed
specifically to investigate men, and some has investi-
gated men as members of couples or as fathers.
The research evidence has been generated predomi-
nantly in high-income countries; there is less evidence
about these experiences among men living in
resource-constrained low- and lower-middle income
nations.

Unintended Pregnancy

Decisions to have intercourse, use or not use contra-
ception, or whether or not to continue a pregnancy
are generally not made by women alone, but much
less is known about men’s, than women’s, contra-
ceptive behaviours and experiences of unintended
(mistimed or unwanted) pregnancies. Kagesten
et al. undertook secondary analyses of data from
the population-based FECOND survey in France
that used random digit dialling to recruit 8,675 peo-
ple (3,373 men) aged 15-49 years [1]. Questions
about pregnancy intention (whether or not it was
wanted, and timing) were asked of participants who
reported a pregnancy in the prior five years. Overall
5% of the heterosexually active participants reported
an unintended pregnancy in the ascertainment per-
iod. Risks were higher among those who were
younger, whose financial circumstances were inse-
cure and whose relationships were fragile or ending.
Although 72% of men in this circumstance reported
that they (or their sexual partner) had been using
contraception, more than half (58%) considered that
their use of contraceptives had been inconsistent

Psychological and Social Aspects
= Of Reproductive Life Events among Men

Jane R. W. Fisher and Karin Hammarberg

(had not used a condom all the time) or that it had
failed (oral contraceptive pills had been missed or
condoms had slipped or broken). More than half
believed that their partner had been using contra-
ception and they had not themselves taken contra-
ceptive steps.

Questions about pregnancies and pregnancy pre-
vention were also asked in the Understanding
Fertility Management in Contemporary Australia
national survey that was completed anonymously
by 2,234 people (691 men) aged 18-50 selected ran-
domly from the electoral roll [2]. Detailed follow-up
questioning was not possible, but 23% of the men
indicated a lifetime experience of at least one ‘acci-
accidental pregnancy’. Only 17.6% of male respon-
dents were aware of the fertile period of the
menstrual cycle, and about 10% were using with-
drawal to avoid pregnancy. Although most felt com-
fortable talking to a sexual partner about
contraception (90.6%) and believed that contracep-
tion should be a shared responsibility (92.7%), less
than a third (29.3%) recalled being taught about
pregnancy prevention in school sex education.
The unintended pregnancy was attributed to contra-
ceptive failure by 15.3%, forgetting to use contra-
ception by 21.6% and withdrawing too late by
10.8% of men.

Fatherhood: Attitudes, Intentions
and Aspirations

The desire to have a child is multifactorially deter-
mined, including by age, marital status, parity, gen-
der, culture, religious beliefs and the degree of
reproductive autonomy and access to contraception
in a particular setting [3]. In most high-income coun-
tries there has been a rapid increase in the average
ages at which men father children, and at which
women first give birth; there is also a decrease in the
total fertility rate and average family size.
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Fatherhood Aspirations among Men Who
Are Presumed to Be Fertile

There are relatively few population-based investiga-
tions of the aspirations, expectations and desires to
have children among men. Thompson and Lee sur-
veyed 382 childless single men who were taking a first-
year psychology subject at an Australian university
and had self-identified as wanting to have a child at
some point in the future [4]. Most wanted to father
a child by their late twenties or early thirties, and the
circumstances in which they wished this to occur was
within a stable and loving partnership, when qualifi-
cations were completed, and when personal maturity
had been achieved. Preferences were expressed for
fatherhood to occur within a married, rather than
a non-married but stable relationship and when
a permanent job and dependable income had been
secured. The preferences were explored in further
semi-structured interviews about general life aspira-
tions, including fatherhood by the age of 40 years,
with 16 of these men aged between 18 and 22 years
[5]. Marriage and having children (in general two or
three) were widely described as fundamental to life-
time contentment and fulfilment. A tension was iden-
tified between the traditional view that men should be
the main financial providers for their families and the
contemporary ideal that fathers need to be competent
and available caregivers who share household work
with their partners. Few contemplated part-time
employment in order to share the care of dependent
children, and it was concluded that few had role
models to follow in which income-generating and
unpaid care-giving work had been shared equitably
between partners who were parents. Some acknowl-
edged that realizing the circumstances essential to
being able to contemplate parenthood might narrow
the life window in which this goal was possible.
Using random-digit dialling, Roberts et al.
recruited 495 biologically childless men aged 20-45
years living in Calgary, Canada, who completed
a structured interview about their plans for parent-
hood and factors associated with the decision to have
a child [6]. A third were partnered and almost all
(86%) wanted to have a child; 6.3% were trying
actively to conceive. Like the younger Australian
men in Thompson et al’s studies, this Canadian
group as a whole identified financial security as an
important precondition, but also the partner’s desire
for children and her ‘suitability’ as a potential co-

parent. They also found, however, that men who
were in the older age group (35-45 years) were sig-
nificantly less likely than younger men (20-24 years)
to regard financial security as a precondition for
fatherhood, and more likely to acknowledge that
they were experiencing a ‘biological clock’, suggesting
that there is more adaptation to the reality that there
are rarely perfect circumstances in which to have
a child, as they aged. Kessler et al. (2013) analysed
the data from the 6,168 childless men aged 15-44
years collected in the US 2006-2010 National Survey
of Family Growth among a representative sample of
more than 22,000 American people. Most (88%)
wanted to have a child in the future, with proportions
expressing this wish declining with age.

Attitudes and motives influencing the desire to
have or not to have children were examined in com-
munity-based surveys in Germany [7] and England
[8]. Overall, desire for children among childless
women and men aged at least 30 years was equal and
linked to wishes to create new life, form a household
and experience love, and was lowered by financial
concerns.

Fatherhood Aspirations among Men Who
Are Gay

There is a small literature describing aspirations for
fatherhood and intentions to become a parent among
gay men. In Italy, where people in same-sex relation-
ships only recently acquired rights to form civil part-
nerships, but only in rare circumstances to adopt
children, a small proportion (10%) of gay men have
children, most born in prior heterosexual relation-
ships. Baiocco and Laghi compared the parenting
intentions and aspirations among 930 childless het-
erosexual and homosexual people, including 199 gay
men [9]. Fewer gay (51.8%) than heterosexual men
(81.0%) wanted to have children, and even fewer
(30.2%), compared to 73.1% described an intention
to become a parent. In the United States, Riskind and
Patterson analysed data from the 2002 National
Survey of Family Growth of 12,571 people (103 gay
men), to investigate the same questions [10]. Findings
were very similar to the Italian study, including that
desires and intentions to become a parent were lower
among homosexual than heterosexual men and les-
bian women. In both studies, however, a substantial
proportion did want to become parents, and Riskind
and Patterson noted that valuing of parenthood was
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the same among heterosexual and homosexual parti-
cipants [10]. Baiocco and Laghi interpreted their find-
ings as reflecting the contextual barriers of lack of
access to surrogacy or adoption for men in same-sex
partnerships [9].

Fatherhood Aspirations among Men Who
Are Experiencing Fertility Difficulties

Stereotypically, women are presumed to desire chil-
dren and therefore to experience grief when the life
goal of motherhood is unrealized, but men, having
more diverse life opportunities, have been described
as being ‘disappointed but not devastated’ by being
unable to have a child [11]. Desire for fatherhood has
also been investigated among men diagnosed as infer-
tile or whose partners are infertile or who have unex-
plained infertility as a couple. Edelmann et al
conducted a postal survey of emotional distress
among 205 couples belonging to the National
Association for the Childless in the United Kingdom
in which the male partner was infertile [12]. Levels of
distress were higher than in the general community
and similar among men and women, suggesting that
men do not experience infertility as merely ‘disap-
pointing’. Dyer et al. found among 50 couples attend-
ing public infertility treatment clinics in South Africa
that men and women desired children with similar
intensity [13].

Longer-term attitudes towards parenthood were
surveyed among 112 Australian men who had been
diagnosed as infertile five years earlier [14]. Of these
participants 84% reported that they desired parent-
hood as much as their partner did; fewer than half
agreed that it would be more disappointing for
a woman than a man not to have a child. In the
Netherlands 108 infertile couples who had not
become parents, on average 8.6 years after treatment
initiation, completed self-report questionnaires. Men
were less likely than women to ‘think often’ about
having children, but they were equally likely (86%)
still to want a child and to identify happiness as the
main motive to seek parenthood [15].

Age, Health and Fertility among Men
Age

The consequences of chronological age for female
fertility, including increased time to pregnancy and
higher rates of chromosomal abnormalities that are

associated with reduced conception and increased
spontaneous abortion, from the mid-thirties are well
established [16]. Fertility among men also declines
with age, with increasing proportions of morphologi-
cally abnormal sperm and higher mutation rates in
genetic material carried within the sperm of older
compared to younger men. While conceptions can
occur between a man in his fifties and a younger
woman, in general infertility rates increase among
men from the late thirties [17]. In a recent review of
the evidence about the impact of paternal age on the
health and development of offspring, Lawson and
Fletcher found that when maternal age is controlled,
rates of stillbirth are higher when the father is aged
over 40 years and increase further when he is over 50
years [18]. While overall rates are low, they also found
that there are increased risks of autism spectrum dis-
orders, bipolar affective disorders and schizophrenia
among the offspring of older, than younger, fathers.

Mental Health

There have been substantial investigations in recent
decades into whether semen quality at a population
level is changing in response to factors other than
chronological age. Psychological stress, long thought
to be a factor contributing to unexplained infertility
among women, has been investigated in relation to
men but, most commonly using semen samples from
men in couples seeking fertility treatments and thus
not representative of men in the general population.
Gollenberg et al. assessed experiences of major
adverse life events in the prior three months (the
period of spermatogenesis) and standard parameters
of semen quality among 744 fertile men who, with
their pregnant partners, were participants in the Study
for Future Families, conducted in five US major cities
[19]. They found that those reporting two or more
recent challenging events were twice as likely to have
sperm classified as below-normal standard interna-
tional criteria for concentration, motility and mor-
phology than those who reported fewer than two
such events, including when alcohol, tobacco and
illegal substance abuse was controlled for in analyses.
These authors propose an endocrine pathway with
increased stress hormones leading to reduction in
essential precursors for sperm production. Li et al.
undertook a review of 57 cross-sectional studies with
a total participant pool of almost 30,000 men from 26
nations, which had investigated associations between
psychological, social or behavioural factors and semen
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parameters [20]. Meta-analyses of the impact of age,
body mass index, smoking, alcohol and coffee con-
sumption and self-reported psychological stress were
conducted. They concluded that although there might
be interactions among them, higher age, smoking,
alcohol consumption and psychological stress were
all risk factors for poorer semen quality and therefore
for male fertility.

Cancer and Cancer Therapies

One of the most clearly established risks to fertility is
cancers, some of which have a direct impact on repro-
ductive organs, and the cytotoxic chemotherapies or
radiotherapy required for cancer treatment [21].
There have been quite extensive investigations of the
psychological and social consequences of fertility dif-
ficulties related to cancer experienced during child-
hood or reproductive life, synthesized in recent
systematic and narrative reviews [22, 23].

People in this circumstance experience the com-
plex psychological demands of adjustment to
a potentially life-limiting condition, which might
require treatments with the potential side effect of
loss of fertility, including removal of malignant tis-
sues, and adjuvant treatments to prevent recurrence.
Tschudin and Bitzer reviewed 24 studies, which had
used interviews or surveys to assess the psychological
aspects of fertility preservation among men and
women in the context of cancer [23]. They identified
the contrasting psychological processes of fear, loss
and despondency that might accompany cancer, and
of joy and optimism that are associated with fertility,
and suggested that fertility preservation could be
experienced as providing hope in an otherwise bleak
situation. However, they also found that while clin-
icians were in general in favour of sperm banking for
all men experiencing cancer, some oncology specia-
lists lacked personal knowledge of the techniques,
relationships with clinicians specialized in fertility
preservation, or access to services, to offer it and
were hesitant to raise the topic in consultations.
In general patient perspectives were that they wanted
to preserve future fertility but did not want it to
involve delays in initiating cancer treatment.

Goossens et al. reviewed 27 papers reporting
investigations of fertility-related information needs
and preferences, and experiences of clinical consulta-
tions from the perspectives of people who had experi-
enced cancer, and healthcare providers [24]. People

with cancer, in particular those who are young, do not
yet have children, or who have plans for further chil-
dren want fertility-related information, but there is
great variation in the proportion (0-85%) who receive
it. Younger patients were more likely than those who
were older, to report unmet information needs.
Barriers to the provision of such information identi-
fied by healthcare providers included prioritization of
survival over other concerns, and self-appraised lack
of knowledge and skills about fertility preservation.
Similar conclusions had been reached by Quinn et al.
in their review of 29 papers about fertility decision-
making in the context of paediatric cancers [25]. They
found consistent evidence that adolescents experien-
cing cancer want to participate in fertility decision-
making and do not want decisions made in their
interests by either treating clinicians or their parents.

Crawshaw elaborated these findings in a narrative
review of the fertility preservation needs of adoles-
cents and young adults experiencing cancer [26]. She
concluded that ‘professional gate-keeping’ related to
inadequate knowledge or perceptions that patients are
too young, or too sick, or have too limited a prognosis,
or that risk of damage to fertility is low, or unease in
discussing sexual or reproductive matters can lead
clinicians not to provide information or invite discus-
sion with young people in this predicament or their
families. Fertility preservation was more likely to be
discussed with people who were childless, graduates,
Caucasian and heterosexual than others. Parents too
can feel awkward about discussing fertility preserva-
tion with young men, in particular as collection of
semen requires masturbation.

As survival rates following testicular cancer are
generally high and life expectancy is not necessarily
reduced, Carpentier and Fortenberry argued there
are needs to consider long-term as well as the
immediate and medium-term impacts of survivor-
ship among adolescents and young men [22]. In their
review of 37 studies they found that the mental
health, including self-esteem, of men who were in
committed romantic relationships at point of diag-
nosis was protected. However, men who were single
were especially vulnerable to subsequent lasting
anxiety about sexual functioning and fear that dis-
closure of having experienced cancer would limit
future intimate partnerships. Although some studies
reported that there was little evidence that sexual
interest, functioning and pleasure changed after
treatment for testicular cancer, others reported that
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anxiety about sexual performance began during
treatment and was enduring.

Overall, conclusions were that providing clinical
care in this situation is especially difficult because it
involves not only the transfer of information
about cancer and cancer treatments but also about
future fertility, each with ethical complexities [23]. It
requires sustained emotional support and considera-
tion of existential meanings all bound by the time
constraints of commencement of oncology treatment.
Crawshaw highlights the importance of taking a life
course approach, which incorporates awareness that
from the point of cancer diagnosis onwards, future
hopes, aspirations and expectations both in the
immediate and longer term are altered [26]. She con-
cludes that consideration of fertility, including ferti-
lity preservation, is intrinsic to comprehensive cancer
care and should be included routinely as a best
practice.

Fertility-Related Knowledge,
Attitudes and Behaviours

In addition to social and economic circumstances, the
achievement of desired goals of family formation
requires knowledge of fertility, fertility management
and both contraception- and fertility-promoting beha-
viours that can reflect personal values and attitudes.

Knowledge of Factors That Influence
Fertility

Knowledge of the associations among aging, health-
related behaviours and fertility was assessed in
a population-based telephone interview survey
initiated by the Fertility Coalition, a consortium of
agencies in Australia [27]. Participants were English-
speaking adults aged 18-45 years who wished to have
a child in the future. While the recruitment fraction
was quite low (18% of eligible respondents), 462 peo-
ple (45% men) provided complete data. Among male
participants, 35% believed that male fertility begins to
decline at the age of 50 years and 23% that it is
unaffected by age. They were significantly more likely
than female participants to state either that they did
not know at what age fertility begins to decline, or that
age does not affect fertility. Among men who had not
completed secondary schooling 19% believed that
female fertility is unaffected by age, compared to
only 2% of those with post-secondary education.

Fewer respondents believed that male obesity (30%)
or smoking (36%) influences men’s fertility compared
with the equivalent beliefs about the adverse impact of
female obesity or smoking (both 59%) on fertility.
Higher proportions of men than women believed
that obesity and smoking have no influence at all on
male fertility. Only a third were accurately informed
about the time during a woman’s menstrual cycle
when conception is most likely to occur.

In order to assess knowledge about fertility among
younger people who had received sexual and repro-
ductive health education at school, Ekelin et al. sur-
veyed 274 18- to 20-year-olds (146 young men) in two
Swedish schools [28]. Most wanted to have children in
the future. The males believed that female fertility
begins to decline markedly at the age of 47.5 years
(significantly older estimated age than among female
respondents), and fewer of them were aware that
conception is most likely to occur mid-menstrual
cycle, and that age or high or low body mass index
influences fertility, than women.

Understanding and knowledge of fertility treat-
ment using assisted reproductive technologies (ART)
was assessed among 599 childless Canadian men aged
20-50 years who were presumed to be fertile, using
a male adaptation of the Fertility Awareness Survey
and compared to equivalent data from women by
Daniluk and Koert [29]. Overall 53% were assessed
as having some knowledge and 13% as being fairly
knowledgeable about ART. However, answers to the
20 information-based questions suggested major
knowledge gaps, and 81% believed that general health
and physical fitness are better indicators of fertility
than age among women older than 30 years. Their
overall knowledge levels were significantly worse
among men than the comparison population of child-
less women.

Bunting et al. investigated related questions
among 10,045 people (1,690 men) aged 18-50 years
from 79 countries who had been trying actively to
conceive for at least six months [30]. Their
International Fertility Decision Making Study used
an online survey to investigate aspects of decisions
to have a child and what to do if attempts to conceive
spontaneously were unsuccessful. Men, in particular
those without post-secondary education, who were
not employed or lived in a rural area had lower knowl-
edge than women on fertility knowledge questions
which included awareness of indicators for reduced
fertility and misconceptions about fertility.
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Experiences of Pregnancy and Early

Adjustment to Parenthood

Psychological aspects of pregnancy, childbirth and the
early postpartum period have been investigated exten-
sively among women, in particular in high-income
countries. Condon et al. completed one of the first
prospective cohort investigations of psychological
symptoms, sexual satisfaction and alcohol wuse
among 312 men without children, but who were part-
ners in a pregnancy. Repeat assessments were under-
taken from about 23 weeks’ gestation until the end of
the first postpartum year [31]. They found that the
highest level of symptoms of depression and anxiety
was in mid-pregnancy, and that these diminished and
thereafter remained stable from advanced pregnancy.
In mid-pregnancy, 5.2% of men scored in the clinical
range (> 12) on the Edinburgh Postnatal Depression
Scale (EPDS), but at all subsequent assessments about
1% scored at this level. Of greatest concern was that at
all assessment points about one in four men reported
using alcohol (Alcohol Use Disorders Identification
Test score > 7) at harmful levels. Proportions of men
reporting low sexual satisfaction increased from 27%
in mid-pregnancy to 37% a year postpartum, and for
up to half of them frequency of intercourse was lower
than had been anticipated at each assessment point.
The authors concluded that contrary to their expecta-
tions, pregnancy was more stressful for men making
the transition from being childless to becoming
a parent than the postpartum year but that overall,
men appeared to be underprepared for the impact of
parenthood on their lives.

Wiynter et al. assessed the period prevalence of
common mental disorders in a community cohort of
172 couples in the six months after the birth of a first
child [32]. They found that no men met diagnostic
criteria for major or minor depression, but that
experiences of anxiety were more common. In total
13% experienced an adjustment disorder with anxiety
and 4% an anxiety disorder. They found in further
analyses that higher levels of depressive symptoms
(EPDS scores) were reported by both men and
women who experienced their intimate partners as
critical and controlling [33]. Symptoms worsened if
the baby was unsettled with unsoothable crying or
difficulties settling to sleep or if they had coincidental
adverse life events.

Fisher et al. completed a cross-sectional survey of
a randomly selected sample of 231 men whose wives

were >28 weeks’ pregnant or mothers of 4- to 6-week-
old babies in rural and urban communes in northern
Vietnam [34]. As has been found among women,
prevalence of common mental disorders was much
higher in this lower-middle-income nation than that
found in high-income countries. Overall, 17.7% were
diagnosed with a depressive or anxiety disorder and
33.8% with harmful alcohol use. Perinatal common
mental disorders among men were associated with
experiencing coincidental life adversity (most com-
monly poverty and food insecurity), intimate partner
violence, an unwelcome pregnancy and primiparity.
Alcohol misuse was more common among men with
low education, living in the poorest households and in
unskilled work.

Humberd et al. used in-depth interviews to inves-
tigate how 36 American men established their identi-
ties as fathers in the context of changes in social
expectations of the roles and responsibilities of par-
ents and traditional workplaces [35]. They concluded
that a strong and widely held cultural belief prevailed
that there would be little change in any aspect of
aman’s employed role or income-generating activities
once he became a father. They also concluded that
there was little appreciation within organizations, or
among colleagues, that fathers of young children
needed flexibility in order to fulfil care-giving obliga-
tions and that this constitutes a significant structural
barrier to more equitable gender roles and division of
labour.

Experiences of Infertility
and Infertility Treatment

In high-income countries about 15% of heterosexual
couples experience difficulties conceiving when
pregnancy is desired and in up to half of these cou-
ples infertility is attributable to male factors [36].
In low-income settings prevalence is thought to be
higher in particular where undetected and untreated
reproductive tract infections are common [37]. Men
are affected by infertility either through being diag-
nosed as infertile themselves, being the partner of
a woman who is infertile, or by being a member of
a couple with unexplained infertility. Fisher and
Hammarberg reviewed 73 papers which reported
data about the psychological and social aspects of
diagnosis, ART treatment and unsuccessful treat-
ment among men with fertility difficulties [38].
Although the research is diverse in theoretical
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conceptualizations, research designs, study settings,
inclusion criteria for participants and data sources,
there is general consistency of findings. These indi-
cate that diagnosis and initiation of treatment are
associated with elevated infertility-specific anxiety
and that unsuccessful treatment can lead to a state
of lasting sadness, but rates of clinically significant
mental health problems are no higher among them
than among men in the general population. Infertile
men who are socially isolated, have an avoidant style
and appraise stressful events as overwhelming are
vulnerable to more severe anxiety. Men prefer oral
to written treatment information and to receive
emotional support from infertility clinicians rather
than from mental health professionals, self-help sup-
port groups or friends.

Summary and Implications for Policy
and Practice

Overall therefore the evidence indicates that most
young and older men with and without fertility
difficulties express a desire to have children. It is
possible that there is some idealization of the poten-
tial to achieve the circumstances in which they want
to do this, including establishment of an occupa-
tional identity, security of employment and income,
and finding a partner with desired qualities to
be a co-parent to their child. Despite these aspira-
tions, unintended and unwelcome pregnancies
occur related to inconsistent or incorrect use of
contraception, use of less effective methods like
withdrawal and inaccurate presumptions that con-
traception is a woman’s responsibility. Using like-
lihood estimations, Kessler et al. ascertained the
chance that men childless at a specific age would
actually achieve fatherhood [17]. They concluded
that by the age of 45 more than one in seven would
remain childless and that ‘Miscalculation in the
postponement of fatherhood is one of the most
likely causes of involuntary childlessness among
men’. In the context of cancer the available evidence
is that semen quality is broadly similar among males
with and without malignancies, but deteriorates
rapidly after a single cycle of cytotoxic treatment
[39]. Sperm can be stored and pregnancies occur
using frozen sperm, but decisions first to store and
then to use sperm for conception in this context
remain complex for men who are affected, their
families and treating clinicians [21]. Together

these have major implications for policies and clin-
ical practices about reproductive events and repro-
ductive health among men.

Policy

Policies to promote reproductive autonomy and the
realization of reproductive aspirations have to include
strategies both to reduce unintended and unwanted
pregnancies and to preserve and promote fertility.
Each requires approaches that address the information
needs of boys and men as well as girls and women and
the interpersonal skills to negotiate fertility decision-
making. Kagesten et al. argue that ‘male-oriented stra-
tegies are needed to help men take control over their
reproductive goals’ [1]. These include school-based
and public education programs about contraceptive
behaviours and skills to negotiate use of contraception,
including to avoid presumptions that it is a female
responsibility. Hammarberg et al. concluded that
a high proportion of men and women of reproductive
age in Australia lack knowledge about the potentially
modifiable factors that affect fertility [27]. They advo-
cate a ‘broad-based approach’ to improve knowledge,
which should be integrated into school-based sexual
and reproductive health curricula and public health
education, in particular using online resources and
social media (e.g. yourfertility.org.au).

(linical Practice

Each clinical encounter is an opportunity to assess
knowledge, address information gaps, assist beha-
viour change and model interpersonal skills.
Kagesten et al. advocate that all family planning
should be ‘gender-inclusive’ and engage men and
women as individuals with reproductive rights,
aspirations and health needs in which each should
participate actively [1].

Ginsberg et al. and Crawshaw conclude that storage
of sperm should be offered to all boys and men who
experience cancers while of reproductive age [39, 40].
The discussion should be initiated by the oncology
clinicians and is assisted by the availability of clear
pathways to fertility preservation services. Among ado-
lescents and young men, this discussion has to include
their parents (on whom most adolescents rely for assis-
tance with interpretation of information) who are
usually more conscious of the impact of potentially
compromised fertility than the young people them-
selves. They also found that the order of presenting
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information was crucial: people hearing the risks
before the benefits are more likely to accept fertility
preservation than when it is presented in the reverse
order, in particular if their parents have a good under-
standing of the process and the potential outcomes.

Fisher and Hammarberg conclude that compre-
hensive clinical care within infertility services is of
particular importance to the protection of emotional
well-being among men affected by infertility [38].
As men appear to be more likely to confide in and
want information and emotional support from infer-
tility clinicians, than from friends or mental health
professionals, explicit assessment of the emotional
well-being of men at initial assessment and during
treatment might be beneficial.

- Stereotypically, women are presumed to
desire children and therefore to experience
grief when the life goal of motherhood is
unrealized, while men in the same position
have been described as being ‘disappointed
but not devastated’, Studies have shown,
however, that men do not experience
infertility as merely ‘disappointing’, and
that men and women desire children with
similar intensity.

+ A substantial proportion of homosexual men
want to become parents and valuing of
parenthood has been found to be the same
among heterosexual and homosexual persons.
Although desires and intentions to become
a parent are lower among homosexual than
heterosexual men and lesbian women, this
probably reflects the contextual barriers of
lack of access to surrogacy or adoption for
men in same-sex partnerships.

+ When maternal age is controlled, rates of
stillbirth are higher when the father is aged
over 40 years and increase further when he is
aged over 50 years. While overall rates are low,
there are increased risks of autism spectrum
disorders, bipolar affective disorders and
schizophrenia among the offspring of older,
than younger, fathers.

+ Although there might be interactions among
them, higher age, smoking, alcohol
consumption and psychological stress are all
risk factors for poorer semen quality and
therefore for male fertility.

+ Adolescents experiencing cancer want to
participate in fertility decision-making and do
not want decisions made on their behalf by
either treating clinicians or their parents.

+ The achievement of desired goals of family
formation requires knowledge of fertility,
contraception- and fertility-promoting
behaviours that can reflect personal values and
attitudes. Men are less informed about these
aspects of their reproductive lives and health
than women are. A higher proportion of men
than women believe that obesity and smoking
have no influence at all on male fertility, and
only a third of men are accurately informed
about the time during a woman’s menstrual
cycle when conception is most likely to occur.
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