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Reproductive Ethics: New Challenges
and Conversations Introduction

Lisa Campo-Engelstein and Paul Burcher

When we first envisioned organizing a conference solely on issues in reproductive
ethics we were met by some skepticism by friends and colleagues. Were there really
enough compelling topics and scholarship in this area to sustain interest for a 2-day
conference? Our view, and the perspective confirmed by this book, is that reproduc-
tive ethics is a field that has many questions, which we have only started to explore
to the extent that they deserve. There are two reasons this is true. One is that some
“hot button” issues have received all the attention—abortion, in particular, comes to
mind here. The other is that unlike many well-litigated areas of bioethics, such as
end-of-life care, emerging technologies in reproductive ethics are changing the
ethical playing field faster than the bioethics literature can keep pace. As for whether
reproductive ethics can sustain interest we can only note that it is hard to imagine a
subject that humans spend more time and energy upon than sex and reproduction.
It is the only area of bioethics that can be called sexy without invoking an implau-
sible metaphor.

We have organized this book into sections that share a common theme, and the
first theme explored is “Prenatal Genetic Testing and Enhancement.” A philosopher
who is also currently training to be a genetic counselor wrote the first chapter.
Jazmine Gabriel addresses the tension between maternal autonomy and the disabil-
ity community, and the way that prenatal genetic counselors seek to navigate this
tension without disrespecting either side. Her perspective is that the non-directive
counseling techniques taught to genetic counselors do not escape the critique of
disability advocates because women and couples are still expected to decide
whether to continue a pregnancy based upon genetic testing that reveals only one

L. Campo-Engelstein (><) » P. Burcher
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Albany Medical College, Albany, NY, USA

e-mail: CampoeL @mail.amc.edu; BurcheP @mail.amc.edu

© Springer International Publishing AG 2017 1
L. Campo-Engelstein, P. Burcher (eds.), Reproductive Ethics,
DOI 10.1007/978-3-319-52630-0_1


mailto:CampoeL@mail.amc.edu
mailto:BurcheP@mail.amc.edu

2 L. Campo-Engelstein and P. Burcher

aspect of the fetus—a metonymy of sorts where a part comes to stand for the whole.
While some aspects of this dilemma between individual choice and respect for the
disability community may seem insoluble, she suggests that the lens of solidarity
points to new perspectives that may lessen the tension between these two appar-
ently opposing values.

Susan Levin’s chapter, “Enhancing Future Children: How it Might Happen,
Whether it Should,” addresses proponents of “Procreative Beneficence” and uses
Aristotelian philosophy to critique its privileging of cognitive ability over a more
balanced notion of human faculties. She argues that human flourishing cannot be
enhanced solely by boosting human rationality, and that Aristotle recognized that
human “thought and character” represent a “harmony between ... (the) ... rational
and non-rational.” Reading this chapter we are reminded that reaching back 2500
years one can still find philosophical descriptions of our humanity that have rele-
vance to current debates regarding emerging genetic technologies.

The final chapter in this section, “The Decision to Know: Pregnancy and
Epistemic Harm” by Kirsten M. Kringle-Baer, examines the epistemic harms of
knowledge that can be garnered through prenatal ultrasound, screening, and testing
during pregnancy. The author recounts her pregnancy that was misidentified as high
risk, which resulted not only in unnecessary medical interventions and increased
stress and anxiety, but also in epistemic harms. In analyzing her pregnancy narra-
tive, Kringle-Baer highlights how the circumstances of both the subject and the
object of knowledge can affect whether pursuing knowledge is advisable.

The next section, “Fertility Preservation,” focuses on the rapidly emerging and
expanding field of fertility preservation. Fertility preservation of an individual’s
gametes first rose to prominence in the oncology context. Cancer patients of repro-
ductive age were interested in freezing their gametes so they could genetically
reproduce later in life; the field of oncofertility was born. Today fertility preserva-
tion has expanded beyond cancer patients to include a wide variety of individuals.
In this section, the authors focus on fertility preservation for transgender and gender
nonconforming individuals and for single women seeking to delay childbearing.

Nonmedical egg freezing has received much attention in the media. In the chap-
ter, “Egg Freezing and the Feminist Quest for Equality in the Workplace,” Karey
Harwood explores the related topics of nonmedical egg freezing, women’s employ-
ment, and delayed childbearing. One of the common arguments in favor of non-
medical egg freezing is that it functions as a form of “reproductive affirmative
action,” allowing women time to focus on their education and careers and still have
children using their own eggs. Harwood rejects this argument because its narrative
of planning and control does not hold up, especially in light of the health risks asso-
ciated with egg freezing and its relatively low probability of success. Rather than
addressing the larger social issues at play, nonmedical egg shifts the burden onto
individual women, which may prevent broader structural changes from occurring in
the workplace that could actually engender long-lasting justice.

In the chapter, “Fertility Preservation in Transgender and Gender Nonconforming
Youth and Adolescents,” Steph deNormand examines the topic of fertility preserva-
tion for transgender and gender nonconforming youth and adolescents, a topic that
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has not received much attention in the reproductive ethics literature. Gender affirm-
ing treatments for individuals with gender dysphoria, such as hormonal treatment
and surgery, can diminish and even eliminate fertility. Fertility preservation may be
an option before beginning gender affirming treatments. However, it raises some
ethical issues, especially because these individuals are minors. Drawing upon queer
theory, trans theory, and feminist theory, and comparing fertility preservation for
transgender and nongender conforming adolescents to fertility preservation for
young oncofertility patients, deNormand analyzes the ethical issues involved and
makes recommendations for how to handle different types of cases.

The third section focuses on “Childbirth.” Hermine Hayes-Klein, a lawyer work-
ing in reproductive rights, makes a strong case against the system of maternity care
in America, but also lays out a clear vision of how things can be improved. Her
arguments are empirical and historical, and her solutions are balanced, in the sense
that she recognizes that fully empowering women in their medical choices must also
come with some increased responsibility for their now autonomous choices, thus
potentially lessening physician liability—particularly when women make choices
different than physician recommendations. Her descriptions of her own home births
in the Netherlands point to a kind of holistic, even spiritual experience, that women
have difficulty accessing in this country. It is hard to read her work without thinking
that we can, or must, do better.

Tara Lynch, a fellow in maternal-fetal medicine, and Paul Burcher, an obstetri-
cian/gynecologist and bioethicist (and co-editor of this book) write on the ethical
challenges of periviable birth—births in the range of extreme prematurity. The
question they address is whether a cesarean section can be justified by maternal
decision-making that is not grounded in medical beneficence, but rather in an
expanded sense of beneficence that includes psychosocial, cultural, and other fac-
tors. The example discussed is whether it is reasonable to perform an elective cesar-
ean section if it allows the birth of a living baby, even if the death of the child from
prematurity is ultimately a certainty. Arguing from other analogous cases, they con-
clude that an expanded notion of beneficence can justify some elective cesarean
sections in the periviable period.

The field of reproductive ethics includes many “hot button” issues, some of which
do not fit into the previous sections. In this final section, “Abortion, Surrogacy, and
Circumcision,” the authors address three important “hot button™ issues. The first
chapter in this section, ““Teaching Morality by Teaching Science:” Religiosity and
Abortion Regret” by Alesha Doan and J. Shoshanna Ehrlich, deals with the long-
standing controversial topic of abortion. Specifically, the authors focus on how the
concept of abortion regret is being used to limit access to abortion including the 2007
Carhart v. Gonzales decision, in which United States Supreme Court drew upon
abortion regret to support upholding the federal ban on late-term abortions. After
examining 180 affidavits from women who experienced abortion regret as well as
interviewing 25 antiabortion activists, the authors conclude that the concept of abor-
tion regret exists as intertwined with and inherently a part of these women’s religious
beliefs. While they acknowledge the importance of these women’s experiences, they
assert that their religious perspectives should not be treated as universal for all
women and that abortion regret should not be upheld as a legitimate empirical claim.
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The second chapter in this section, “My Child, Your Womb, Our Contract: The
Failure of Contract Law to Protect Parties in Gestational Surrogacy” by Claire
Horner, tackles another contentious topic, commercial gestational surrogacy. In the
United States, contract law is used for commercial surrogacy. Yet, as Horner points
out, contract law is poorly suited for reproductive arrangements like surrogacy:
Important components of surrogacy contracts are unenforceable, the standard of
performance is not clear, and damages for a breach of contract are inadequate.
Moreover, contract law may complicate the clinical management of a surrogacy
pregnancy and may fail to honor the reproductive autonomy of all the individuals
involved. Due to these shortcomings, she concludes that contract law is not a suit-
able framework for governing commercial surrogacy arrangements.

The third chapter in this section, “Vulvar Nick and Metzitzah B’Peh: Punishment
or Harm Reduction?” by Allan J. Jacobs and Kavita Shah Arora, addresses the hotly
debated topic of genital alteration of infants. They compare two types of genital
alteration—vulvar nick and metzitzah b’peh (direct oral suction of blood from the
penile head that is used in some Jewish ritual circumcisions)—and conclude that
while neither may be ethically justifiable, a punitive criminal approach to them is
not defensible from both a utilitarian perspective and a retributive justice perspec-
tive. Instead, they assert a harm reduction approach as the best way to respond to
vulvar nick and metzitzah b’peh.

We believe that the chapters offered in this compilation represent a fair represen-
tation of the breadth and depth of discussions within the field of reproductive ethics,
yet we also recognize that there are still many questions and controversies not
addressed here. There is work to be done, and the accelerating technologies of
reproduction and genetics make this task both urgent and exciting.



Part I
Genetic Testing and Enhancement



Zooming Out: Solidarity in the Moral
Imagination of Genetic Counseling

Jazmine Gabriel

Introduction

Prenatal genetic testing allows potential parents to screen for and diagnose an ever-
increasing number of conditions. However, because there is no treatment for the
majority of currently detectable conditions, the information opens the door to selec-
tive termination, which some in the disability community consider morally prob-
lematic. Genetic counselors, and the other genetics professionals who offer these
tests, have a professional obligation to help each client' navigate the implications of
genetic information and to make a decision, which, while legally considered a per-
sonal and private decision, inevitably spills over into the political realm.

In this paper, I begin by giving an overview of the nature of the tension between
the disability community and the genetic counseling profession. However, my goal
is not to side with one group or the other. Instead, I would like take a step back and
consider the lens through which the tension between the two communities has been
viewed, namely, in terms of the principle of autonomy. While I do not intend to
question the importance of reproductive freedom, I would like to ask whether the
language of choice and freedom fully captures what is going on here. In brief, I
argue that the principle of autonomy as the primary framework for understanding
both the problem and potential responses to the problem, is insufficient, and that
looking to the relational underpinnings of autonomy may shed greater light on

"Historically, genetic counselors have used the term “client” rather than “patient” because the
psychosocial aspects of the profession derive from Rogerian client-centered therapy and because
many founding figures in the profession were Ph.D.s rather than M.D.s, and wanted to make clear
that they did not claim to be treating sick patients. Today, genetic counselors tend to use the terms
interchangeably. I use the term “client” out of respect for the original intention.

J. Gabriel (<)
Genetic Counseling Program, Boston University School of Medicine, Boston, MA, USA
e-mail: gabriel2 @bu.edu; jazgabriel @ gmail.com
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previous responses and future possibilities. Shifting the theoretical lens will not
resolve the tension between the two communities; but perhaps looking at the prob-
lem from different angles will broaden our ability to imagine currently unforeseen
alternatives.

In particular, and following the 2015 article by Bruce Jennings and Angus
Dawson entitled “Solidarity and the Moral Imagination of Bioethics,” my aim is to
consider if or how the concept of solidarity? might enrich thinking about the tension
between the genetic counseling profession and the disability community. I consider
the role of the concept of solidarity in terms of what the authors refer to as the “cal-
culus of consent” and the “moral imagination,” which I will interpret broadly as
tools for understanding the past and imagining the future.

Why solidarity? Jennings and Dawson note that “[i]Jn contemporary neoliberal
societies ... ideological currents are promoting a calculus of consent based on inter-
ests that separate rather than interests that join” (2015: 32). In controversies where
consensus is elusive, where both sides have a legitimate concern, perhaps it is worth-
while to zoom out, rather than remain mired in a yes or no tug of war, and to shift
from an exclusive focus on interests that separate to a broader view that contextual-
izes individual interests and makes apparent the conditions for their possibility.

Certainly state programs in recent history could dissuade anyone from using the
language of solidarity; however, promoting the interests of groups over the rights of
individuals is not my intention. The aspects of the concept of solidarity that interest
me here are the following: Solidarity as the structural context of individual freedom
and solidarity as rooted in historical memory. Both aspects situate individuals within
a complex network of relationships to other human beings, including those who
lived long ago and those who will live in the future. Jennings and Dawson refer to
solidarity as a “shaping sensibility” that “informs other normative principles and
ideals rather than supplementing or competing with them, a perspective that gives a
relational® interpretation to regulative ethical principles such as justice, liberty, and
beneficence” (2015: 32). Because reproductive freedom is at the heart of debates
about the limits of prenatal genetic testing, it is particularly important to view the
concept of solidarity as shaping the analysis rather than replacing the principle of
autonomy.

2See Prainsack and Buyx 2012 for an in depth analysis of the uses of the term solidarity in bioeth-
ics literature.

3There is an enormous body of literature on ethical theories that critique excessive individualism
and prioritize relationships. See, for instance, the ethics of care developed by Carol Gilligan (1982)
and Nel Noddings (1984). Many contemporary analyses by phenomenologists, feminists, post-
modernists, social-justice theorists, cultural theorists, etc., start from the notion that individual
relationships constitute or are prior to the individual. See, for instance, Mackenzie and Stolijar
(2000), “Relational Autonomy: Feminist Perspectives of Autonomy, Agency, and the Social Self.”
See also Kenny et al. (2010) for a summary of the inadequacies of the dominant individualistic
approach and a discussion of relational autonomy, relational social justice, and relational solidarity
in the context of public health.
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The Disability Critique of Prenatal Genetic Testing

The disability* critique of prenatal testing centers around two primary claims: “that
prenatal genetic testing following by selective abortion is morally problematic, and
that it is driven by misinformation” (Parens and Asch 2000: 13). Screening for
Down syndrome has been around the longest and exemplifies some of the thornier
aspects of the critique. When a pregnant woman is offered diagnostic testing (amnio-
centesis or chorionic villus sampling), she may use this information to prepare for a
child with Down syndrome, but she may also use the information to decide whether
or not to pursue termination. Although genetic counselors would like to view them-
selves as offering the neutral facts, many people feel that the implication in offering
the test is that it may be preferable to avoid having a child with this condition
(Saxton 2000; Patterson and Satz 2002). Some families who have children with
Down syndrome, and some individuals with Down syndrome, feel that testing com-
municates’ a fundamental disrespect for the lives of individuals with Down syn-
drome (Bauer 2005).

Adrienne Asch has characterized the moral wrong of selective abortion as reducing
a whole person to a single trait: As in other forms of discrimination when a person is
reduced to her sex, color, or sexual orientation, selective abortion communicates that
one quality is sufficient to render one person’s life less valuable than other lives (Asch
2000). As Martha Saxton (1998) puts it, the message is that “some of us are ‘too
flawed’ in our very DNA to exist” (391). The objection here, called the expressivist
objection, is that prenatal genetic testing sends a message that it is better not to exist
at all than to exist with a disability. Asch argues that the moral wrong lies not in the

*I follow Adrienne Asch in using the term to include “all health-related departures from species-
typical functioning” (Asch 2003: 319, Note 10). See also the definition of disability in the
Americans with Disability Act of 1990. While I will use broad terms such as disability community
and disability movement, I am aware that groups “‘are not unified monoliths,” as Joseph Stramondo
puts it prior to clarifying his intention to use the term “disability movement.” He writes, “This
term is deliberately broad and meant to encompass the substantial range of sometimes divergent
tactics and ideologies deployed by disabled people, but it is not assumed that all disabled people
engage in such action, have the same political beliefs, or use identical advocacy approaches. In
addition, while the lived reality of disability is an important feature of my argument, the ‘disability
movement’ is not simple shorthand for people who experience life with an anomalous embodi-
ment or medical impairment but instead refers to a particular subset of disabled people who are
conscious of their own subordinate social position and engage in political action accordingly”
(Stramondo 2016).

SThe claim that there is a “message” communicated in the offering of or existence of prenatal
genetic tests is best understood in the context of the contrast between the medical and social mod-
els of disability. If much of the reason why people with disabilities are un-able is rooted in the lack
of societal accommodation, then offering prenatal testing conveys a message that society would
rather address the challenges associated with disabilities by preventing people with disabilities
from being born rather than taking measures to improve institutions and practices that could
enhance the lives of people with disabilities. See Asch 2003, “Disability Equality” in Prenatal
Testing. See also Susan Wendell (1996) who says selective abortion sends the message that “we do
not want any more like you” (in The Rejected Body).
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choice of termination itself, but in the choice to abort rhis particular fetus in cases
where the pregnancy is otherwise desired. She calls this the any/particular distinction:
To terminate because it is not the right time is to say ‘I don’t want any baby right now,’
whereas to terminate following prenatal testing, whether because of sex or genetic
condition, is to say ‘I don’t want this particular baby’ (Asch 2000; Saxton 2000).

Some take the argument a step further and say that the mere existence and avail-
ability of prenatal testing constitutes a judgment of people currently living with the
conditions for which there is testing (Madeo et al. 2011; Patterson and Satz 2002).
In offering the test, the medical professional communicates that this is a condition
whose impact is sufficiently devastating as to warrant prevention altogether. True,
clients are not forced to get these tests, or terminate on the basis of results if they do
pursue testing, but often the social impact of the existence of the tests is to pressure
parents to do both (Munger et al. 2007; Press 2000). For instance, parents who have
carried pregnancies with fetuses affected by trisomy 21 or spina bifida report being
asked whether they got “the test” (Bauer 2005). Awareness that they will face this
question, and that the determination of sympathy or judgment hinges on the answer,
inevitably constrains the “choice” facing parents (Jennings 2000; Lippman 2003).

A further dimension to the disability critique of prenatal testing is that by reducing
the number of people with genetic conditions, like Down syndrome, we may
decrease the social urgency of improving disability accommodations and reducing
discrimination (Wasserman and Asch 2006). This perpetuates the medical model of
disability, which assumes that the problem is with the particular trait rather than
with society’s unwillingness to increase accommodations for people with that trait
(Saxton 2000; Kaplan 2000).

Messages Sent and Received

The disability critique of prenatal genetic testing has been challenging for the
genetic counseling profession to digest because the accusation is at odds with how
the profession views itself: Genetic counselors view themselves as “helping people
understand and adapt to the medical, psychological and familial implications of
genetic contributions to disease” (Resta et al. 2006, my italics). The demographic
attracted to this profession, typically white, middle-upper class women,® frequently
believe themselves to be good, tolerant individuals, who respect all choices and
celebrate human diversity. The goal, as many genetic counselors see it, is to promote
informed choices, not to send messages about the lesser value of certain people.
What could be wrong with providing more information? And, as genetic counselor
Robert Resta puts it, gently encouraging genetic counselors to laugh at themselves,
“Some of our best friends are people with disabilities, right?” (Resta 2011: 1786).

SEarly genetic counselors were men, but by the 1970s most counselors were white, middle-upper
class women; and, according to a 2010 survey by National Society of Genetic Counselors (NSGC)
women still make up 95% of the field, with 92% identifying as white or Caucasian (Stern 2012:
25-26). See also p. 74 for a discussion of Nancy Steinberg Warren’s 2004 organized retreats on
challenges to diversifying the profession.
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Does prenatal genetic testing or selective abortion following testing send a “mes-
sage” that disabled lives are not inherently valuable? A number of authors have
raised objections to the expressivist argument. Buchanan (1996) argues that there can
be no message if the person supposedly sending the message does not actually hold
the belief that is the content of the message received. Lindemann Nelson (2000)
disagrees, to a certain extent, and offers the example of the confederate flag: The flag
may send a message in support of slavery even if the person flying the flag insists that
he merely intends to honor his heritage and ancestry. But, says Lindemann Nelson,
“abortions are not flags” (2000: 197). An abortion, unlike a flag, is not a symbol or a
socially agreed upon way of communicating in the broader context of a language.

Regardless of the ontological status of abortion, one could argue that a message
has been received. Bellamo (2009) found that 80% of study participants (377 mem-
bers of advocacy organizations for Down syndrome) agreed with the statement
“Prenatal diagnosis is used to decrease the population of individuals with disabili-
ties,” and 90% agreed with the statement “Genetic counselors influence patient
decisions.” Furthermore, even if counselors do not believe or intend the purpose of
prenatal testing to be decreasing the population of individuals with Down syndrome,
the fact remains that this is a consequence of prenatal testing. Even though the
chance of conceiving a baby with Down syndrome increases with the age of the
mother, the number of babies born with Down syndrome has not increased in coun-
tries or populations where delayed childbearing has increased (Resta 2011; Cocchi
et al. 2010; Caplan 2015; Stern 2012). However, there has been a “relative increase
and re-distribution of babies with Down syndrome and other disabilities among
certain ethnic and lower socio-economic status groups” (Resta 2011: 1787). Since
the chance to conceive a baby with Down syndrome is equal in all populations, the
breakdown of births of babies with Down syndrome according to socioeconomic
and cultural lines suggests that attitudes towards and/or access to prenatal testing
are responsible for this difference (Resta 2011; Cocchi et al. 2010).

Even if genetic counselors do not intend to send a message about the value of life
with a disability, empirical studies about information given during genetic counsel-
ing sessions support claims by disability advocates that genetic counselors harbor a
negative bias toward people with disabilities. Farrelly et al. (2012) found that genetic
counselors were more likely to mention termination than pregnancy continuation
and adoption. Studies also show that genetic counselors focus primarily on the bio-
medical aspects of genetic conditions rather than on quality of life issues for a child
with a disability (Roter et al. 2006; Farrelly et al. 2012). Counselors did not, for the
most part, offer information about what capabilities and skills might be present
alongside limitations. In other words, genetic counselors were neither perceived to
be offering, nor claiming by self-report to offer, a balance of both positive and nega-
tive dimensions of various conditions (Madeo et al. 2011). It should be acknowl-
edged, however, that in response to these findings many genetic counseling programs
and genetic counselors have made an explicit attempts to address biases and improve
relations with the disability community. Interestingly, responses to the disability
critique are generally couched in terms of enhancing client autonomy. It is to these
responses that I now turn.



12 J. Gabriel
Responding to the Disability Critique

The ideal of non-directiveness’ has long dominated the genetic counseling ethos,
floating intact above the ebb and flow of scholarly critiques about its possibility and
desirability (Kessler 1997; Biesecker 1998; Caplan 1993; Gervais 1993; Sorenson
1993; Patterson and Satz 2002; Weil 2003; Arribas-Ayllon and Sarangi 2014; Suter
1998). For the purposes of this paper, the term can be understood in its most simplis-
tic sense: The role of a genetic counselor is to offer her client relevant information
about genetic disease and risk, and allow the woman to make her own decision with-
out influencing, i.e. directing, her in one way or another. The assumption is that the
client can make an autonomous decision only when the counselor behaves in a non-
directive manner, and the counselor achieves her goal of non-directiveness if she
offers neutral, scientific facts and omits opinions about what the patient ought to do.
A neat distinction between facts and values sits unexamined in the background.
Genetic information is assumed to be value-neutral, and so if the genetic counselor
presents information and does not tell the client how to act on it, she is assumed to
be leaving her values out of the discussion, including any value-judgments about the
value of life with disability.

The professional motivation for adopting non-directiveness as a foundational
principle for genetic counseling is usually described as a means to distance or dif-
ferentiate genetic counseling from eugenics (Weil 2003; Biesecker 1998; Sorenson
1993). Resta (1997) questions this narrative by pointing out that early practitioners
in “human genetics” seemed to have no qualms affirming non-directiveness in one
breath and eugenic goals in the next.? Still, it does not follow from this that the
intent was not to give an appearance of a distinction between eugenics and human
genetics clinics.

Alexandra Stern (2012) points out that Sheldon Reed, the man who coined the
term “genetic counseling” as a “kind of genetic social work without the eugenic
connotations” (Reed 1974), was well aware of the importance of distancing the new
field of human genetics from eugenics. At the same time, he acknowledged that the
two terms were synonyms: “As late as 1979, Reed explained in a lecture that ‘our
present day use of the term ‘human genetics’ instead of ‘eugenics’ may be finan-
cially and politically expedient but there is no great philosophical distinction
between them’” (Stern 2012: 20). Stern suggests that the field of genetic counseling
could be considered “neo-eugenic’:

"For a history of how non-directiveness became central to the profession of genetic counseling see
Stern, Telling Genes, 2012, especially Chap. 6, where she outlines the convergence of several dis-
tinct aspects: The development of client-centered counseling by Carl Rogers; Sheldon Reed’s
choice of the term client rather than patient as the subject of genetic counseling; the birth of bioeth-
ics as a discipline, along with its particular focus on client autonomy as response to past abuses
(human experimentation, paternalism, etc. Interesting, the noun “non-directiveness” did not enter
the literature until the 1980s, when it became part of a “form of professional identity construction”
(144); See also James Sorenson, “Genetic Counseling: Values That Have Mattered,” for a discus-
sion of the different values that structured the field as it transitioned from eugenics, to medical
genetics, to genetic counseling performed by masters-trained professionals.

8See Resta (1997) “Eugenics and Nondirectiveness in Genetic Counseling,” p. 256.



Zooming Out: Solidarity in the Moral Imagination of Genetic Counseling 13

Even if dissimilar to the state-sanctioned eugenics of the past, which entailed forced steril-
ization and marriage laws, the omnipresent pressure on American women to produce the
‘best” or healthiest children possible using available genetic and reproductive technologies
resonates with the quest for superior biological fitness and could be considered neo-eugenic
(2012: 12).

Even though non-directiveness cannot be, historically speaking, a response to the
contemporary disability critique of prenatal getting testing, it can be useful to think
of it this way. Disability scholars and activists tend to structure their critiques of
prenatal testing in terms that suggest that the field of genetic counseling has not yet
attained its ideal of non-directiveness. This critique ranges from pointing out spe-
cific lapses to raising more abstract or systemic concerns. First, there are the
straightforward and easy to address lapses of the profession’s own moral code (for
instance, if someone were to actively urge a woman to consider termination). More
abstract or systematic concerns can be difficult or impossible to address: For
instance, if “the process of prenatal counseling itself presupposes an implicit bias to
abort any fetus deemed ‘defective’” (Patterson and Satz 2002: 119), it is hard to see
what can be done besides abolishing prenatal genetic testing, which is clearly not on
the table. Problems related to prenatal testing can be remedied only if there is some-
thing specific about the process, other than its existence, that can be altered.

The following is an example of an argument about the existence or nature of
genetic testing. Jennings argues that the ground and discourse of the profession is
shaped by technology, so the “counseling may be neutral as regards the personal
beliefs of the counselor, but it cannot be neutral as regards the very context of
genetic technology itself” (2000: 136). Like Patterson and Satz’s argument,
Jennings’ argument highlights the existence of technology as a system of power that
structures reality and thus implicitly directs the conversation between counselor and
client: “Prenatal genetic testing technology shapes choice by in effect making
everything into a choice,” Jennings writes (2000: 135). Prior to what Abby Lippman
has referred to as the “geneticization” of pregnancy, pregnancy could proceed with-
out requiring a decision at every turn; women did not find themselves in the office
of a genetic counselor, unclear about why, only to learn that because they are older
than 35-years-old, they have the option of learning about conditions, which raise the
option, if diagnosed, of raising the option of considering a termination.

Balanced Information and Unconscious Negative Bias

There are also critiques in-between the two extremes above, and it is these to which
the genetic counseling community has responded. These related critiques, which I
will refer to as the unconscious negative bias critique and the balanced information
critique, proceed roughly as follows:

(a) Unconscious negative bias critique: Counselors unconsciously replicate the
negative biases of society toward people with disabilities because they have had
few interactions with people with disabilities and therefore lack the ability to
imagine how good life can be with disability (Parens and Asch 2003).
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(b) Balanced information critique: Counselors offer a biased picture of life with a
disability because they discuss negatives such as medical risk but exclude posi-
tives such as unique abilities and quality of life (Stern 2012).

With respect to the second critique, the balanced information critique, changes
began in the 1960s and 1970s. In the 1970s, groups mobilized to reject negative
labels such as mongoloid, retarded, handicapped, dumb, etc. (Stern 2012). The
work continues today. In 2006, Brian Skotko, medical geneticist and advocate for
people with Down syndrome, wrote a Letter to the Editor to the American Journal
of Obstetrics and Gynecology to point out that a study published in the journal used
words such as “handicap,” “risk,” and “normal,” rather than non-directive options,
such as “disability,” “chance,” and “without disabilities.” “In previous studies,” he
writes, “mothers of children with Down syndrome asked their health care providers
to use sensitive language during counseling. We must all be reminded that our words
make a difference” (2006: 625-626).

The movement to include positive information has, for better or worse, recently
culminated in state legislation, such as Pennsylvania’s Down Syndrome Prenatal
and Postnatal Information Act, also known as Chloe’s Law. This legislation, named
after a little girl with Down syndrome, mandates that positive information be
included in counseling sessions about Down syndrome and requires the Department
of Health to make available “up-to-date, evidence-based information about Down
syndrome that has been reviewed by medical experts and national Down syndrome
organizations” (Pub. L. 2450, No. 130, CI. 35, 2014). In addition to information
about the medical facts, parents are to be given resources for support such as phone
numbers for national and local Down syndrome organizations.

Setting aside the question of whether laws are the best way to encourage the
provision of positive information, the general shift towards balanced information is
considered by many to be an improvement. Previously, studies (Skotko 2006;
Skotko 2009) have shown that mothers who chose to continue pregnancies after a
diagnosis of Down syndrome were not happy with quality of the information given
during diagnosis. Skotko found that physicians® delivering prenatal diagnoses did
not claim by self-report to offer unbiased information: 13% said that they “‘empha-
size’ the negative aspects of DS [Down syndrome] so that parents would favor a
termination [and] 10% actively ‘urge’ parents to terminate” (Skotko 2006: 2362).
This is clearly an area where providers could improve.

Dixon (2008) argues that medical professionals do not give sufficient informa-
tion to women following a prenatal diagnosis of Down syndrome for their decisions
to be considered truly informed. He refers to the “failure of non-directive pre-abor-
tion counseling” and suggests a link between this failure, as well as biased informa-
tion during screening and testing, and the “very high abortion rate for fetuses

It should be noted that these studies include physicians, not genetic counselors, and non-directive-
ness is not generally considered a cornerstone of physician practice. Some studies show that
women were less likely to terminate if they received information about aneuploidy from a geneti-
cist or genetic counselor rather than an obstetrician. See Munger et al. 2007.
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diagnosed with Down syndrome” (2008: 3). Thus the concept of non-directiveness
is flipped on its head. Whereas in the past “non-directiveness” meant listing medical
facts and letting the client decide, today, only including medical facts is considered
directive (because medical facts are not neutral but negatively biased). Some argue
that the positive information movement threatens the ideal of non-directiveness
(Caplan 2015), but regardless, it is clear that the movement has had real impact on
the way genetic counseling is approached.

In addition to improving the quality and balance of information, the genetic
counseling community has worked to increase student and counselor interaction
with families raising children with disabilities in order to decrease the unconscious
negative bias of genetic counselors. Writing in 2007 about her own experiences
counseling clients about Down syndrome, Brasington, a genetic counselor,
describes her transition from thinking in terms of the medical model to thinking in
terms of the social model of disability. Her transformation was in large part due to
interacting with families parenting children with Down syndrome. The expectation
that this type of experience might transform genetic counselor attitudes, and accord-
ingly counseling methods, is what informed the curriculum design of the genetic
counseling program established by Judith Tsipis in 1992 at Brandeis University.
Other programs have followed suit, with some programs including disability stud-
ies in their curricula and many offering structured opportunities for students to
interact with individuals with disabilities in a non-clinical setting (Madeo et al.
2011; Saxton 2000; Sanborn and Patterson 2014).

Further responses to the unconscious bias critique have included professional
workshops and meetings that encourage communication between the disability
community and the genetic counseling profession. What has come out of these con-
versations is an intention to increase education about disabilities and “exposure of
healthcare providers to individuals with disabilities ... to foster awareness” (Madeo
et al. 2011: 1782). To facilitate interactions that improve communication between
the two communities, the American Board of Genetic Counselors offers continuing
education credit for counselors who participate in specific volunteer activities
(Madeo et al. 2011).

Decreasing Unconscious Bias in Order to Enhance
Reproductive Freedom

The changes discussed above are said to be done in the service of altering the bias
of genetic counselors so that they will provide genuinely non-directive counseling
that allows clients to make informed choices. This justification is regularly given
even when there are numerous other important reasons for the changes. For instance,
Asch (2003) devotes the introduction of her “Disability Equality and Prenatal
Testing: Contradictory or Compatible?” to a discussion of how prenatal testing fol-
lowed by selective abortion affects “social institutions beyond the family,”
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“express[es] views that worsen the situation for people who live with disabilities
now and in the future,” and is at odds with “reforming such institutions as schools
[and] workplaces” (2003: 316-317). But she then concludes her introduction by
stating her intention in the article as follows: “My concern is to facilitate true repro-
ductive choice for women by urging changes in the way prenatal testing occurs and
the rhetoric that surrounds it” (2003: 17).

Changing attitudes and language very well may enhance reproductive choice.
But Asch’s vacillation between the social and the private may reveal the poverty of
a framework that justifies only in terms of freedom of choice. To claim that the goal
is primarily to facilitate the reproductive choices of women and couples seems a
myopic explanation given some of more systemic concerns raised in the literature,
including by Asch herself. Attention to some of the specific issues raised by disabil-
ity activists and scholars suggests that more reproductive freedom is not precisely
what is sought. Notice how Asch’s writing displays an ambivalence between the
social and the private:

Despite the symbolic and tangible changes attributable to laws like the Americans with
Disabilities Act, the nation’s disabled population is still less educated, less employed, less
involved in civic life, less represented in the political process, and less influential on the
design of products than their numbers warrant (Asch 2003: 331).

And then, ten pages later, the reversion to information and reproductive choice:

Yet I persist in believing that as part of the goal of creating such a welcoming society, we
must persuade professionals to change what they tell prospective parents about life with
disability; convince those parents to learn about how children and adults in today’s world
survive and thrive; and then endorse the choices people make about their reproductive and
family lives (Asch 2003: 341, my italics).

She is willing to “endorse the choices of parents,” but only after they have been
convinced of the value of life with disability. When she writes of the “the goal of
creating such a welcoming society,” I believe she reveals that while reproductive
freedom may be valuable, both in itself and as a means, it is not the end. Framing
the issue primarily in terms of enhancing autonomy may be too narrow to capture
what is needed.

Zooming Out: Solidarity as Shaping Sensibility

A core feature of a prenatal genetic counseling session is to emphasize the personal
nature of decisions related to prenatal genetic testing. When clients ask a counselor
which tests she would have or what she would do if she had an abnormal result, the
counselor’s response tends to center around reminding the client how personal the
decision is and how much these decisions vary from woman to woman. These deci-
sions certainly are personal, but, as anthropologist Rayna Rapp notes, “private
choices always have pubic consequences” (1988). Similarly, Patterson and Satz
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raise the question of how genetic counselors should respond to the claim that “the
very enterprise of genetic counseling is political” (2003: 120). Further, Jennings
reminds us of the “enormous political apparatus of scientific research and testing
facilities, to say nothing of the enormous public (whether governmental or corpo-
rate) investment and expense that genetic testing technology represents” (2000:
131); and Saxton points out that “[a] woman’s individual decision, when resulting
from social pressure, or colluding with ‘a trend,” has repercussions for all others in
the society” (2002: 157).

While I would not go as far as Jennings in concluding that “[i]t is breathtakingly
implausible ... to characterize the use of genetic testing in obstetric practice in our
society as a ‘private’ act in any sense” (2000: 131), I do think that the focus on
enhancing reproductive choice frames the discussion in terms of the private realm.
Reproductive decisions certainly are a private matter, but genetic testing, broadly
speaking, has social dimensions as well. In this section, I explore how the concept
of solidarity might contribute to what Jennings and Dawson refer to as the calculus
of consent, or, in this context, the reasons for responding to the call of the disability
community. I conclude by considering the contribution of the concept of solidarity
for imagining future responses to the disability critique of prenatal testing. I begin
with some clarification of the terms calculus of consent, moral imagination, and
solidarity.

Jennings and Dawson use the term “calculus of consent” to encompass justifica-
tions for obeying laws, rules, and norms that benefit others as well as “stories that
a society tells about itself and that individuals tell about their place in it” (Jennings
and Dawson 2015: 31). As adapted to my topic, the calculus of consent will refer to
justifications of the guidelines and suggestions discussed above, such as “to enhance
reproductive freedom” or “to achieve genuine non-directiveness.” By moral imagi-
nation, Jennings and Dawson mean “the capacity to take a critical distance from the
given, to think reality otherwise” (Jennings and Dawson 2015: 31). In the same
way, I use moral imagination in the context of this paper to refer to taking a step
back from the controversy and contemplating new possibilities for the future. Taken
together, I use the concepts of moral imagination and calculus of consent to reflect
on the past and imagine the future.

I use the concept of solidarity to refer to a pre-reflective bond between individu-
als and between grouped individuals that moves us to act on one another’s behalf
“just because.” Or, put more philosophically, it is the condition for the possibility of
recognizing one another as ends, but not as abstract ends: As embodied, vulnerable,
mutually-dependent beings who stand in a dialectical relation of “needful freedom”
with the world (Jonas 2001; Kittay 2011). In other words, our individuality and
freedom are premised upon dependence. We cannot go out into the world and pur-
sue our diverse projects as individuals without first attending to the material needs
of our bodies. The response to an other, in the recognition of this shared depen-
dence, is rooted in a feeling of solidarity.
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The Calculus of Consent and the Response to the Disability
Critique: Enhancing Autonomy?

Jennings and Dawson suggest that one of the crucial contributions of the concept of
solidarity to bioethical discourse is to add a relational dimension to other ethical
principles. Without the concept of solidarity, they say, the interests of individuals
are viewed as separate and distinct, constituted prior to relationship, not in and
through relationship with others. The picture is one of isolated atomic individuals
whose interests are sometimes at odds with one another and sometimes compatible,
but only incidentally or instrumentally so: “a vision of the individual agent unen-
cumbered, as it were, by solidarity is a vision that stresses the uniqueness of each
person and emphasizes difference and separation rather than sameness and com-
monality. Instrumental ties are the limit of relationally” (2015: 33).

Viewed within an individualistic framework, what is the justification for the
genetic counseling profession to work with the disability community? Perhaps it does
so out of a kind of “enlightened self-interest”: The profession may improve its public
image when it demonstrates attention to the accusation of negative bias towards indi-
viduals with disabilities. It also improves its “self-image” by proving it can live up to
its own ideal of non-directiveness and serve its clients in the way it claims to:
Providing information so that clients can make autonomous decisions. This explana-
tion does not seem to capture the reasons why the genetic counseling profession has
worked with the disability community or why it should continue to do so.

In a society without solidarity, Jennings and Dawson write, “individuals must
obey common rules ... not for the sake of others or their rights or interests—those
things are incidental—but for the sake of their own protection ... There is no encum-
brance here, no normative push of commitment or obligation, no motivational pull
of mutual recognition and resemblance” (2015: 33). To apply this thinking to the
genetic counseling profession’s response to the disability community is not to say
that genetic counselors are bad people or that they do not want to show respect for
individuals with disabilities; I think they do, and this is precisely why framing the
“why” of responding to the critiques of above in terms reproductive freedom does a
disservice to both communities.

When one considers what the disability community gains from working with the
genetic counseling profession, the limits of an individualistic framework, i.e. the
reproductive freedom framework, become clearer. As discussed above, some in the
disability community say that their aim is to improve reproductive freedom. Arthur
Caplan wonders if this is whole motivation of some of the recent positive informa-
tion laws: “They see the legislation as pro-information and, thus, pro-client auton-
omy, although, if abortion rates did not change in states with such laws, it is fairly
certain the legislation would be seen by many pro-life and disability proponents as
a failure” (2015: 3). If this is true, then providing balanced information to enhance
the reproductive freedom of women is a means to an end: To decrease abortion rates
of individuals with disabilities, or at least to create a welcoming society where indi-
viduals with disabilities are respected and able to participate in society to the fullest
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extent possible. The goal, then, is not merely or even primarily “choice,” but, to use
the language of Jennings and Dawson, “right recognition” and “right relationship.”
And the genetic counseling community responds or should respond to this call for
recognition out of an obligation, because of the “motivational pull of mutual recog-
nition and resemblance,” not simply to enhance the autonomy of clients or improve
its perception among the public and in the disability community.

Again, this is not dismiss the importance of reproductive autonomy, but to zoom
out and consider the conditions that make individual freedom possible. Jennings
and Dawson describe how solidarity grounds the structural context of freedom:

The normativity of social political life is grounded on what might be called ‘right recogni-
tion’ and ‘right relationship.” We define solidarity as a moral practice that is fundamental to
a social and cultural structure of right relationship. Right recognition is a condition of moral
and political membership, rights, and equality—the recognition of the moral standing and
respect of each person. Right relationship is a condition of mutuality—the mutuality of inter-
dependence, care, and concern for others and their relational human flourishing (2015: 32).

Applying these ideas, we would justify the actions of the genetic counseling
profession not by saying it is good for the profession or even that it is good for the
reproductive freedom of clients; instead, we would look to the background and con-
text of a right like reproductive freedom and say it is good to recognize the moral
standing of people with disabilities because, well, they have moral standing and
deserve recognition, just as we all do. While people can and have offered instrumen-
tal reasons for giving rights to people who lack them (black people, women, LGBTQ
individuals, and so on), ultimately, the reason to, for instance, grant black people or
women the right to vote, is not that it benefits the country but that they are persons
who deserve recognition and the rights that follow from this recognition. Likewise,
we stop using offensive language to describe black people, women, gay people,
trans people, people with three chromosomes, etc. not to enhance freedom, although
this may occur incidentally, but to respect the humanity of the other.

The argument applies as well to the justification for increasing the “exposure” of
genetic counseling students and practicing genetic counselors to individuals with
disabilities. Why should genetic counseling students interact with people with dis-
abilities? Why should genetic counselors advocate for people with disabilities or
otherwise interact with them in non-clinical settings? The argument is that this
“exposure” decreases unconscious bias against people with disabilities by enlarging
the imagination of counselors to include living well with a disability. This in turn
makes non-directive counseling possible because the counselor has supposedly freed
herself from bias. So in this view, the justification for meeting people with disabili-
ties is to enhance the autonomy of pregnant women via non-directive counseling.

Some or all of this may be true, but I would argue that the broader reason for
interacting with people is less instrumental: It is not “so that” or “in order to,” but
because this recognition is owed and is long overdue. The demand to recognize the
other as fully human is rooted in a relationship that already existed but was un- or
under-acknowledged. Recognition is not about interests, desires, or results; it can be
inconvenient and uncomfortable to give up a position of power that was premised
upon others not being recognized, as is clear from the history of other groups that
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have struggled for political recognition and social respect. But we have an obliga-
tion to do it anyway: “‘just because” or “because it is owed™:

[I]t is moral commitment, not strategic advantage, that lies at the motivational core of soli-
darity ... At least in an elementary way, the act of standing up for establishes mutuality and
reciprocity among individuals and groups involved in the struggle against injustice
(Jennings and Dawson 2015: 36).

When the genetic counseling community stands beside the disability community,
when it responds to concerns as best it can, when it works for the equal participation
of citizens in our shared society, our shared humanity is affirmed. Individual rights,
such as reproductive choice, are possible only in the context of this mutual
recognition.

Historical Memory and the Moral Imagination

I have up until now concentrated on what has occurred and how it tends to be
explained. I would like to conclude by considering how the concept of solidarity
might enrich imaginings for the future, particularly with respect to the education of
prenatal genetic counselors. For a topic so intimately and perilously related to indi-
vidual and social identity as genetics, a sense of temporal context is essential.
Jennings and Dawson describe the context-giving dimension offered by a focus on
the concept of solidarity:

Solidarity grows out of a sense of historical memory and tradition, and it feeds on the grati-

tude that others have made to one’s way of life ... [S]olidarity is a concept that inherently

leads us to view our actions and the rights, well-being, health, and dignity of others as
placed spatially and temporally, as bound together in a here and a now (2015: 32).

Insofar as the role of the genetic counselor is to help a client make sense of
genetic information, she must be sufficiently steeped in the history of genetics and
its abuses to anticipate the social reverberations of her explanations and respond
with nuance and sophistication. Stern refers to the “considerable historical amne-
sia” of the profession with respect to its “racialized past” (2012: 73). Many com-
munities of color associate the field of human genetics with the forced sterilization
of the very recent past.

The pedigree, the mainstay of the genetic counseling session, was developed by
early twentieth century eugenicists: “From 1910-1939, the ERO [Eugenics Records
Office] as America’s premier eugenics research organization, train[ed] the hundreds
of eugenic field workers who traveled from state to state to produce pedigrees of
supposedly ‘defective’ families” (Stern 2012: 34). The pedigree then “migrated
intact” to medical genetics in the 1940s (Stern 2012: 34) and continues to be used
today. Students taking pedigrees should have the opportunity to learn that each line
sketched across the page recalls a potent history; they should not be caught unawares
by clients who feel the echo of past traumas in the casual line, circle, and square of
the pedigree. To add a sense of historical memory to the genetic counseling curricu-



Zooming Out: Solidarity in the Moral Imagination of Genetic Counseling 21

lum would mean a greater emphasis on the origins of human genetics, no matter
how shameful—or rather, precisely because of the shameful aspects of this history.
As Stern writes, “The field of genetic counseling carries burdensome historical
baggage that imposes limitations and can unwittingly hinder the field and its
practitioners” (2012: 3). Perhaps the profession should spend less energy distancing
itself from eugenics and more energy understanding the eugenic impulse and its
temptations. To include greater attention to the history of eugenics and the evolution
of the field of human genetics is to acknowledge what Hannah Arendt called “the
banality of evil,” and to admit that the frailty of good intentions will never be a thing
of the past. Nathaniel Comfort refers to the relief of suffering and human improve-
ment as the twin impulses of eugenics and all of medical genetics. Eugenics coupled
with state control is only one manifestation of eugenics; the impulse, he says, is
“timeless” and manifests differently in different ages: “It is the urge toward selec-
tion of the best offspring possible, toward the elimination of hereditary disease, and
toward human engineering—‘the self direction of human evolution,” as one
Progressive-era poster put it” (Comfort 2012: xi). To recognize the way that the
eugenic impulse continues to structure our motivations today, and cultivate a deeper
appreciation of this continuity, may help genetic counselors better understand how
the public perceives the field (Stern 2012). To study history is to recall that the pres-
ent will some day be the past and to remain curious about what people in the future
will conclude looking back.

To add a sense of historical memory to the genetic counseling curriculum might
also mean a greater attention to the history of ideas, such as autonomy, non-
directiveness, and value-neutrality. “If any one of us ever did, no one in our group
can imagine having a view from nowhere,” write Parens and Asch following the
completion of the Hasting Center’s two-year project exploring the disability critique
of prenatal testing (2000: ix). What would it mean to have a “view from nowhere”
and what theoretical insights led many philosophers to reject this possibility? While
I would not recommend that genetic counseling students delve deeply into debates
about scientific realism, I cannot help but find it disappointing that fifty-four years
after Thomas Kuhn wrote about scientific observations being theory-laden, and
twenty-five years after Dan Brock explained the difficulties with assuming a fact/
value distinction in the health care provider/client relationship, genetic counseling
is taught as though there were not mounds of literature, some written by genetic
counselors, complicating this neat division of labor.

For genetic counselors to be equipped to facilitate constructive conversations
with clients who are grappling with complex moral questions, they need to have a
sense of the history of debates about moral questions relevant to the field. The unin-
terrogated acceptance of the fact/value distinction, in which genetic counselors
bring the facts and the clients brings the values, leads genetic counselors to a naive
kind of ethical relativism in which client beliefs are true because they are believed
by clients. While affirming client values is important, oftentimes clients are strug-
gling to uncover their values or to distinguish their own values from the values of
their culture, or their parents, or their partners. In situations like these, mere affirma-
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tion, while clearly non-directive, is not particularly affirming of the client’s genuine
needs.

I want to emphasize that genetic counselors and those who work closely with
them have generated a significant amount of literature about the history of the field,
including the relevance of applying alternative theoretical frameworks to problems
faced by the field. For instance, Satz and Patterson apply feminist standpoint episte-
mology to the tension between the genetic counseling profession and the disability
community. They quote feminist philosopher Sandra Harding putting to work
Patricia Hill Collins’s African American feminist philosophy on the project of
“mak[ing] dominant groups ‘fit’ to engage in collaborative ... enterprises with mar-
ginal peoples” (Harding 1993: 68). With respect to improving relations with the
disability community, some of the work of becoming ‘fit’ is accomplished by
increasing interactions with individuals with disabilities. Nothing compares to the
experience of knowing ‘this’ person. However, these ‘particular’ interactions could
be even more powerful if students had the opportunity to explore various frame-
works within which they could situate their insights. While many genetic counsel-
ing students and genetic counselors aim to be accepting of everyone and affirming
of all difference, the suggestion here is that being fit to interact with certain people
requires going beyond mere intention to accept others:

Such a project requires learning to listen attentively to marginalized people; it requires
educating oneself about their histories, achievements, preferred social relations, and hopes
for the future ... it requires critical examination of the dominant institutional beliefs and
practices that systematically disadvantage them; it requires critical self-examination to
discover how one unwittingly participates in generating disadvantage to them and more
(Harding 1993: 68).

Rigorous self-examination cannot occur simply by turning inward; genetic coun-
seling students must also have some opportunity, however limited due to the inevi-
table time constraints of training, to soak up some of the lessons from the decades
of discourse on the moral issues related to genetic counseling. To further disability
awareness and student self-awareness, we need content that links past and present,
that baffles and inspires, that concretizes differences while recalling our shared vul-
nerabilities as embodied beings.

The actions that the genetic counseling profession has taken thus far in address-
ing balanced language in genetic counseling sessions and increasing interactions
between people with disabilities and genetic counselors may be viewed as the first
indication that the framework of solidarity informs, albeit unacknowledged, the
decision-making of the genetic counseling community. These changes may indeed
enhance reproductive autonomy, but to recognize solidarity as a tacit value (Jennings
and Dawson 2015) is to enlarge the framework that structures the moral imagination
of the genetic counseling profession in a way that points to the relational underpin-
nings of autonomy.

To see what was previously hidden opens the possibility of envisioning alterna-
tive forms of moral learning. For instance, Jennings and Dawson refer to ‘standing
up beside’ as the fundamental posture of solidarity, and they name three additional
aspects that trace the evolution of possible growth: Standing up for, standing up
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with, and standing up as. While the distance to the kind of identification indicated
by the preposition ‘as’ is a long way off and perhaps not desirable as a goal, the
genetic counseling profession has been working on taking a public stand in response
to calls from the disability community. The genetic counseling community has
already begun the work of ‘standing beside’ the disability community: Recruiting
individuals to genetic counseling programs and genetic counseling training program
advisory boards who have disabilities or have cared for someone with a disability
(Shakespeare et al. 2009; Madeo et al. 2011), working with advocacy groups, and
getting to know individuals with disabilities outside clinical contexts, are all
instances of moving closer, of positioning ourselves in a shared space. To stand
beside each other in the future, to become fit for collaboration, is to also to recall the
temporal relations that shape present positions. Perhaps we can further the lateral
movement already begun by also stepping back, zooming out, and recalling the past
as we reflect on what implicit habits of thought structure decision-making and con-
strain visions for the future.
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Enhancing Future Children: How It Might
Happen, Whether It Should

Susan B. Levin

Introduction

According to Savulescu and Kahane’s (2009) Principle of Procreative Beneficence
(PB), parents are obliged “to create children with the best chance of the best life,”
which pursuit, as advocates conceive it, includes profound cognitive enhancement.'
I argue, in contrast, that applying PB thus, should relevant means become available,
would deeply harm future children by sealing reason off from the input to moral
judgments and decision-making that other faculties provide. In the cases of desire
and emotion, enhancement supporters dismiss the nonrational (i.e., what is other
than reason) as irrational; the relation of each to reason is fundamentally adversar-
ial, making an alliance with reason toward shared ends unthinkable.?

Far from seeking harmony between rational and nonrational aspects of us as key
to individual and communal flourishing, enhancement supporters laud the bound-
less elevation of rational ability per se, hinting at an ideal of self-sufficiency. This
approach is deeply problematic if, as MacIntyre (1988: 123) observes, “one’s ratio-
nality [is] not merely supported ... but partly constituted by one’s membership in
and integration into” social milieux. Further, philosophers’ customary isolation of

"For advocates of the dramatic augmentation of our capacities, particularly regarding cognition
and life expectancy, the resulting beings would surpass us so far that they could only be deemed
posthuman. For further discussion see Levin (2014, forthcoming).

2In this essay, I use “cognitive”/“cognition” and “rational”’/“reason” interchangeably because, as
far as advocates of cognitive enhancement discuss the matter, reason is in a quite separate compart-
ment from emotion and desire. Further, advocates of cognitive enhancement do not address
sense-perception as an aid to the cultivation and use of rationality; this may be related to the fact
that they tend to think in terms of ramped-up ability simpliciter, without worrying about either
worthwhile ends toward which the faculty might be directed or how the ability is developed,
e.g., via experience and education.
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the cognitive from the noncognitive dimension of human beings (Kipke 2013: 146)
is at odds with current research in neuroscience and psychology showing that one
cannot “separate emotion and cognition clearly so that we can selectively improve
cognitive properties” (154; see also Zohny 2015: 261).2

Aristotle’s ongoing pertinence to debates about human thought and character is
clear not only from his role as the leading inspiration for virtue ethics but also from
his bioethical invocation, including, of late, regarding cognitive enhancement.
Aristotle’s linkage to the debate over cognitive enhancement is a fruitful develop-
ment, but showing how deeply relevant his ideas are necessitates fuller exploration
thereof than has occurred so far. Thus, having critically presented advocates’ views
in the sections “What Is Cognitive Enhancement?,” “The Nonrational Is
Misconstrued and Seriously Shortchanged,” “Sympathy, Empathy, and Sociality,”
and “Advocates’ Rational Essentialism,” I reinforce and deepen that evaluation in
the section “Aristotle’s Moral Psychology in the Nicomachean Ethics” through sus-
tained engagement with Aristotle’s account of psychic harmony and moral virtue in
that treatise.*

Savulescu and Kahane (2009: 289) assert that, to know how to direct enhancement
endeavors, “we need to form reasonable opinions on difficult questions about the
nature of well-being and the good life.” Enhancement supporters have, however, been
largely silent on this question, preferring to engage with opponents via a methodology
of “overlapping consensus” (Schaefer et al. 2014) that steers clear of such inquiry by
design. Because the enhancement debate ultimately concerns what values our views
of flourishing embody, it should be recast so that this crux is squarely at the fore. As
we embark on this reframing, we would do well to bear in mind Aristotle’s insights
about the nonrational in relation to reason and his unwavering focus on the human
“that for the sake of which” (hou heneka) all that we do is, perforce, undertaken.’

3Some of this evidence comes from the study of psychopaths (Kennett and Fine 2008).

“Though its focus is quite different, the present paper complements the work of Radoilska (2010),
who draws on the Nicomachean Ethics when arguing that cognitive enhancement would likely
jeopardize the very possibility of agents’ excelling in terms of their contributions to epistemic
results and appreciation of the epistemic endeavor. In contrast, Froding’s (2011) assertion that
cognitive enhancement could “mimic” some “worthwhile aspects of the virtuous life” per Aristotle
(229, cf. 232) reflects a failure to appreciate sufficiently the non-negotiability of Aristotelian moral
virtues as uniquely exacting excellences, ones requiring balance between rational and nonrational
involvement. In addition, Froding leaves out of account Aristotle’s insistence that the subject mat-
ter of ethics differs substantially in its degree of a priori exactitude from mathematics (Nicomachean
Ethics V1 8, cf. 1 3), which means, in the former case, that extensive habituation and experience
from early childhood are needed for one’s development of the requisite contextual attunement (I 4,
7,11 1, 11T 5).

SThough arguing the point falls outside my purview here, I wish to register my view that while
Aristotle’s own handling of reason and the nonrational in the Nicomachean Ethics is rooted in the
virtue-based approach that chiefly inspired contemporary virtue ethics, the moral-psychological
points it makes about these are logically detachable and quite important whether or not one is com-
mitted thereto.
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What Is Cognitive Enhancement?

Though advocates assert or strongly imply far-reaching positive effects of cognitive
enhancement on well-being, they do not offer a clear and consistent picture of what
“cognitive” enhancement would incorporate (cf. Hildt 2013: 4). The following
passages illustrate the problem:

Th[e] relation between autonomy and cognition is generally positive—greater reasoning,
deliberation and evaluation typically leads to greater autonomy. There are a number of ways
one could cash out the relationship between reasoning and autonomy. ... [W]e will focus on
three: deductive/logical competence, comprehension (including the avoidance of false
beliefs), and critical analysis. (Schaefer et al. 2014: 126)

The focus here is on discursive, or stepwise, reasoning, in particular, logical entail-
ments and exclusions.

Elsewhere, Savulescu (2005: 38) contends that “what separates us from other
animals is our rationality, our capacity to make normative judgements and act on the
basis of reasons.” Our first passage featured a logical process that is “completely
content-neutral about values” (Schaefer 2011: 10). But here in the second, “ratio-
nality” is equated with an ability to render “normative judgements,” with the term
“normative” reflecting a necessary tie to content and values in the moral domain that
is lacking in Schaefer et al. (2014: 126). Savulescu (2005: 38) continues:

When we make decisions to improve our lives by biological and other manipulations, we
express our rationality and express what is fundamentally important about our nature. And
if those manipulations improve our capacity to make rational and normative judgements,
they further improve what is fundamentally human. Far from being against the human
spirit, such improvements express the human spirit.

“Rational” and “normative” are once again linked, though now—rversus the earlier
“make normative judgements and act on the basis of reasons”—both terms are used
of judgments.

In our final illustration, “intelligence” is said to encompass “many kinds: mem-
ory, temperament, patience, empathy, a sense of humour, optimism and just having
a sunny temperament” (Savulescu 2005: 37). In this case, traits from memory to
empathy are lodged, without elaboration, under intelligence, versus—at least in part
and more plausibly—empathy’s being located under the nonrational qua emotion
and requiring cultivation as such for the sake of its bearing on moral judgment.
Intelligence here spans far more territory than that associated with rationality/cogni-
tion in the passages treated above. But if the faculty to be augmented under “intel-
ligence” is supposed to differ from what falls under “rationality”/“cognition,” no
such distinction is made. What is more, “intelligence” and “cognitive capacities”
are used interchangeably elsewhere (Schaefer et al. 2014: 130—131). Taken together,
the foregoing passages exemplify the fact that enhancement advocates offer an array
of statements, not obviously congruent, about what cognition spans and thus what
its heightening would encompass.
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The Nonrational Is Misconstrued and Seriously Shortchanged

Having briefly documented the relative lack of clarity and consistency in enhance-
ment proponents’ constructions of rational ability, I turn to their severance of that
capacity from the input to judgments and decision-making that nonrational aspects
of us provide. The separation is problematic if, far from being simply an unfortunate
feature of human existence as things stand, moral decision-making at its best requires
significant involvement of the nonrational. This view, deeply true for Aristotle back
in the fourth century BCE, is increasingly confirmed by findings in neuroscience
(Borg 2008: 159); indeed, according to McGeer (2008: 229), “our moral nature is
shaped by (at least) three different tributaries of affectively laden concern.”

How, in defenses of cognitive enhancement, is the nonrational shortchanged?®
Schaefer et al. (2014: 126) set the temptation to indulge a desire against reason’s
directive to refrain from its gratification:

Strictly speaking, desires are non-cognitive. However, reasoning capacities can be crucial
in resolving potential conflicts. In the first place, some logical abilities will be needed to
recognize that there is a conflict in need of resolution. An unwilling addict ... must recog-
nize the conflict between the lower-order desire to consume some substance and the higher-
order desire to cease consumption of that substance (and comprehend the greater importance
of the higher-order desire) in order to begin to overcome her condition.

This passage contains unclarities and unargued assumptions. Controversially, the
relation of reason to desire is viewed as not just tense but fundamentally hostile such
that drawing toward an object of desire, as opposed to holding back, constitutes
akratic failure. Further, it is not evident what relation the authors intend between
higher-order desires and reason. If reason itself is the source of higher-order desires,
what renders them noncognitive? Alternatively, are only lower-order desires
thoroughly noncognitive, while higher-order ones possess a cognitive dimension? If
they lack a cognitive facet, what, precisely, makes higher-order desires superior
noncognitive phenomena, and on what basis, if any, can they coordinate with rea-
son? Whatever the answers, advocates’ construction of rational dominance excludes
a picture on which the noncognitive qua desire evidently has an optimal relation—
one of balance, say—to reason.

Though Schaefer et al. (2014) do not address emotion, so-called negative emo-
tions are treated elsewhere as fundamentally deleterious and hostile to the rational.
Per Savulescu and Kahane (2009: 281), we would be better off if they were elimi-
nated: “reproducers also have strong reasons to seek to prevent even an innate ten-
dency to negative affect, or the severe impairment in social skills associated with
Asperger’s syndrome.” Not simply its expression, but our very capacity for strong
“negative” emotion, would be removed, as in, genetically deleted.

Here, as with desire in Schaefer et al. (2014), one finds unargued claims.
Savulescu and Kahane (2009) take for granted that phenomena like anger function
in the disruptive fashion of appetitive desires. They assert the merit of extirpating

°The ensuing discussion of desire draws on Levin (2016: 60-61).
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the very capacity for “negative affect” as though it were self-evident both what
negative emotion encompassed and that it must be subdued to the vanishing point.
Savulescu and Kahane fail to provide an account of what makes emotional responses
negative versus positive, a necessary basis for which would be a defense of the view
that such a bifurcation exists.

Advocates’ claims are not only undefended but controversial. Though Haji
(2010) speaks of negative emotion, he repudiates the view that negative and positive
here are, as such, adversarial. Quite the contrary: “Fear and empathy are different
(negative and positive) emotions that together play a necessary role in the capacity
for anticipatory guilt and regret. ... There is ... a fairly intimate connection between
fear and empathy, on the one hand, and moral internalization, on the other, and in
virtue of this connection, an indirect relation between fear and empathy and ethical
perception” (141-142). This means that “deficits in fear, guilt, and empathy ... pre-
vent internalization of moral norms of conduct ... hamper[ing] development of ...
capacities of ethical perception” (143; italics in original).

On complementary grounds, Tappolet (2010: 336), too, rejects the idea of a
negative-positive chasm in the sphere of emotion:

[T]here is reason to think that different types of emotions have a different impact on atten-
tion—positive emotions are thought to widen and not to narrow our attentional focus [and]
it is certainly plausible to claim that fear narrows the focus of attention. Although this
influence is a-rational, it would be a mistake to infer that it necessarily leads to irrationality.
Quite ... the contrary, it often makes it possible for the agent to focus on what is important.

Far from addressing such depictions, enhancement advocates do not make it evi-
dent how or even whether they allow for positive emotion. This is not the same as
saying that they do not retain a place for what, for instance, empathy, many consider
positive emotions. The question is whether enhancement advocates view them as
such and, if so, how that salutary assessment squares with what they actually say
about the noncognitive (see further the section “Sympathy, Empathy, and Sociality”).

As for what is rejected, anger and aggressiveness are not differentiated. Thus,
Savulescu and Kahane (2009: 284) contend that “[t]he world and the lives of the
people in it might be better if everyone were funnier, more intelligent, more empa-
thetic and less aggressive.” This lack of distinction matters, for unlike sheer aggres-
siveness, justified, strong anger might be not only warranted but interlinked with
empathy. One may, for example, react thus to a close friend or family member for
failing yet again to live up to the standards set by her own laudable values, where
one knows how difficult it can be to do that routinely, sees how detrimental this way
of existing is to the person’s prospects for living well by her criteria, and is all too
aware of how highly capable she is of doing better.

Elsewhere, Savulescu (2005: 37) simply fuses anger and aggressiveness:

Some children would eat [the marshmallow] as soon as the researcher left, others would use
a variety of strategies to help control their behaviour and ignore the temptation of the single
marshmallow. ... Impulse control has also been linked to socio-economic control and
avoiding conflict with the law. The problems of a hot temper can include life in prison.
Shyness ... can greatly restrict a life. ... [J]ust having a sunny temperament [where the
point of contrast could be anger and/or aggressiveness] can profoundly affect our lives.
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The fact that anger and aggressiveness may combine, and are noted to do so with
some frequency in prisoners (Shniderman and Solberg 2015: 317, 322), is no
warrant for conflating anger and aggressiveness or for concluding that strong anger
is, as such, problematic.

But the problem here goes beyond this. On advocates’ account, strong expres-
sions of emotions such as anger would never be appropriate, hence Savulescu and
Kahane’s (2009) investment in extirpating the very capacity for such. This contro-
versial position is not flagged as such, let alone defended. As Tappolet (2010: 343)
observes, “if you accept that pity or compassion come[s] with altruistic motivations,
you must also accept that fear for [or anger toward] others involves altruistic moti-
vations. ... [T]he relation of fear [or anger] to action and motivation is complex.
Insofar as emotions are perceptions of values, they can inform us about our practical
reasons, such as the fearsome [or anger-provoking].” On this line of thought, and per
the earlier example involving anger, stamping out the capacity for strong expres-
sions of emotions such as it and fear would diminish relations with close friends and
family members insofar as these emotions, like empathy and sympathy, can be
prompted by their plights. Further, from a broader human standpoint, to remove our
very capacity for strong anger is to eliminate an important source of motivation to
ameliorate social injustice.

It is not evident whether enhancement advocates wish to draw a line between
acceptable and unacceptable anger and, if so, how they possibly could. Not only are
distinctions involving psychic phenomena like anger broadly contested, but even if
an agreed-upon conceptual delineation between morally acceptable and impermis-
sible anger were achieved, enhancement proponents cannot reasonably imagine now
with any confidence that a capacity for strong anger could be genetically eliminated
in future people without our doing away with the capacity for anger altogether.

Sympathy, Empathy, and Sociality

As we have seen, desire and negative emotion are deprecated and set against reason
in a deeply adversarial way. Meanwhile, advocates of cognitive enhancement laud
empathy, sympathy, and sociality, and mark them for augmentation. Based on PB,
“parents would aim to select children with psychological traits that are likely to
increase the future child’s autonomy—traits such as foresight or self-control, empa-
thy and sympathy” (Savulescu and Kahane 2009: 282). According to Schaefer et al.
(2014: 131), “Even if increased autonomy [through cognitive enhancement]
remove[s] a handful of options (such as joining a community that disvalues auton-
omy) from the menu, many more will be opened up (more career opportunities,
better management of resources to obtain what one wants, and even greater ability
to discern how to integrate into a wide variety of communities, etc.).” Indeed, cogni-
tive enhancement would itself enable one “to develop greater understanding of
herself and others” (Savulescu 2005: 38).

Not only are these encomia striking given advocates’ sharply critical lens on the
nonrational per the previous section, but, once again, the gaps and unanswered



Enhancing Future Children: How It Might Happen, Whether It Should 33

questions are highly significant. Discussions of desire and negative emotion by pro-
ponents of cognitive enhancement do not stipulate that positive emotions are omit-
ted from condemnation, nor do advocates elsewhere present a different analysis of
positive emotion. This omission is glaring since any critique of “negative’” emotion
necessarily relies, even if tacitly, on a negative-positive contrast.” As for the salutary
prong of that contrast, if sympathy and empathy are—or at least centrally involve—
the nonrational, supporters of cognitive enhancement have not (1) indicated this; (2)
used empathy and sympathy to anchor an approving take on anything nonrational;
or (3) presented a favorable view of a subcategory of the nonrational that could be
applied to these features. If the nonrational is not being condemned outright, this
needs to be made absolutely clear, and positive emotions like empathy explicated.

As previously observed, far from unpacking such traits under the head of emo-
tion, Savulescu (2005: 37) lists empathy under “kinds” of intelligence, that is to say,
under cognition. The same presumably applies to sympathy, which is often taken to
imply less familiarity with particular individuals than empathy. But if cognitive
enhancement is itself to augment sympathy and empathy, proponents do not articu-
late, let alone defend, a view of the mind on which heightened cognitive ability
might be expected to intensify those qualities.

Absent further argument, it is highly problematic for advocates to claim that
cognitive enhancement would upgrade empathy while at the same time eliminating
“an innate tendency to negative affect” (Savulescu and Kahane 2009: 281). On the
one side, if supporters take empathy itself to fall under cognition, meaning that cog-
nitive enhancement would include its augmentation, they have not argued for this
construction of it. On the other, if empathy—Ilike desire and negative emotion—is
itself noncognitive, then it is most difficult to see how cognitive enhancement as
such would heighten it. More fundamentally, if it is noncognitive, enhancement sup-
porters have offered us no reason to think that it is worth retaining, let alone height-
ening, because the sole template offered for the noncognitive presents it as warranting
quashing and ultimately elimination. Further, enhancement proponents are not off
the hook if they claim that empathy itself includes both rational and nonrational
dimensions, as they would have to defend this construction of it. In addition, they
must show what the cognitive aspect of empathy is such that cognitive enhancement
could reasonably be expected to heighten it and why empathy is exempt from advo-
cates’ overt, highly critical handling of desire and negative emotion.

As to sociality—which itself requires a live capacity for sympathy and empa-
thy—Schaefer et al. (2014: 126-27) stress the harmful impact of excessive confor-
mity with others’ views. While it is clear what enhancement supporters reject in
terms of humans’ reciprocal impacts, it is not at all evident what brand of sociality
they wish to replace it with (see further “Phusis (Nature) / Carefully Distinguished
from Phusis 2, the final subsection of “Aristotle’s Moral Psychology in the
Nicomachean Ethics”).

7On contrast-dependency in human thought and experience, see further Levin (2014: 6, 9-10).
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Advocates’ Rational Essentialism

As we have seen, when addressing the nonrational as such, proponents of cognitive
enhancement do not consider the possibility of real calibration in our expression of
nonrational features individually (e.g., anger) or of harmony between rational and
nonrational dimensions, where both are deemed essential. Instead, they are con-
cerned to move us to a plane of cognitive operation where the nonrational would
not intrude since it had been genetically edited out or because, at minimum, cogni-
tion had become so powerful that nonrational impetuses would effectively not
register.

Enhancement advocates’ routine extolling of cognitive ability and its radical
augmentation, with their disparagement of the nonrational when handling it
expressly, suggests a leaning toward rational essentialism (see especially Savulescu
2005: 38). Aristotle clearly endorses a version thereof. Contra enhancement sup-
porters, however, he does not simply critique deficient nonrational expressions but
foregrounds a key place for the nonrational in human flourishing itself. My chal-
lenge in this essay is thus not to rational essentialism of whatever kind but rather to
its interpretation by proponents of cognitive enhancement. Aristotle’s Nicomachean
Ethics, to which I now turn, offers a rich account not only of how we humans often
go wrong moral-psychologically but also of how nonrational and rational dimen-
sions of us are interwoven in a flourishing life.

Aristotle’s Moral Psychology in the Nicomachean Ethics

This section addresses the following topics: (a) Aristotle’s framework for approach-
ing the nonrational; (b) his union of desire and emotion under the head of pathé; (c)
the Doctrine of the Mean; (d) Aristotle’s notion that emotional responses deemed
negative by enhancement advocates may be not simply permissible but morally
required; (e) the moral import of pleasure and desire; and (f) Aristotle’s delineation
of what I call Phusis (i.e., nature) I from Phusis 2.

Grounding Aristotle’s Approach to the Nonrational

Aristotle’s Nicomachean Ethics illustrates how one’s account of human nature and
flourishing can give pride of place to reason while offering a multi-faceted, rich
picture of our psychic operations. In On the Soul (Il 1-2), Aristotle distinguishes
living from nonliving entities on account of the former’s possession of soul. Further,
he divides living things into basic types due to the kind of soul each has. The psychic
capacities (dunameis) that Aristotle identifies (Il 2—-3) are (1) a nutritive faculty that
enables growth and reproduction; (2) sense-perception; (3) desire; (4) locomotion;
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and (5) rationality.® Possession of (1) distinguishes plants from natural, inanimate
entities (e.g., fire), while (2)—(4) differentiate nonhuman animals from plants. As
On the Soul (II 3) makes clear, the capacities are hierarchically arranged such that
living things on a higher tier possess not merely their type’s distinctive feature(s)
but also any feature(s) characteristic of entities lower down. Thus, humans’ distinc-
tive capacity is rationality (cf. Nicomachean Ethics 1 7), but they also possess abili-
ties (1)—(4).

Early in the Nicomachean Ethics, Aristotle states that he will address the soul
with flourishing (eudaimonia), specifically, in view (I 13, 1102a23-24). In keeping
with that focus, the treatise attends substantially to the nonrational, specifically,
emotion and desire. Though not intrinsically rational, they (unlike the nutritive
capacity of all living things) are amenable to rational governance (1102b28-31)
such that, in a morally virtuous person, “everything is in harmony with reason.”

In theory, reason can be dominant in ways that do or do not require harmony with
what is other than it. The latter scenario obtains when rational governance involves
the relentless, full subordination of the nonrational; based on the section “The
Nonrational Is Misconstrued and Seriously Shortchanged,” this seems to be the view
of enhancement advocates. Aristotle’s picture of admirable conduct and motivation,
in contrast, requires harmony between reason and the nonrational (IIT 12, 1119b15-
16). While both Aristotle (III 8, 12) and enhancement advocates recognize that fac-
ulties besides reason are inadequate guides to action on their own, only Aristotle
sees that other faculties can yet be essential, not merely in the ordinary course of
events but for eudaimonia. Thus, enhancement advocates’ depreciatory lens on the
nonrational as such is, at minimum, underdetermined by the evidence that they have
provided thus far. This should be all the more concerning to them given recent find-
ings in neuroscience and psychology that favor Aristotle by showing emotion and
desire to figure importantly in moral motivation (McGeer 2008: 246-247).

Desire and Emotion United as Pathé

Pathos (plural, pathé) is Aristotle’s collective term for emotion and desire. Pathé
include appetitive desire, fear, anger, affection, longing, and pity, “and in general
anything that is followed by pleasure or pain” (Nicomachean Ethics 11 5, 1105b21—
23). Together with capacities and characteristics, pathé comprise what exists in the
soul (1105b20).

$Because Aristotle is a monist, “psychic” should not be construed disjunctively with “physical,” or
“biological.” While he separates soul and body for analytic purposes, in terms of beings’ actual
existence, “we can dismiss as unnecessary the question whether the soul and the body are one: it
is as though we were to ask whether the wax and its shape are one” (On the Soul 412b6-7; trans.
Smith 1984 [line numbers are from the edition of Ross 1956]).

?Unless otherwise noted, translations of the Nicomachean Ethics are from Ostwald (1962), with
certain adjustments; for the Greek, I use Bywater (1894).
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Like enhancement advocates, Aristotle puts the nonrational, comprised of desire
and emotion, under one collective head. But his account shows that doing so need
not commit one to a sharp devaluing of the nonrational that would squeeze out the
very possibility of psychic balance, rendering the notion itself unintelligible. For
Aristotle, versus devotees of cognitive enhancement, deeming an aspect of us non-
rational does not itself signify that the item thus labeled has nothing potentially
fruitful to do with reason itself; in the case of pathé, “nonrational” picks out what is
not intrinsically rational yet able to coordinate and collaborate with reason. In fact,
though not rational in their own right, qua psychic phenomena, pathé “belong to
humans no less than reason does” (II 1, 1111b1).1°

Aristotle’s Doctrine of the Mean and Notion of Psychic Balance

Aristotle’s Doctrine of the Mean offers valuable guidance on how to differentiate
among aspects and expressions of the human psyche in degree and kind. From start
(I 6, 13, II 1-3) to finish (X 9), Aristotle’s concern in the Nicomachean Ethics is not
the sheer subordination, let alone extirpation, of our capabilities besides reason
proper but attaining balance among them—crucially including harmony of aims.

Aristotle’s view of pathé in relation to reason is elaborated through his Doctrine
of the Mean, according to which “we can experience fear, confidence, desire, anger,
pity, and generally any kind of pleasure and pain either too much or too little, and in
either case not properly. But to experience all this at the right time, toward the right
objects, toward the right people, for the right reason, and in the right manner—that
is the mean and the best course, the one that is a mark of virtue” (II 6, 1106b18-23).
Crucially, the mean comprising virtue “involves both pathé and actions” (b24-25).
While sympathy and empathy per se are not listed, in terms of Aristotle’s moral
psychology, they belong under pathé.

Because the moral mean is categorically different from the arithmetical variety,
ascertaining what conduct expresses that mean cannot be routinized but instead
often requires fine-grained contextualization (II 6; see also I 6, IT 2-3, 5-6, 9). As
regards the nonrational, features of situations into which one might enter both
impact whether one responds and help to calibrate one’s response under the perti-
nent head (e.g., anger, fear); regarding the latter, the issue for Aristotle is not simply
what reactions are morally permissible but which ones, particularly involving emo-
tion, may be morally required (see further the subsection “Strong Emotional
Responses Can Be Morally Required”).

Cognitive enhancement would decimate the very possibility of subtle calibra-
tion, for, per advocates, the preeminent rational preference involving the psychic
domain just is for greater rational capacity. Seen from within Aristotle’s own ratio-
nal essentialism, in contrast, this preference is not rational because, if acted upon, it
would throw off a delicate and important balance among multiple facets of who we

10My translation.
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are. According to Bostrom (2009: 130), Aristotle’s rational essentialism “is plainly
not a promising objection to [Bostrom’s own transhumanist vision] since it would
be perfectly possible for a posthuman to realize a telos of rationality as well as a
human being could. In fact, if what is good for us is to develop and exercise our
rational nature, this implies that it would be good for us to become posthumans with
appropriately enhanced cognitive capacities.” Bostrom’s confidence is misplaced
since, for Aristotle, augmented rational ability is not a goal in its own right. Instead,
that capacity is meaningful only when actualized and instantiated in light of a rich,
articulated notion of flourishing that is the ultimate telos, or “that for the sake of
which” (hou heneka), of everything we humans do.

My point here is not that enhancement advocates must adopt Aristotle’s own, vir-
tue-based, account of eudaimonia. Rather, I wish to reinforce the point that their ratio-
nal essentialism is only distantly related to his and to emphasize, by drawing on him,
that rational capacity itself is bereft of meaning (and potentially quite dangerous) in
the absence of a conception of the “why” whose content one expressly formulates and
defends. Yet, far from doing this, advocates treat their non-provision of such as an
asset of their accounts (see, e.g., Savulescu and Kahane 2011; Schaefer et al. 2014).

Further, rather than speaking of “rationality” simpliciter, as do enhancement
advocates, Aristotle identifies and interrelates contemplative, or theoretical, and
practical varieties. Why might this matter? As we saw in the section “What Is
Cognitive Enhancement?” Savulescu (2005: 38) ties “rationality” to “our capacity to
make normative judgements.” Reference to Aristotle suggests that what advocates of
cognitive enhancement propose would minimize and perhaps eliminate our ability to
make those judgments. For him, moral expertise requires exemplary attainment in
both types of reason: Not only is there “no practical rationality [i.e., phronésis] ...
without the virtues of character” (MacIntyre 1988: 136), but both are entwined with
virtuous agents’ contemplative grasp of human flourishing and specific universals
such as courage (Sorabji 1980: 205, 207; Nicomachean Ethics 1151a16-17).

Even where there is overlap between portrayals of reason by Aristotle and advo-
cates of cognitive enhancement, there are salient differences. To illustrate: adept-
ness in stepwise reasoning is important for both (Schaefer et al. 2014; Nicomachean
Ethics VI T), but only Aristotle sees clearly that this facility is not valuable in a
vacuum but instead proves its mettle in applications that call for marked contextual
attunement. Further, reason, whether theoretical or practical, is insufficient to pro-
duce activity; for this, desire is always required (On the Soul 111 10).

Balance, or harmony, exists only in relationships, ones in which all salient threads
are suitably aligned. Aristotle’s Doctrine of the Mean is a powerful and enduring
illustration of such a position. When, in contrast, a view stipulates that threads are to
be kept wholly separate, this is normally because its partisans deem one or more of
these inferior such that they can overpower or pollute the superior factor. But what
if a capacity of which it is stipulated, “Keep it separate because it is fundamentally
superior,” depends for its richest manifestations on a version of what—here, some-
thing nonrational—one believes it must be kept rigidly separated from? Aristotle’s
handling of anger, to which I now turn, shows what an embrace of enhancement
supporters’ agenda stands to jeopardize with regard to future children.
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Strong Emotional Responses Can Be Morally Required

For Aristotle, unlike enhancement supporters, strong emotional responses are some-
times not just allowed but morally requisite. Given its importance both to advocates
of cognitive enhancement (see the section ‘“The Nonrational Is Misconstrued and
Seriously Shortchanged”) and to him, anger offers a good case study. For Aristotle,
unlike Savulescu and Kahane (2009), “our condition in relation to anger is [not]
bad” simply because the anger is strong (Nicomachean Ethics 11 5, 1105b26-27).
Instead, we err “if our anger is either too violent or not violent enough. ... A man
does not receive praise for being frightened or angry, nor blame for being angry pure
and simple, but for being angry in a certain way” (1105b27-1106al). Of course,
getting angry as such is no achievement (1106a2-3; 119, 1109a26-27), but evincing
anger “to the right person, to the right extent, at the right time, for the right reason,
and in the right way is no longer something easy. ... It is for this reason that good
conduct is rare, praiseworthy, and noble” (1109a28-30).!!

What is more, “in some cases we must (dei) be angry” (IIT 1, 1111a30-31). “Not
being driven by emotion” (IV 5, 1125b34-35) thus does not mean avoiding strong
responses involving emotions simply because, for instance, those not well poised to
judge might condemn them as excessive. Quite the opposite, for not just excess but
“deficiency ... receives blame. For those who do not show anger at things that ought
to arouse anger are regarded as fools; so, too, if they do not show anger in the right
way, at the right time, or toward the right person” (1126a3—6). On Urmson’s (1980:
161) useful elucidation of Aristotle’s view, one

whose character is such that he feels only mild annoyance at a trivial slight and is enraged
by torture has a character that is in a mean between one that exhibits rage on trivial as well
as important occasions and one that can coolly contemplate the greatest outrages. ... To
diverge from the mean in the direction of deficiency is as much not to experience and
exhibit emotions at all when one should, or not about matters about which one should, or
not toward people toward whom one should as it is to exhibit the emotions to the wrong
degree.

Considering the matter against the backdrop of Aristotle’s view, one risk of our
going full steam ahead with cognitive enhancement is that we may edit out of exis-
tence in future children the very capacity for powerful, justified anger at injustices,
including inequities in access to resources and opportunities that would themselves
likely be intensified by cognitive enhancement measures. We also stand to jeopar-
dize the possibility of deep friendship, where the parties “become better people as
they are active together and correct one another” (Nicomachean Ethics 1X 12,
1172a11-12; cf. VIII 8, 1159b6-7), insofar as strong anger can be not only permit-
ted but downright called for by the nature of that tie. An eventual exclusion of the
nonrational could well encompass desire and pleasure, too, which Aristotle closely
relates as motivators and measures of agents’ standing and actions’ moral worth.

"'This is not to say that any and all acts and responses may at times be appropriate, for, as MacIntyre
(1988: 121) observes, on Aristotle’s account (II 6), certain acts (e.g., adultery) and responses (e.g.,
Schadenfreude) are categorically precluded.
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The Moral Richness and Import of Desire and Pleasure

Though far from being a hedonist, Aristotle foregrounds the import of pleasure and
pain well beyond a focus on them as direct indicators that something is appetitively
desirable or the opposite: “Pleasure and pain are a consequence of every emotion
and of every action. ... [Thus] virtue has to do with pleasures and pains” (II 3,
1104b14-16). Further, pleasure is not merely an experiential consequent, for
Aristotle identifies “the noble, the useful, and the pleasant” as the motivators of
decision and choice (b31). Pleasure itself is not condemned; rather, moral assess-
ment of its presence in any situation depends on “whether we feel joy and pain in
the right or the wrong way” (1105a7).2

Further, “an activity is increased by the pleasure proper to it. ... Each activity
determines its own proper pleasure. The pleasure proper to a morally good activity
is good, and that proper to a bad activity is bad” (X 5, 1175a30-31, b26-28).
The same situation obtains with desire (b28-29; VI 2, 1139a29-31). Through
observations such as these, Aristotle points to the moral complexity and import of
the noncognitive qua desire and thus pleasure.'?

The constricted vision of enhancement supporters regarding desire (and so-
called negative emotion) is closely related to their conflation of two senses of
“nature” (phusis), which is where their divergence from Aristotle involving the
human comes to a head.

Phusis (Nature) 1 Carefully Distinguished from Phusis 2

Aristotle pointedly differentiates between what I call here Phusis 1 (potentiality)—
“nature” qua a capacity not yet developed or defectively so—and Phusis 2 (actual-
ity): “nature” in the sense of a well-developed ability that is actively deployed.'*
One can oppose his picture to the rational essentialism of enhancement advocates,
where a Phusis I-notion of the nonrational appears to exhaust that dimension of us.
Their Phusis I-view of the nonrational is coupled with a vague Phusis 2-lens on

12 Aristotle illustrates this scenario via the character of Neoptolemus in Sophocles’ tragedy
Philoctetes (VI1 2, 9).

3Unlike Aristotle, Schaefer et al. (2014) leave unaddressed the question of whether they view
pleasure in lockstep with desire or in some other, perhaps more flattering, way.

“When arguing that technological enhancement is needed, whose provision would allegedly help
people become virtuous in the vein of Aristotle, Froding (2011: 226, 231) does not take adequate
account of Phusis 2’s distinctness from Phusis 1. For fine-grained consideration of the distinctions
involved in Phusis 1 and Phusis 2, see Nicomachean Ethics 17,11 1-2, VI 8, 11-13, X 6; On the
Soul 11 5.
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rationality that comprises a heightening of capacity, in principle limitless, apart
from any substantive notion of worthwhile aims (cf. Levin 2016: 61-62).'3

When they denigrate the nonrational, enhancement advocates fail to distinguish
adequately between “nature” by potential versus in actuality. As Aristotle observes,
“the end that appears [good] to a particular person ... is not simply given to him by
nature but is to some extent due to himself” (Nicomachean Ethics 111 5, 1114b16—
17; see also II 1, 5). Thus, the goal one sets for oneself matters greatly. For Aristotle,
the pinnacle of rational attainment is the actively virtuous existence in which flour-
ishing consists. Said existence represents the culmination of a protracted develop-
ment from Phusis I to Phusis 2, where the virtuous capacity we have on account of
our humanness has been developed into “virtue in the full sense” (VI 13, 1144b14;
cf. b16-21).'® Over and above the sustained cultivation of virtuous characteristics,
“virtue in the full sense” requires our enactment of those features: Otherwise, one
who possessed virtuous characteristics (hexeis) could be said to flourish even if he
was “inactive all his life” (I 5, 1095b33). Aristotle rejects this view: “Just as the
crown at the Olympic Games is not awarded to the most beautiful and the strongest
but to the participants in the contests ... so the good and noble things in life are won
by those who act rightly” (I 8, 1099a3-7).

By Aristotle’s lights, enhancement supporters’ claim about the nonrational as
disruptive applies only to cases where self-discipline is sorely lacking, that is to say,
where attainment is remote even from a well-developed virtuous capacity. Advocates
seem to presume that humans just are akratic,'” whereas, for Aristotle, what they
reject simply reflects Phusis 1, namely, it falls under the head of human potential
un- or deficiently realized. The picture of enhancement supporters thus ignores a
salient distinction, drawn by Aristotle, between morally strong (enkratic) and mor-
ally weak (akratic) persons: It is to the latter alone that “we must attribute ... a
condition similar to that of men who are asleep, mad, or drunk” (VII 3,
1147a17-18).

Further, surpassing moral strength is self-control proper (i.e., the virtue of
sophrosuné), whose possessor does not merely do what is morally required but
desires to do so and enjoys acting thus. Because advocates of vigorous enhancement
fail to demarcate Phusis I from Phusis 2, they presume identified flaws to reflect
humanity as such, and this, in turn, renders the idea of a coming-to-fruition from
within the human itself a nonstarter.

The same criticism applies where transhumanists emphasize artificial intelligence instead of
genetics (see Levin forthcoming).

19On Aristotle’s broader formulation of the point in the Physics, Phusis 2 “is the end or that for the
sake of which (telos kai hou heneka)” (11 2, 194a28)—the end being “what is best (beltiston)” (11
3, 195a24; trans. Hardie and Gaye 1984 [line numbers are those of Ross 1950]).

'70n Aristotle’s account (Nicomachean Ethics VI 4), akrasia applies to pathé generally, not only
to appetitive desire. Schaefer and Savulescu (2016) appear to concede indirectly that cognitive
enhancement alone may not handle akrasia when, having singled out the moral “useful[ness]” of
“logical competence” (4), they grant that “akrasia reduction was not included in our present frame-
work ... because it does not easily fit with our focus on judgments” (4n5).
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What is more, enhancement supporters’ praise of augmented sociality notwith-
standing, Aristotle’s Phusis /-Phusis 2 composite requires ties to others of the sort
that their accounts cannot obviously accommodate and may preclude. For Aristotle,
flourishing—indeed, the very possibility of our reaching Phusis 2—necessitates a
rich communal setting (Politics 1 2 [Ross 1957]; Nicomachean Ethics VIII-IX, X 9).
Interpersonally, friendship (philia) is essential to a virtuous life (Nicomachean
Ethics VIII 1), for “a man of high moral standards will need people to whom he can
do good” (IX 9, 1169b13). An active mutuality importantly distinguishes philia
from mere good will (eunoia; IX 5, 12). Such is this mutuality that the parties’ con-
tributions are not neatly differentiable, occurring in a context where what happens
is often meaningful only if one takes the specifics of that relationship into account.

Enhancement advocates identify what the heightening of cognitive ability would
supposedly eliminate from human connections (see, e.g., Schaefer et al. 2014). But
they leave it unclear how others would necessarily matter in a fruitful way if dra-
matic cognitive enhancement, alongside the profound diminishment or elimination
of our biological frailty, enabled us to approach the self-sufficiency whose prospec-
tive attainment enhancement supporters often esteem. We can see more readily how
we (or our successors) would be far less entwined with others than most of us could
fathom. To that extent, in antiquity, enhancement supporters’ view fits best with that
of the Stoics (Diogenes Laertius, Life of Zeno [Hicks 1931]; Epictetus,
Encheiridion [White 1983]), who condemn strong emotional responses—from
anger and grief through love—as such, distinguishing them from “good emotions”
(eupathé; Life of Zeno, VII 116-19). The latter are not directed toward individuals
but rather to humans in aggregate or, at their most specific, toward others based on
their roles in relation to us (e.g., filial respect, owed by children to their parents due
to the latter’s function as such; Encheiridion 30). Because these responses are tepid
and generic, what makes eupathé emotional responses for Stoics is elusive.
Something in this vein is what “augmented” sociality might look like if robust cog-
nitive enhancement were pursued.

Where Do We Go from Here?

The foregoing assessment of arguments for cognitive enhancement, both directly
and through the lens of Aristotle’s thought, problematizes the notion of heightening
“rationality” as far as technically possible apart from (1) the nonrational and (2) an
express commitment to substantive views of the values and aims that rationality is
intended to serve. These two factors are strongly connected, for one cannot distin-
guish justified from unwarranted manifestations of psychic capacities like anger if
one lacks meaningful notions of the good, just, and so on (on the imperative to
investigate these, see Jotterand 2011: 5, 7-8). Absent these notions, how could one
articulate and defend violations of the norms represented thereby?

Advocates of cognitive enhancement do not provide the requisite accounts, nor
is it evident how, as things stand, they could. For doing so would require toning
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down if not abandoning their “overlapping consensus” approach (Schaefer et al. 2014;
Savulescu and Kahane 2009) when trying to convince critics that there is more com-
mon ground than meets the eye between their core values and advocates’ own. That
approach gets going only if one severs constructions of concepts like rationality,
autonomy, and virtue from the theoretical settings—centrally including views of
worthwhile aims—within which they have their distinctive meanings. In this pro-
cess, inevitably, the operative notions will be watered down. The views of enhance-
ment supporters are of course no exception here, being anchored firmly in
commitments that inevitably recede from center stage when they seek to highlight
what they claim to be shared terrain (on this topic, see also Levin 2016: 60, 62).

As MaclIntyre (1988) reminds us, we cannot discuss goods or rationality in a
vacuum, for there just are bedrock divergences. Further, “disagreements between
fundamental standpoints are in key part over how to characterize those disagree-
ments. There is ... no neutral mode of stating the problem, let alone the solutions”
(144). This means, crucially, that “[p]rogress in rationality is achieved only from a
point of view” (ibid.).

Thus, the perspective we adopt on rationality and its ties to the nonrational will
markedly impact the future, including the moral standards by which decisions about
progeny-to-be will be assessed. Because, under the highly controversial terms of
PB, enhancement would itself be morally required, the stakes could not be higher.!3
Once the veil and refuge of “overlapping consensus” are removed, advocates are
faced squarely with the tough challenge of defending their controversial and prob-
lematic views about cognition and the noncognitive, several of whose shortcomings
I have illuminated here.

The matter of where enhancement advocates and their “conservative” critics do
concur is best approached apart from the distortional frame of overlapping con-
sensus. Here are two such points: “we need to form reasonable opinions on diffi-
cult questions about the nature of well-being and the good life” (Savulescu and
Kahane 2009: 289), and “[u]nless we begin to understand what is good and ought
to be promoted and what is bad and ought to be prevented, we will be in no posi-
tion to evaluate [the] rapidly advancing scientific possibilities” (Savulescu 2003:
25). These statements imply broad concurrence with Aristotle that nothing can be
a meaningful, guiding aim—or “that for the sake of which”—if it is merely a
placeholder for whatever content one with radically heightened cognitive ability
might give it.

For our own and our children’s sakes, such statements by enhancement supporters
of the need to articulate substantive notions of “well-being and the good life”” must
not remain unfulfilled promissory notes. The question we should address more con-
certedly is, for the sake of what, if anything, could the pursuit of vigorous cognitive
enhancement be justified? Because the controversy over enhancement is ultimately
about values as reflected in aspirations and ideals, reframing the debate to fore-
ground this fact would itself be a marked advance. We need not endorse the particu-
lars of Aristotle’s stance. But in this enterprise of recasting, his nuanced handling of

18 See further Levin (2016).
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the nonrational in relation to reason is well worth bearing in mind. In addition, his
Nicomachean Ethics vividly reminds us that no capacity of ours is meaningful
unless it is framed, developed, and enacted in light of a rich notion of individual and
communal flourishing that is the ultimate telos, or reference point, of all we humans do.
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The Decision to Know: Pregnancy
and Epistemic Harm

Kirsten M. Kringle-Baer

Knowledge seeking processes and its product are inextricably
linked. Knowledge is a human creation and can only be as good
as the efforts that go into attaining it.

—Lorraine Code

There is a sense in which the solution to the question ‘Should we pursue knowledge
of x?” might strike us as an easy one. Knowledge has been, and continues to be,
understood as both intrinsically and extrinsically valuable, not just in the context of
philosophy, but likewise in the context of our everyday lives. In what follows, I will
challenge the inclination to assert a positive response to the aforementioned ques-
tion without careful consideration of what ‘knowledge of x” amounts to in the con-
text of our deeply relevant, though often ignored, subjective life-circumstances. I
will argue that, in some cases (and in one fully fleshed-out example in particular)
pursuing knowledge is not always advisable. In cases like these, consideration of
what I call ‘epistemic harms’ will be paramount in a decision of whether or not to
pursue certain kinds of knowledge, and, additionally, that we can begin to develop
a notion of wisdom as an epistemic virtue which will help guide us in these
considerations.

With attention to both the subjective features of the knower and the object of
knowledge which, according to Alcoff, are only available to us through a thick
account of the circumstances, we shall see that there exist instances where we are
better off not knowing, and, furthermore, that we require the epistemic virtue of
wisdom in discerning when it is appropriate to pursue knowledge and when doing
so may cause undue harm (2000).

In the narrative that follows, I recount my own experience with a pregnancy
that was misidentified as high-risk. I hope that in sharing this account it will
become evident that considerations of the circumstances of both the subject and the
object of knowledge can impact whether it would be wise to pursue such information.

K.M. Kringle-Baer (0<)
Cincinnati, OH, USA
e-mail: Kirstenmk @gmail.com
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Our case begins with a procedure that has become a greatly anticipated event in
most women’s pregnancies—the 20-week ultrasound. As I watched the screen
breathlessly during the exam, 20 weeks into my first pregnancy, counting every
wiggle, trying to discern the different body parts recognizable to me, the narration
from the ultrasound technician slowly tapered, until finally the room was silent with
the exception of deafening mouse clicks freezing and unfreezing images on the
screen. I looked from the wand on my belly, to the screen, to the technician, and
back again, reading appropriate worry from each. Finally, the technician excused
herself to summon the doctor. The doctor, one I had not yet met, took his position at
the machine and ran the wand over and along my swollen abdomen, without a single
word. He shut off the machine and began, “well, here is what concerns us ....”

This ordinary level-three ultrasound had revealed three markers of Down syn-
drome. The markers detected included a thick nuchal fold, an echogenic bowel, and
choroid plexus cysts, all of which were conditions that, up until that point, I had
never heard of. I was told that, alone, these markers didn’t indicate any problem
with my baby, but together, they increased the likelihood of having a baby with
Down syndrome quite dramatically. Because I was so young, I had not elected to do
any of the screening tests for genetic defects earlier in the pregnancy, but now I was
urged to have my blood drawn in order to discern the likelihood of Down syndrome
from yet another measure. [ hastily agreed. Everything that day happened so quickly.
In less than half an hour I went from a hushed, expectant anticipation in the waiting
room to unrestrained sobbing in the exam room. I quickly submitted to taking tests
I had actively chosen not to take just weeks prior (decisions made mainly based on
how low risk this pregnancy should have been, and had been understood to be).
Before I knew it I was in the car on the way home trying to decide what to tell my
friends and family—whom to tell, even.

The 20-week ultrasound has become an assumed, if not required, diagnostic test
in pregnancy. It is used to detect structural abnormalities of the fetus, the position of
the placenta, and a myriad of other details about the pregnancy that are not discern-
able from the exterior of a woman’s womb. They have been, for the most part,
embraced by women as a chance to have a visual manifestation of their fetus, even
in uncomplicated pregnancies (they are even performed commercially for this
purpose!).

They are performed at 20 weeks—Ilate enough so that measures of fetal growth
and placental position are at least moderately relevant for projections of how the
remainder of the pregnancy and labor will go—and early enough that, if abnormali-
ties are detected, something can still be done about them. Here, the expression ‘to
do something’ means to do further testing on the mother and the fetus, and, in some
cases, to actually perform surgery on the fetus, to prepare for surgery after birth, to
prepare the family for dealing with whatever abnormality has been detected, or to
terminate the pregnancy. Such ultrasounds, however, are rarely pitched to women in
this way—that is, if they are pitched at all.

There are some general worries about the use of ultrasound technology in preg-
nancy which are worthy of mention here. Indeed, they play a central role in how
doctors can be assumed to become the best knowers and protectors of the fetus
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during pregnancy, and how mothers can become irrelevant or even an interference.
These worries concern what the use of ultrasound does to our ideas, as a society,
about the woman and the fetus, as well as what it does to the budding relationship
between mother and baby. Ultrasounds turn the mother into something to be looked
through in order to access information about the fetus. Ultrasound technology works
by making the mother invisible in order to come to know things about the fetus. This
fact subsequently results in an understanding of the fetus as extractable from, or
independent of, the mother (Rothman 1993; Hilden 1996). Depicting fetuses them-
selves as somehow isolatable from the context in or conditions under which they
live is understandably troubling and not only influences the relationship a mother
has to her unborn child, but likewise has affected the way onlookers, whether family
or society as a whole, come to understand pregnancy in general.

This worry should remind us of the urgings of Alcoff and Code: To take into
account the situatedness of the knower and the object of knowledge. In this case, the
situatedness of the object of knowledge is absolutely unique. According to Hilden,
ignoring the location of the fetus, the status of being within another human being,
leads to misinformed perceptions about the status of the fetus in society (1996). As
aresult of this kind of thinking, women can begin to consider the experience of see-
ing their fetus on the screen as somehow more enlightening and more meaningful
than the ordinary experiences of pregnancy, the experiences available only to her—
experiences which produce knowledge others can acquire only from her. So, here it
is the relevant features of the object of knowledge which, when ignored, misguide
us in the kinds of beliefs we develop about pregnancy.

In her essay, “Taking Subjectivity into Account,” Lorraine Code argues that rel-
evant factors concerning a subject’s situatedness, such as race, class, or gender,
ought to be considered in any investigation of what the subject can or cannot rightly
be said to know. She writes, “conditions that hold for any knower, regardless of her
or his identity, interests, and circumstances, in other words of her or his subjectiv-
ity—could conceivably be discovered only for a narrow range of artificially isolated
and purified empirical knowledge claims, which might be paradigmatic by fiat, but
are unlikely so ‘in fact’” (Code 1996: 191). She argues for what she calls an “epis-
temology of everyday lives” and urges that we turn away from artificially sterilized
models of knowledge that steer clear of what she takes to be the highly relevant
circumstances of located knowers (Code 1996: 192).

Thus, she begins her own account of epistemology with a particular focus on the
social dimension. This position is launched via an assault on traditional “s knows
that p” epistemologies for their (often implicit) assumption that ‘s’ and ‘p’ are
merely place holders which can be replaced by any s or any p, and maintain efficacy.
When you begin to scrutinize the kinds of things you substitute for s and p, however,
such a schema loses its capacity to represent many (most) natural knowledge claims.
According to her interpretation of such approaches to representing knowledge
claims, it follows that: “If one cannot transcend subjectivity and particularities of its
‘locations,” then there is no knowledge worth analyzing” (192). Only a narrow sub-
set of human knowledge claims, according to Code, can be isolated and analyzed by
an epistemology which does not attend to the subjectivity of the knower.
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It is Code’s contention that, “the ideal objectivity of the universal knower is nei-
ther possible nor desirable, a realistic commitment to achieving empirical adequacy
that engages in situated analyses of the subjectivities of both the knower and (where
appropriate) the known is both desirable and possible ... Objectivity requires taking
subjectivity into account” (206). So, for an inquiry to be proper, it needs to consider
the subjectivity of what is known and who is knowing it.

Here there is a real worry about potentially undermining the exclusive access a
woman has to the pregnancy—as the sole person actually experiencing the being
pregnant. There are many things that are available only to the woman, or via a direct
examination of or conversation with the woman; for example, the woman typically
feels the activity or movement of the fetus and can both describe and, if necessary
“log” this information for the provider. How engaged the fetus is in (how far its head
has dropped into) the pelvis can be determined externally as well. When the woman
or the doctor encounter uncertainty, ultrasound could be turned to, rather, as a sec-
ond option. This raises the question of what women can rightly be said to know
about their own pregnancy. Again, I do not postulate a mysterious “sixth sense” that
pregnant women have access too. What they do have access to it the experience of
being pregnant with that child, and for this reason their exclusive access brings
something to the table.

In weighing the issues that arise from the use of ultrasound technology in preg-
nancy, Barbara Katz Rothman writes,

The doctor sits between mother and fetus. He turns away from the mother to examine the
baby. Even the heartbeat is heard over a speaker removed from the woman’s body. The
technology that makes the baby/fetus more “visible” renders the woman invisible ... The
direct relationship to the baby within them, the fetus as part of their bodies, is superceded
by the relationship with the fetus on the screen. The television image becomes more real
than the fetus within; it is that image to which they “bond”; it is that image they hold in their
minds as they feel their babies move. (“Tentative Pregnancy” 113)

The way in which an ultrasound is traditionally interpreted as a bonding experi-
ence is quite baffling when viewed in this light. In a sense, the child has never been
further away from its mother than it is at the moment of an ultrasound!

In addition to what we have thus far encountered, there are worries raised by
ultrasound use in pregnancy that are likewise relevant to this investigation. For
example, ultrasounds have become so commonplace they are virtually unques-
tioned by mothers and health care personnel. Rarely do women elect not to have
ultrasounds, and when they do, they often face opposition from their doctors or
midwives. In all of the pregnancies and labors that turn out to be uncomplicated,
these ultrasounds are unnecessary. Of course, it is impossible to know for certain
that an ultrasound examination will be unnecessary beforehand; however, the deci-
sion of whether or not to perform one should always be left up to the mother, in
the form of a genuine decision, not merely in having the (unknown) right to refuse
the procedure.

Giving the pregnant woman this choice validates the authority she has to make
decisions about her own body and her own pregnancy and allows her the opportu-
nity to consider how valuable information about the fetus available through
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ultrasound is fo her. Denying her the opportunity to make an overt decision about
whether to have an ultrasound unduly privileges the kind of knowledge available
through this technology, and, likewise, the doctor’s desires, leanings, and interests
over the mother’s. Here it is attention to the subjective features of the subject, rather
than the object of knowledge that is relevant. For some women, this information
may be highly valuable; for others, not so, and for most, a chance to pause and pose
this question to themselves will uncover that they hadn’t yet given it adequate
attention.

A further concern which urges us to push along in our narrative account is that
ultrasound technology, though highly advanced, is not always a diagnostic tool; it,
in this case and many others like it, is merely investigative. When an ultrasound
reveals something unusual, the only course of action indicated is to do more. This
point will be returned to later on.

Such was the case in my experience. Because the ultrasound indicated a likeli-
hood of Down syndrome, the next step was to determine whether or not the baby
was indeed affected. The only way to determine this with any degree of precision
was via amniocentesis. After scheduling both an amniocentesis and a genetic coun-
seling session (although my partner was not the genetic parent of the child), I came
home to a freshly painted nursery, a box containing a crib intended to be built that
weekend, even a significantly marked up book of baby names. I decided not to talk
names. I decided not to put together the crib. I decided to tell people about the
amniocentesis, and, if the test came back positive for Down syndrome and I decided
to terminate the pregnancy, that I would tell my friends and family that I miscarried
as a result of the amniocentesis. My (ironically) prolife partner suddenly started
saying things like “T will support you if you decide to have an abortion,” and “we
can do this again—if we have to.” I was horrified with her change in stance. Rothman
writes, “seeking and waiting for information changes the pre-information stage of
pregnancy, creates what I think of as a ‘tentative pregnancy.’” It incorporates the
issue of abortion right into the route to motherhood and institutionalizes the condi-
tionality in motherly love” (“Tentative Pregnancy” 1993: 85).

The talk of abortion, though, was set in motion prior to the comments my partner
made to me. It started with the doctor who spoke with me right after my ultrasound.
She came in to “explain” the findings of the doctor who oversaw the ultrasound.
Terminating the pregnancy hadn’t even crossed my mind until she indicated it as an
option for dealing with a positive result from the amniocentesis, saying “we can
take care of that for you t0o.” “A one-stop shop,” I thought to myself. My life was
immediately put on hold by what I had learned (which, mind you, was not much of
anything at all). All of my planning, all of my excitement became sour. I went from
talking about “when the baby comes” to “if the baby comes.” I went from collecting
items for the baby to collecting receipts for the items we already had. I went from
worrying about changing diapers to worrying about changing diapers for a lifetime.
This expectant, paused state of being is precisely what Rothman means by the tenta-
tive pregnancy. Rothman believes that the practice of amniocentesis for genetic
screening puts mothers and families into a detached and wary relationship with their
developing fetus, a relationship characterized by a sense of unease and uncertainty.



50 K.M. Kringle-Baer

This kind of relationship can cause a woman to experience some of the most excit-
ing happenings of a pregnancy, such as the fetus’s first felt kick, in a markedly dif-
ferent way than women not waiting for results from an amniocentesis to come in
(“Tentative Pregnancy” 1993: 85).

The decision to have an amniocentesis and the related decision of whether or not
to terminate the pregnancy if the results were positive collapsed into one for me. I
barely thought about the amniocentesis. I barely thought about turning down an
invasive, risky, and painful procedure, even after my blood tests returned indicating
a much lower chance of any problems with the baby than that indicated by the ultra-
sound results. There seemed to be, however, no question of whether or not to pro-
ceed in collecting information. I needed confirmation. I don’t know where this need
came from, as I certainly hadn’t felt it a week prior! Similarly, there was seemingly
no question for the doctors or the genetic counselors I spoke with. I would have the
test done.

The urgent and obvious nature of the affirmative answer to the first question of
whether or not to have further testing done is indicative of the way in which a com-
pulsion toward knowledge has influenced the medical management of pregnancy.
The question of the value of knowing versus not knowing information about a preg-
nancy that is available through medical means is, in many ways, assumed to be
answered by the medical establishment, and, predictably, answered in favor of the
value of knowledge. This is a central issue to our discussion, and we will return to
it toward the end of this chapter.

When I finally began to separate the two questions, one about amniocentesis and
the other about termination, and turn to a consideration of the latter, it seemed that
to others that decision, too, was an obvious one. To my partner, to my sisters, even
to my own mother, the event of a positive result was the same as an affirmative
answer to the question of whether or not to terminate the pregnancy. I had (excit-
edly) considered the fetus to be “my baby” up to that point. Suddenly, I was back to
talking about “the pregnancy” instead of the baby—the kind of talk that character-
ized discussions before conception. I began to portray my experiences in light of
this new way of talking, this new information—or lack thereof. Rothman writes,
“The problem, or one of the problems, with the technology of amniocentesis and
selective abortion is what it does to us, to mothers and to fathers and to families. It
sets up a contradiction in definitions. It asks women to accept their pregnancies and
their babies, to take care of the babies within them, and yet be willing to abort them”
(“Tentative Pregnancy” 1993: 6).

For me, the appointments for genetic counseling and the amniocentesis coin-
cided. I met with the genetic counselor, who took a family history (again, Down
syndrome is rarely hereditary) and advised me to have the amniocentesis. Ultrasound
is used while performing amniocentesis so the doctor can discern the best place to
insert the needle and draw fluid with respect to the position of the baby and the
placenta. The doctor chose, in our case, to push the needle directly through the pla-
centa to draw fluid. This decision made the procedure more difficult and riskier.
During the procedure, I watched the baby squirm and wriggle on the television
screen. I watched the needle penetrate her sanctuary; I jokingly postulated that she
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disliked this. They finished the procedure by switching the machine to its three-
dimensional mode and printing a picture of the baby. They told me it was a girl.
Following the amniocentesis, the doctor recommended that we schedule a subse-
quent ultrasound to determine whether or not the choroid plexus cysts had resolved
themselves. These, I was told, could pose problems in their own right. Several days
later, I received a phone call from the genetic counselor. The baby did not have
Down syndrome, nor any of the other genetic abnormalities detectable from the
tests involving amniotic fluid. That evening, I finally chose a name for my baby girl.

At 6 months gestation, I came back in for the ultrasound to determine whether
the choroid plexus cysts had resolved themselves. They had. The ultrasound techni-
cian, however, light-heartedly mentioned that the placenta looked “sparkly,” a term
she apparently coined and used to describe the appearance of increasing calcifica-
tion of the placenta on the ultrasound screen. The placenta, normally depicted as
fairly dark on the ultrasound screen, was adorned with a coat of little white flecks,
indicative of a prematurely aging placenta. A placenta generally ages prematurely
due to environmental factors, such as exposure to cigarette smoke—not a concern in
my pregnancy, so I was not terribly worried at that point. At my subsequent appoint-
ment with the obstetrician (the same obstetrician who introduced the language of
termination several weeks prior) the tone changed. We were urged to schedule
weekly biophysical profiles and told that it was likely that they would need to deliver
the baby early, since the aging placenta was not going to sustain her for the normal
duration of pregnancy.

My pregnancy had so swiftly turned from something joyful and exciting to some-
thing anxiety-ridden and disheartening. Every week, for 2 months, I rode the two
busses to get to the doctor’s office, careful not to exert myself too much for fear of
depriving the baby of oxygen, careful not to slip and fall on the December ice, to lie
down on the table in the ultrasound exam room and watch my baby kick and squirm,
swallow and expel the fluid that surrounded her. Every week the placenta, to them,
appeared worse and worse. Every week it took a little longer for her to achieve all
of the tasks she was meant to accomplish in the allotted 30-minute period (a devel-
oping fetus’ movements tend to slow naturally as they grow in their confined space).
Every week I left feeling more anxious, more fearful, that something would happen
to her without my knowing it. I wanted to be able to constantly watch her on the
screen. I wanted assurance that she wouldn’t slip away from me in the days between
my visits. Eventually, I got just that. The doctors decided that weekly exams were
not sufficient, and asked me to begin coming in twice a week. The only time I felt
reassured that she was indeed alive and well is when they told me so. Every time I
felt her squirming or kicking I worried it was too frequent or too far between, as
both, I was told, were indicative of a problem.

My body had turned into a treacherous place for a baby. It was as if while I was
alone with her she was constantly in grave danger. The mere status of being inside
of me put her unnecessarily at risk. She was only safe while being observed by the
doctors, by individuals who could interpret her actions and translate them back to me
in reassuring tones. I was told that passing a biophysical profile was “good for 48
hours,” meaning that no harm would be expected in the 48 hours following one of
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these exams. This, of course, seemed absurd to me, but I was reassured again and
again that it was so.

During the last few weeks of my pregnancy the weather turned very cold. I was
happy for the excuse to curl up on the couch and closely monitor the baby’s routine
in my belly. I ventured out only for groceries (lots of them) and doctor’s visits (lots
of those, too). Finally the doctors decided that we should “come up with a plan” for
her arrival. I was told that having one would relieve my anxiety, a complaint I was
naive enough to mention when the doctor uncharacteristically asked me how 7 was
doing. The plan they came up with was to do an amniocentesis to test for lung matu-
rity at 36 weeks gestation and, in the event that the results were positive, to induce
labor. The appointments were scheduled and, in a way, doing so did indeed alleviate
some of my worries. I had an endpoint in sight. I only had to keep her alive for a few
more weeks and, once she was out of me, she would be safe in the doctor’s arms. 1
started worrying about lung maturity rates and induction procedures. I read up on
premature babies, crossing potential hazards off my list as the pregnancy extended
into 34 weeks, 35, then 36.

But are women enemies of fetuses? Women, in fact, do not refuse such procedures nearly
as often as they should ... for most women, in the course of a wanted pregnancy, the fetus
becomes real, precious, treasured. The overwhelming majority of women accept gratefully
the cesarean sections their doctors offer—believing that it is best for the baby, even when
the current data show quite clearly that probably three out of four cesarean sections in
America are not necessary. (Rothman “Recreating Motherhood” 1989: 167)

The day of my scheduled amniocentesis and potential induction finally arrived.
The ultrasound technician completed one final biophysical profile and printed out
Carlin’s last ultrasound photo, a barely visible profile of her gigantic foot. At this
point, I had collected about 30 of them. My experiences of the moments leading up
to her birth were so different from what I had imagined a mere 8 months previous.
The doctor entered the room and began setting up for the amniocentesis. Because I
had had one before, I started to worry about the pain of the procedure. Then I started
to worry about the pain of childbirth.

Amniocentesis is considered to be more risky to a pregnancy earlier on. An
amniocentesis is rarely done prior to 16 weeks because at any time sooner, a suffi-
cient volume of amniotic fluid is not available to draw in order to run tests without
serious risk to the pregnancy. The primary risk from amniocentesis is not, as you
might expect, damage to the fetus but, instead, the induction of labor. The later into
the pregnancy an amniocentesis is performed, the more likely it is that the fetus will
survive if labor is triggered. At 36 weeks the risk of inducing labor was not as seri-
ous as it had been at 20 weeks. For this reason we moved on without hesitation.

Again, because of its prominent position, the doctor decided to go through the
placenta to draw fluid. After several minutes of trying, the doctor removed the nee-
dle from my belly and I finally glanced back up at the screen. A rush of fluid was
visible to me and, as the doctor hastily edged out of the room, I asked the ultrasound
technician what I was seeing. “Blood,” she answered, and through the doorway we
heard the doctor’s voice over the phone ordering a stat cesarean section. The needle
had ruptured the placenta, and my blood was rushing into the amniotic sac.
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The doctor returned to the room, along with a nurse and a wheelchair, hurriedly
explaining what had happened and that the baby needed to be delivered right away.

As I was rushed through the hallways connecting the office building and the
hospital, for the first time in several months I felt inexplicably tranquil. Here, the life
of my baby was acutely at risk, by the hand of my own physician, and, instead of
feelings of fear, I was entertaining a sense of relief. I knew that in a matter of
moments, she would be safely in the world (as if she weren’t somehow already)—
no longer in a constant state of peril.

Because of the damage done to the placenta, there was no hope of natural birth,
nor even induced labor. Instead, preparations were made for an emergency cesarean
delivery. At this point a cesarean section was necessary because the uterus had
indeed become an unsafe place for the baby. (Notice, it hadn’t always been unsafe—
a belief I was agonizing under for the last 2 months). The uterus was unsafe, how-
ever, not because it was in labor, but because it was quickly filling with blood.

I had read and heard about the procedure but was completely unprepared for what
came next. After I donned the smock and endured a humiliating shave by my nurse,
I found myself accompanied by just one unfamiliar nurse. I walked into the operating
room, trembling. The room was bright, windowless, and cold. I sat on the bed and
leaned forward so they could administer the anesthesia into my spine. As I started to
become numb, I was situated into a supine position, with the lower half of my body
completely exposed to everyone in the room but myself—a sheet was erected to
further separate me from what was going on, to maintain a sterile field (my bottom
half being more sterile than my top, of course). My arms were strapped down and I
could feel nothing but cold—the cold of the air on my skin, the cold of the anesthesia
working its way up my waist, the cold of the saline and anxiety medication winding
its way through my veins. I wondered if the baby was cold too. Adrienne Rich writes,

“but women are now asking what psychic effect a state of semihelplessness has on a
healthy mother, awake during the birth, yet prevented from participating actively in deliv-
ery. No more devastating image could be invented for the bondage of woman: sheeted,
supine, drugged, her wrists strapped down and her legs in stirrups, at the very moment when
she is bringing new life into the world.” (1976: 170-171)

They started cutting. I couldn’t feel the cuts, but I could feel the pressure. I could
tell they were doing something to me. I could tell they were doing things to me I
would not be okay with if [ were allowed to bear witness. [ begged them to stop the
surgery and wait until my partner was there, but they assured me she would be there
in time for the delivery. I watched the clock; I prayed that they would slow down. I
started to cry. Finally, the door opened and they allowed her in. They immediately
hijacked her attention and began explaining what they were doing to me. I honestly
do not recall if they had been explaining it to me all along and I just hadn’t listened,
but regardless, they were no longer talking to me. I told my partner I was scared and
the anesthesiologist overheard. He said he would give me something to calm me
down. They delivered the baby and, after weighing, washing, and drying her, they
handed her to my partner, who brought her over to show me. When they took her
away to be monitored, they called my partner to the other side of the sheet and
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showed her my placenta. The doctor said, almost triumphantly, “it looks good—
except for the abruption!”

In another depiction of delivery, this time of a vaginal delivery, I find echoes of
these same horrifying descriptions of women no longer in control of what is hap-
pening to their bodies:

certainly a woman who was unconscious, semistupefied, amnesiac, or simply numb from
the waist down cannot have experienced giving birth as an accomplishment, something over
which she had no control. But what of the woman who is encouraged in childbirth-
preparation classes to see herself as a member of a “team” delivering her baby? Though she
may help and watch in a mirror, she is not the primary actor. Positioning and draping her in
such a way that she cannot directly see the birth, not allowing her to touch her genitals or
the forthcoming baby, tells the mother that the birth is something that is happening to her or
being done to her, not something she herself is doing. The birth is managed, conducted, by
the other members of the team, those who are telling her what to do, and physically manipu-
lating her and her baby. (Rothman “Giving Birth” 1982: 177)

There was something fitting in the fact that Carlin’s birth had little or nothing to
do with me. I was neither an active participant nor particularly informed about what
was going on. From the moment that I had my 20-week ultrasound until the moment
she and I were released from the hospital, Carlin was cared for and managed by
someone other than me. Her first 36 hours in this world were characterized by the
dim lights and constant beeping of the NICU, difficult IV placements (which are
nothing like IV placements for adults, with the most prominent veins in infants
being those in their heads), and one delirious mom, heavily medicated and recover-
ing from major surgery, peering over her plastic container. Diapers were changed
and weighed by nurses; food was administered intravenously. She was finally
released to “my care” only to be hovered over and eventually removed from my
hospital room on account of “low body temperature.” Later I was told by our pedia-
trician that the best remedy for low body temperature in a newborn is skin-to-skin
contact with the mother, not the warming lamps they lay infants under like french-
fries. Breastfeeding sessions were observed and critiqued by lactation consultants.

When we were finally released from the hospital, 24 hours passed in a dreamlike
haze before Carlin was readmitted to the hospital on account of complications stem-
ming from her premature birth and the ingestion of my blood as a result of the rup-
tured placenta. Even after being taken from me and delivered to supposed safety,
antibodies from my blood that had entered her blood stream were attacking her and
preventing her from thriving. I was endangering her from a distance, even.

She spent the next month in a world she shouldn’t yet have been in, losing weight,
suffering from jaundice, and having her heels poked, with a medicated mom recov-
ering from a surgery she needn’t have been subjected to. Carlin’s premature delivery
and difficult first month in the world were the direct result of an over-managed
pregnancy—a pregnancy characterized by fear and anxiety, observation and inter-
vention, and the undermining of the confidence of a mother and the developing
relationship between mother and child.

While it is acknowledged that hindsight is always 20/20, it should be pointed out
that the only test that would have revealed a genuine problem with Carlin was the
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botched 36-week amniocentesis to test for lung maturity. No amniotic fluid was
successfully drawn during the procedure, but the placental abruption caused by it
necessitated an early delivery regardless of whether or not her tiny lungs were pre-
pared to take in air. And this abruption was the only problem they noted with the
placenta following delivery. That is, there was no evidence of premature placental
aging, or any other condition that could have caused harm to the baby. What did end
up causing a problem for her was the presence of my blood in the amniotic fluid,
blood that was introduced as a result of the unsuccessful amniocentesis.

What really struck me as I gazed down at my average sized infant in the NICU
was that she was the product of a completely healthy pregnancy. The only reasons I
could come up with to explain the tubes and monitors coming off her had nothing to
do with me. Acknowledging this fact, standing in stark contrast to everything I had
been told and everything I felt up to that point, immediately relieved the cognitive
dissonance built up inside me by wanting so badly to take care of my daughter and
yet knowing that I was putting her in danger just by having her inside of me.

The use of indiscriminate investigative procedures such as 20-week ultrasounds
can result in the overdiagnosis of problems with the fetus. This, of course, is particu-
larly worrisome in the case of patients who are not at risk. Once the alarm has been
sounded, mothers and doctors alike are compelled to continue down the path of
diagnostic screening and intervention. It would be difficult, if not impossible, to
turn away from the risk of Down syndrome, or, even more so, a risk of the baby’s
not thriving due to a prematurely aging placenta. Once the problem has been identi-
fied, whether correctly or incorrectly, a path for action has been laid down for
mother and physician alike.

Even if we bracket the possibility for the kind of harm set in motion by these
information-seeking techniques suggested above, the question arises as to whether
harm can come from the mere information seeking in the first place. In other words,
if we grant the possibility that procedures like screening for abnormalities of the
fetus with ultrasound were 100% accurate in predicting problems, would there still
be a concern about the use of ultrasound, that is, the asking of these kinds of ques-
tions, in the first place? The answer, I think, is clearly ‘yes.” There is, in the case of
pregnancy, something troubling in the very asking of these questions. A certain kind
of information or knowledge about the fetus has come to be valued over another.

How is it that we have come to be asking the questions that we ask about preg-
nancy? Why do we need to know prior to delivery if the baby is a boy or a girl,
healthy or unhealthy, upside-down or right-side-up? In the case of some of these
questions, the answer is obvious: Because we can do something about it. For others,
the answer is not so obvious. For others, the answer might be something more like,
because we can know. To me, it is not at all clear why knowing, in this case, is any
better than not knowing and, moreover, why knowing in this privileged, empirical,
and scientific way is better. There is a certain kind of epistemic imperialism at play
here. This epistemic imperialism sets out what the important questions are and sets
out the ways in which we are to go about answering those questions. The kinds of
questions we are asking and the kinds of answers we are getting are driven by, cre-
ated by, the kinds of technology we have—not, instead, by any identifiable need we
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have for this particular kind of information. This sets up a false hierarchy of knowl-
edge—privileging the information that is technologically available, making it seem
more important when, really, it is only more available, and available to more profes-
sionalized, and presumably more reliable, knowers. The influence of social values,
or even merely the interests of the medical and scientific community, are, in line
with the suggestion of Jaggar, establishing the questions we are asking, recom-
mending the routes we take in answering them and, clearly, offering up the answers.
Jaggar suggests that we are being unrealistic in supposing that knowledge-seeking
can be free from the influence of social values. She writes, “these values are implicit
in the identification of the problems that are considered worthy of investigation, in
the selection of hypotheses that are considered worthy of testing, and in the solu-
tions to the problems that are considered worthy of acceptance” (1996: 176). The
questions themselves in the case explored here and many others like it are being
generated based not on a need to know, but rather on an ability to know.

In an alternative reading of Shakespeare’s Othello, Naomi Scheman gives an
account of what she takes to be the real harm committed by Iago (370). Her inter-
pretation suggests that it is not that Tago convinces Othello that Desdemona has
been unfaithful but instead that Iago changes the terms, or the nature of the evi-
dence, required to establish feelings of mutual trust in their relationship. She writes:

Tago’s skillful manipulation of the appearances (he doesn’t exactly lie) is not a perversion
of scientific reasoning, but, in its power to seduce Othello, a demonstration both of the
incapacity of such reason to comprehend aspects of the world that lie beyond it and the
defenseless inability of that world to provide a logical, rational proof of its own reality. It
needs—demands—no proof, but pressed to give one, it will inevitably fail. (1998: 370)

This can be seen as a move similar to the one being made by medical professionals
in the case of the relationship between mother and unborn child. What was once a
relationship built on the emotional and intellectual insights of the mother (and the other
women surrounding and attending to her during the pregnancy and labor) and the
physical sensations of the mother alone is now a relationship forced to fit into an unfa-
miliar mold, subjected to novel questions as well as procedures for answering those
questions which are responsible for changing the character of their relationship.

We ought to ask ourselves who lago is to set out the questions at issue in the
relationship between Othello and Desdemona. We ought to ask ourselves who the
doctor is to set out the questions at issue in the relationship between mother and
child. It is time, then, to establish our own questions, to determine for ourselves
reliable methods of answering them (methods that might well call on medical exper-
tise), and to provide some tentative answers. The question proposed here, again, is
whether knowledge is always more valuable than ignorance. The reasoning behind
the response I advocate involves a recognition of some potential ‘epistemic harms.’
Epistemic harms can be understood as very much like physical harms: They are the
intellectual harms suffered by the knower and the known alike resulting from certain
types of knowledge gaining procedures and, in some cases, from the knowledge
gained itself. We have encountered several of these already, including the impact of
ultrasound use on the perceptions of the mother regarding her baby and the thrust of
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probabilistic knowledge of risk to pursue more and more evidence to engender
worry and fear. Let us look at some more.

According to Amy Hilden, pregnancy should be about developing a relationship
with the fetus, about experiencing certain changes in your body and your life that
are characteristically female (100). Pregnancy, moreover, should be about a growing
sense of confidence in yourself as a mother. When medical intervention procedures
are allowed to escalate out of control, it changes the whole tone of pregnancy. It can
turn pregnancy into a medical crisis. It punctuates the felt flips and kicks of the fetus
with fearful rather than joyful anticipation. The escalation of intervention in preg-
nancy undermines the epistemic authority and control that the woman has over her
pregnancy. When an individual’s attempt to make meaning for herself is thwarted by
a society’s or an institution’s incompatible understanding of an issue, Fricker deems
it a case of hermeneutical injustice (2007: 155). She writes:

When you find yourself in a situation in which you seem to be the only one to feel the dis-
sonance between received understanding and your own intimidated sense of a given experi-
ence, it tends to knock your faith in your own ability to make sense of the world ... [it]
stem[s] most basically from the subject’s loss of epistemic confidence. The various ways in
which loss of epistemic confidence might hinder one’s epistemic career are ... that it can
cause literal loss of knowledge, that it may prevent from one gaining new knowledge, and
more generally, that it is likely to stop one gaining certain important epistemic virtues, such
as intellectual courage. (163)

Two different yet intertwined claims that women have to knowledge about preg-
nancy, I believe, need to be disentangled here. On the one hand, the historical prac-
tice of midwifery and the techniques, approaches, and insights passed down by
women to women throughout human history which has now been replaced by the
modern, medicalized approach to pregnancy we are more familiar with today do
indeed suggest that there is some kind of special access, some practical insight
women have to matters of managing pregnancy (Rich 1976: 149). Even if we bracket
this possibility, there is yet another kind of knowledge that women have access to
that is or can be challenged by technologically driven ways of knowing about preg-
nancy; women who are pregnant, or who have been pregnant, have what is called
experiential knowledge of their pregnancy and of pregnancy in general. This kind of
knowledge is not to be taken lightly and has the potential impact of altogether shift-
ing the way an individual sees the world, and sees herself in the world (Shapiro
2009, 2010: 59). This kind of knowledge, however, is not meant to compete with or
mimic the kind of knowledge available through the evidence-based, empirical
information-seeking technologies used in pregnancy. It is of a different kind alto-
gether. At the same time, this kind of knowledge is indeed threatened, rather than
being helpfully supplemented, by these technologies. In fact, this kind of knowl-
edge takes a back seat to the kind available to the physician by looking through the
mother, whether it be by needle or by sound wave.

With these two distinct flavors of potential knowledge only women have about
their pregnancies in mind, it is not the case that I am arguing that I, or any other
woman, is in a position to know better than my doctors about the health and viability
(or lack thereof) of my daughter in utero. What is being argued is that the preference
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for having the kind of knowledge available through medical diagnostics may be
unfounded, and the quest for this kind of information disrupts the course and experi-
ence of pregnancy and its epistemic consequences. The privilege of and search for
this kind of information about the pregnancy, however accurate or inaccurate the
results, pushes aside the importance of the kind of knowledge a woman can have
about her pregnancy, dramatically alters the way she experiences it, and depletes the
sense of (and actual) control she has over how it unfolds.

With adequate weight given to the sorts of epistemic harms caused by the pursuit
of certain kinds of knowledge, through certain means, I hope I have shown that the
search for knowledge can sometimes be inadvisable. That is to say, sometimes,
knowledge isn’t more valuable than ignorance.

Searching for Solutions

With these concerns in mind, it becomes prudent in closing to ask ourselves what
might have been done otherwise. In answering, a frequently quoted line from §
308 in Wittgenstein’s Philosophical Investigations comes readily to mind: “the
decisive movement in the conjuring trick has been made, and it was the very one
that we thought quite innocent” (103). Although undeniably taken out of context,
we might interpret this to mean that we should start asking questions sooner. It was
at the 20-week ultrasound, a procedure I excitedly anticipated and in no way scruti-
nized, that the ball began rolling in this particular instance of escalation of interven-
tion. The very asking of the kinds of questions answerable by medical technology
in pregnancy can have, and has had, the impact of setting off a destructive chain of
events—a sequence of questions, answers, and approaches, that have the effect of
causing the kind of epistemic harm to the mother explored in these pages.

The discipline of virtue epistemology, however, gives us a framework in which
we are positioned to do more. To remind ourselves: First, it made room for our
novel inquiry in a discipline characterized by often rigid adherence to a pre-estab-
lished set of questions deemed worthy of investigation. Second, it justified our turn-
ing to the subjective features of both the knower and the known in finding answers
to our questions. Third, in carrying out such an investigation, it highlighted some
salient outcomes, namely, the epistemic harms, which undoubtedly deserved a
closer look, and, when given one, provided an answer to the question at hand.
Finally, then, virtue epistemology will help us turn our results into something prag-
matic, an aim which many virtue epistemologists consider the proper end of episte-
mology in general.

Valerie Tiberius proposes we define wisdom as “the virtue that allows us to make
choices and act in such a way that we can reasonably expect to achieve a satisfactory
review of our own conduct” (215). To pursue knowledge wisely, then, amounts to
pursuing knowledge in a way that allows for a “satisfactory review” of ourselves.
Such a satisfactory view, I propose, necessarily takes into consideration the various
epistemic harms caused by any potential pursuit of knowledge.
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The epistemic virtue of wisdom, when turned in the direction of questions of
whether or not to pursue a given line of inquiry, can help us sort through the poten-
tial epistemic harms, can help us attend to the relevant features of the subjects and
objects of knowledge, as well as the community in which they are situated, and, in
turn, help us provide an adequate response. If we are to act in accordance with wis-
dom, then, we are not to assume that the answer to the question of whether it is
valuable to know x is either an unqualified ‘yes’ or ‘no.” Instead, if we are indeed to
achieve a satisfactory review of ourselves, the question of the value of knowledge
will vary with respect to the relevant features of the knower and the known, and the
epistemic harms likely to be produced by such an inquiry for both, as well as for the
community in which they exist.

The account I have given of wisdom as an epistemic virtue undeniably deserves
a more thorough exposition. In developing one, it is my belief that we need to look
not just to the work of philosophers, but to the voices of researchers in psychology
as well, for example, how we reason when faced with probabilistic information, in
particular, in medical decision-making. According to Reyna and Brainerd, many
people struggle with numeracy and, in particular, with probabilities (2008: 89).
They identify several common mistakes we make in judging probabilities and risks
and remind us that these are abilities that are required for informed medical
decision-making. Although they fall short of providing a way for us to avoid these
mistakes in reasoning, merely having been made aware of them has caused me to
look more carefully at numerical information, especially when representing medical
risks. Sedlmeier (1999) presents research into several training regimens which have
been established to improve statistical reasoning, some more successful than others.
While I don’t advocate a battery of training regimens in statistical reasoning as
required for developing the virtue of wisdom, I do believe there are important
insights to be gained from what psychologists have determined has worked and
what hasn’t in improving our ability to reason well with statistical information.

While our account of wisdom is not a complete one, I believe that it can be prop-
erly filled out by attending to research into decision-making (medical decision-
making in particular) as well as looking to other virtue-epistemologists for useful
elements in their own accounts of wisdom. Elsewhere I explore these avenues more
thoroughly and have found it to be a worthwhile endeavor.

It has, I hope, been shown that any response to the query of whether knowledge
is more valuable than ignorance must, if in accordance with wisdom, attend to the
subjective features relevant to the inquiry (those which have been traditionally over-
looked by epistemologists) as well as weigh the potential for resulting epistemic
harm. These claims are, at minimum, surprising, and, at best, innovative, given the
leanings of the technologically-driven and information-oriented society in which
we live. In knowledge seeking practices ranging from the ordinary Google search
by an individual to the carefully developed investigations of highly regarded
research institutions, we often attend to the potential benefit of gained information,
but rarely regard the costs that can be incurred. We are too inclined to think that
considerations of potential harm enter in only when we ask what we might do in
light of knowledge we have obtained. What I hope to have shown is that pursuit of
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knowledge itself can be harmful and that we need to think of that pursuit as the
“initial move in the conjuring trick,” one that escapes notice but that can be crucial
to the outcome. It is my contention, then, that the epistemic harms outlined in this
paper be taken as seriously as physical harms, and, as such, consideration of them
ought to precede investigation, when relevant. And where should we look for guid-
ance in sorting through these considerations? To this, my answer is: The epistemic
virtue of wisdom.

References

Alcoff LM (2000) On judging epistemic credibility: is social identity relevant? In: Zack N (ed)
Women of color and philosophy. Blackwell Publishers, Malden

Code L (1996) Taking subjectivity into account. In: Garry A, Pearsall M (eds) Women,
knowledge, and reality: explorations in feminist philosophy. Routledge, New York

Fricker M (2007) Epistemic injustice. Oxford University Press, Oxford

Hilden AB (1996) Pregnancy as a developing relationship: implications for the construction of
fetal personhood. Dissertation, University of Minnesota

Jaggar A (1996) Love and knowledge: emotion in feminist epistemology. In: Garry A, Pearsall M
(eds) Women, knowledge, and reality: explorations in feminist philosophy. Routledge,
New York

Reyna V, Brainerd C (2008) Numeracy, ratio bias, and denominator neglect in judgment of risk and
probability. Learn Individ Differ 18:89-107

Rich A (1976) Of woman born. W.W. Norton & Company, New York

Rothman BK (1982) Giving birth: alternatives in childbirth. Penguin Books, New York

Rothman BK (1989) Recreating motherhood. W.W. Norton & Company, New York

Rothman BK (1993) The tentative pregnancy: how amniocentesis changes the experience of moth-
erhood. W.W. Norton & Company, New York

Scheman N (1998) Othello’s doubt/Desdemona’s death: the engendering of skepticism. In: Alcoff
LM (ed) Epistemology: the big questions. Blackwell Publishing, Malden

Sedlmeier P (1999) Improving statistical reasoning: theoretical models and practical implications.
Lawrence Erlbaum Associates, Mahwah

Shapiro D (2009) Experiential knowledge: the knowledge of “What it’s like”. Dissertation,
University of Minnesota

Shapiro S (2010) Decision making under pressure. Futurist 44:42-44



Part I1
Fertility Preservation



Egg Freezing and the Feminist Quest
for Equality in the Workplace

Karey Harwood

Introduction

This paper discusses how non-medical egg freezing fits both symbolically and prag-
matically into the feminist quest for equality in the workplace. I argue that egg
freezing, on balance, works at cross purposes with ongoing efforts to make real
structural changes in the American workplace. Before elaborating this argument, I
first review background information about egg freezing and some of the ethical
arguments that both support and critique women’s use of it for non-medical or
“social” reasons.

For the purposes of this paper, I do not discuss the use of egg freezing for medi-
cal reasons, such as freezing one’s eggs prior to undergoing chemotherapy. I focus
exclusively on egg freezing undertaken for the sake of “buying time”—time to find
a partner, time to finish an education, time to advance in one’s career, or any con-
ceivable reason other than facing the crisis of an immediate medical need to pre-
serve one’s fertility against likely iatrogenic damage.

Current Trends in Non-medical Egg Freezing

A cycle of egg freezing begins like any cycle of in vitro fertilization (IVF), with the
administration of hormones to stimulate a woman’s ovaries into producing multiple
eggs, followed by careful monitoring of the ovaries, and then finally the retrieval of
mature eggs under anesthesia. After the eggs are extracted, rather than being com-
bined with sperm as they would be in a typical IVF cycle intending to create
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embryos, the eggs are frozen—usually through a technique known as vitrification.
The frozen eggs are then stored until such time as the woman wants to attempt fer-
tilization and pregnancy.

In 2012, the American Society of Reproductive Medicine declared that egg
freezing should no longer be considered experimental.! This was a significant
announcement. Equally significant was the fact that the ASRM explicitly discour-
aged egg freezing “for the sole purpose of circumventing reproductive aging in
healthy women.”? Notwithstanding this note of caution, the commercial promotion
of egg freezing for avoiding age-related infertility has proceeded apace ever since.
Companies reach potential customers through websites and meet and greet cocktail
hours, and advertise access to fertility specialists as well as special pricing for this
generally out of pocket expense.

For example, EggBanxx, a relatively new startup in New York City, offers financ-
ing and connects women with doctors who specialize in egg freezing [Illustration A].
When I visited the EggBanxx website from my office computer in Raleigh, NC, it
automatically located my nearest egg freezing provider and quoted me a price of
$8500 for one cycle.* Extend Fertility, a company launched in 2004, similarly con-
nects women with a network of fertility specialists and provides financing.* As of April
2016, Extend Fertility offered an introductory rate of $3600 per cycle, not including
egg storage, claiming a 25-50% discount off their usual fees [Illustration B].>

By some estimates, the number of women seeking non-medical egg freezing has
doubled every year since 2010.5 However, egg freezing is still a very small subset of
the assisted reproductive technology landscape. Out of the 190,773 cycles of
Assisted Reproductive Technology (ART) performed in 2013 and tracked by the
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Centers for Disease Control and Prevention, only 1.4% were initiated for the pur-
pose of thawing a frozen egg for fertilization. A larger proportion of ART cycles,
27,564 (14.4%), were undertaken with the goal of freezing or banking the resulting
eggs or embryos [Illustration C].”

The CDC has been required by law since 1992 to report on the success rates of
Assisted Reproductive Technology. This it does quite thoroughly, covering an esti-
mated 98% of ART cycles in 2013. However, neither the ART cycles that made use
of a frozen egg to attempt fertilization and pregnancy, nor the ART cycles that
resulted in the banking of eggs or embryos, were included in clinic success rates
reported by the CDC.}

As a benchmark for comparison, the success rate for fresh (non-frozen), non-
donor ART cycles was 29% in 2013, with “success” here being defined as a live
birth. Notably, almost 1 in 5 ART pregnancies did not result in a live birth.” Could
success rates for IVF using a previously frozen egg be as high as 29%? Some say
yes. Some claim even higher, including Dr. Nicole Noyes of the NYU Fertility
Center.'” The best available evidence suggests that pregnancy rates for fresh and
frozen eggs are about the same.!! Given the disputed nature of these statistics,
perhaps the claim with the strongest evidence supporting it is this: the age of the
woman at the time she freezes her eggs affects the subsequent success rate. Success
rates appear to be significantly lower for women who freeze their eggs after the
age of 38.12

Unfortunately, studies have shown that women do not consider egg freezing until
their late 30s or older. The ideal age for egg freezing is reportedly 30-35, but these
younger women tend not to consider egg freezing either because they believe they
have plenty of time and/or they underestimate their natural fertility decline."
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Figure 2
Types of ART Cycles—United States,” 2013
Frozen donor 5.4% Frozen egg 1.4%
(10,270 cycles) (2,655 cycles)

New treatment procedure <0.1%

Fresh donor 5.1% (67 cycles)

(9,718 cycles)

Egg/embryo banking 14.4%
(27,564 cycles)

Fresh nondonor 49.1%
(93,787 cycles)

Frozen nondonor 24.5%
(46,779 cycles)

* Total does not equal 100% due to rounding.

Illustration C 2013 National Summary Report, Centers for Disease Control and Prevention
http://www.cdc.gov/art/pdf/2013-report/art_2013_national_summary_report.pdf

Current Trends in Delayed Childbearing and Women’s
Employment

EggBanxx and Extend Fertility may have a point that “Smart Women Freeze” and
“Preserve Their Options.” The biological reality is that women’s fertility declines
after age 35. The social reality is that there is a steady trend toward delayed child-
bearing across all subgroups of women.

In 2014, the average age of first-time mothers was 26.3, which represents an
increase of more than 5 years from 1970, when the average age of first-time mothers
was 21.4." Another way to look at the data is to consider the proportion of first
births that are occurring for women aged 35 and over: “From 1970 to 2006 the pro-
portion of first births to women aged 35 years and over increased nearly eight
times.”!> One out of 100 first births in 1970 were to women 35 and older. That pro-
portion was 1 out of 12 in 2006.'¢

There are likely many causes for this trend toward older motherhood, which has
arguably brought many positive benefits for women, including more time to com-
plete an education and more opportunities to pursue careers. What is important for
my purposes in this paper is simply to acknowledge that the use of egg freezing is
taking place inside a social context of delayed childbearing and inside a wider con-
versation about women in the workplace. In her book, Unfinished Business: Women,
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Men, Work, and Family (2015), Anne-Marie Slaughter summarizes some of the well
known facts covered in sociological literature: the majority of women with school
aged children work outside the home in the United States,!” women lose significant
lifetime earnings when they step out of the workforce to raise children,'s the United
States still lacks paid family leave and universal childcare, and men still do not
contribute as much in “care work”™ or household labor as their wives do, even if they
are both employed outside the home." Also, young women and men first starting
out in careers make comparable incomes—there is hardly a wage gap at the outset.
And they are reportedly equally ambitious.?” But women with children earn less
than men with children, and the gendered inequality increases over time. As many
feminist have argued, the structure of the workforce still assumes a fully committed
worker who relies on the domestic management of an at-home partner, even though
the economic reality of the twenty-first century is that many American families need
two wage earners to achieve a standard of living previously possible with only one
income.?! Given this larger context, where does egg freezing fit into the feminist
quest for equality in the workplace?

Goold and Savulescu’s Defense of Egg Freezing
as Reproductive Affirmative Action

In their 2009 Bioethics article, “In Favour of Freezing Eggs for Non-medical
Reasons,” Imogen Goold and Julian Savulescu argued that non-medical egg
freezing can serve as a form of “reproductive affirmative action,” a strategy for
leveling the reproductive playing field for women that does not diminish larger
efforts to create structural change.?> According to these authors, women may
freeze their eggs to elongate the time they have to pursue education and career,
for example, and these private choices need not impede the “unfinished business”
of reforming the workplace, such as advocacy for national paid maternity leave or
a work culture that provides “off/on ramps” for women who interrupt their careers
for childbearing.

The general benefits they cite for non-medical egg freezing are compelling at
first blush: egg freezing reduces pressure on women by stopping or pausing the
reproductive clock. It affords more time to find a partner, and more time to be emo-
tionally and psychologically ready to be a parent. Egg freezing can even be a type
of insurance, guarding against the unknown or not entirely controllable trajectory of
one’s life course.”

Goold and Savulescu also explicitly argue that egg freezing promotes gender
equality: by freezing their eggs, women can participate equally with men at work.
They write, “The 30s represent a crucial time in the careers of many women, and an
interruption to bear children at that point can seriously prejudice a woman’s chance
of advancement.”?* The authors are realistic about social structures that disadvan-
tage women, acknowledging that “full participation by women in the workforce is
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not a reality” in some societies.?® But they do not abandon the possibility of social
change. I quote them here at length:

...[I]t is true that many of the problems we cite stem from traditional employment models
that are based on the employee being male. We should pro-actively seek to change this situ-
ation to ensure that women have the opportunity to pursue a career as they choose, rather
than having to fit into a model designed without them in mind. But such a desire for change
is not necessarily undermined by allowing access to technological advances that can remove
some of the constraints women face in their employment. We can pursue various secondary
strategies, including egg freezing, for improving women’s employment situation.®

Goold and Savulescu conclude optimistically with the prediction that “egg freez-
ing will probably not undermine efforts to promote change”” and that it might
instead enable women to achieve positions of authority and influence. Once well
situated, such successful women would be in a position to reform the workplace,
they argue. “Thus, egg freezing can be viewed as kind of reproductive affirmative
action: when discriminatory features of society are changed, it may no longer be
necessary. But in the meantime, in our view, it empowers women.”?

While I appreciate the pragmatism of Goold and Savulescu’s approach—they
accept that society is the way it is for now, and judge egg freezing to be a progres-
sive technology that aids women—I find their argument ultimately unsatisfying for
these reasons: (1) their argument depends upon a mindset of private consumer
choice that is problematic, primarily because it creates a fiction of planning and
control when the reality of people’s lives suggests otherwise, but also because that
fiction of planning and control fits too conveniently with the opportunity to profit
from a procedure that carries health risks and a relatively low probability of success;
and (2) shifting the burden to individual women to accommodate work structures is
not preferable to changing work structures to accommodate women, primarily
because deflecting responsibility for a needed structural change does little to create
lasting justice. I will spend the remainder of paper explaining these reasons.

Rhetoric of Choice and Consumerism Is Problematic,
and Succumbs to Profit-Drive

Egg freezing fits well with the narrative of choice and consumerism. Finding paying
customers for egg freezing in fact depends upon the assumption that women
approach their reproductive lives this way: as a subject of planning and foresight.
Remember, “Smart Women Freeze.” This is, allegedly, a liberating vision. It imag-
ines women empowered by technology, privileged in their options, able to use their
resources to stretch and mold what is biologically possible.” It imagines both a
postmodern playground of self-creation® and a savvy consumer’s gift for creative
problem-solving.3!

In reality, delayed childbearing is not necessarily a conscious choice and poten-
tial consumers of egg freezing often come late to the realization that they need
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it—notwithstanding marketers’ attempts to convince them otherwise. A recent
qualitative study in the UK found that delayed childbearing is rarely a conscious
choice. The study reported that women’s “timing of childbearing depended on a
complex interplay of factors which were outside of their control, such as relation-
ship, health, and fertility. Women felt that there was an element of chance that
these factors would be in place at the time they desired.”*?

Feminist philosopher Angel Petropanagos argues that women should not be
blamed for their “perpetual postponement” of pregnancy. She brings a feminist
understanding of relational autonomy to her assessment: “Unlike traditional
accounts of autonomy, feminists’ accounts of autonomy require an explicit recogni-
tion that autonomy is both defined and pursued in a social context.”** Given the
context of sexist social structures, she argues, including professional norms, the
“choice” to delay childbearing may not be as voluntary as it seems. “Until the sexist
social structures that shape and confine women’s reproductive choices change,
many women may continue to find their lives unfolding in ways that result in
delayed motherhood.”**

However, recognizing that women’s reproductive decision-making is socially
constructed and constrained by many things can lead to divergent conclusions.
Some, like Petropanagos, and Goold and Savulescu before her, see the compensa-
tory value of egg freezing and support it. Others wonder more skeptically whether
egg freezing may do more harm than good. The problem, according to this view, is
that the option of egg freezing creates a pressure to use it.

As philosopher Michael Sandel once claimed in his discussion of hypothetical
problems created by genetic engineering, offering the option to genetically engineer
one’s children could engender a sense of hyper-responsibility in parents for their
offsprings’ traits.*> In an environment where intervening genetically, pre-birth,
became the norm, it would no longer be a misfortune if one’s child were short or
nearsighted or hemophiliac; it would now be the parents’ fault for not taking advan-
tage of an available technology proactively.

Similarly, as pointed out when Apple and Facebook made their generous offers
to provide egg freezing benefits to their employees, the option to freeze eggs might
quickly become an obligation to freeze eggs, a way to demonstrate one’s serious-
ness about one’s career, or a way to avoid self-blame.*® More generally, in an envi-
ronment where taking steps to guard against age-related infertility became the norm,
it would no longer be merely a misfortune if one ran out of time to have children; it
would be the fault of women themselves for not taking advantage of an available
technology proactively. In fact, there is already evidence from an empirical study of
women’s motivations that a major impetus for egg-freezing is the avoidance of self-
blame. One woman stated: “I want to know I did everything I could and not blame
myself later.”?’

Or, as another writer, Abby Rabinowitz, succinctly put it: “Egg freezing is the
perfect regret machine.”*® Egg freezing is an example of the market not just respond-
ing to a consumer need, but amplifying and exploiting one. It mines a deep vein of
culturally constructed expectations of women vis-a-vis motherhood.
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I would add to this point an additional concern that as women buy into the fiction
of planning and control offered by egg freezing, they also, not coincidentally, fuel
the profits of companies like EggBanxx. This is not in itself a problem, nor is it
necessarily exploitation. But given the low probability of success, especially for
older women who freeze their eggs, this vulnerability should raise the bar for the
kind of detailed information about risks and success rates that are made available to
potential consumers of this technology.

Feminists have long embraced the language of choice for the obvious reason that
it is fundamentally connected with reproductive autonomy and politically con-
nected with the pro-choice movement. While empowering in some respects, the
rhetoric of choice can be self-defeating if it narrows our understanding of reproduc-
tive autonomy to the realm of private consumer choice. The neoliberal free market
mindset of consumption tends to obscure structural constraints on individuals’
actual choices, inflating our sense of agency and diminishing the urgency of needed
social change.

A Technological Fix for a Social Problem Works at Cross
Purposes with Real Reform of the Workplace and Long-Term
Demands of Justice

This point brings me to my final reason for questioning the helpfulness of egg freez-
ing as a form of “reproductive affirmative action”: I contend that shifting the burden
to individual women to accommodate work structures is not preferable to changing
work structures to accommodate women, because deflecting responsibility for a
needed structural change does little to create lasting justice.

For one, egg freezing provides a relatively easy “out” for companies if they offer
the service as an employee benefit. It is a way to look as if they are providing sup-
port for employees’ procreative aspirations without having to the change anything
about the culture of work that often necessitates women’s deferral of childbearing
in the first place.

Also, egg freezing, pragmatically speaking, is not more than a very small ban-
dage compared with the systemic difficulties faced by women in the workplace and
society generally.® It is a very privileged band-aid too, accessible only to those who
can afford to pay out of pocket. Moreover, contrary to Goold and Savulescu’s pre-
diction that women who attain positions of power due to this form of reproductive
affirmative action would eventually look to reform the workplace, there is no real
evidence such women exist. Nor is there much evidence, according to Anne-Marie
Slaughter, that women who achieve success within the framework of a patriarchal
work structure demonstrate any inclination to change the structure that they them-
selves labored under and triumphed over.

Symbolically, I would argue egg freezing sends an out-of-step message. One
might even say that the commercial promotion of egg freezing comes at an odd time
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given some other notable trends. As reported recently in The New York Times
Magazine by Susan Dominus, some companies are beginning, finally, to make some
significant strides in rethinking work-family balance, showing greater awareness of
the costs of overwork, and a greater willingness to change.*® Perhaps inspired by
Millennials, who tend to question the fantasy and sanity of “having it all,” there is a
dawning realization that the structure of the workplace not only disadvantages
women but devalues caregiving generally, and this ultimately, in the long run, harms
the bottom line. Some businesses are beginning to realize that work-family “bal-
ance” needs an entirely new frame.

For example, a recent sociological study of a “Results Only Work Environment”
(ROWE) found that giving employees control over the hours of their work and the
location of their work, provided they get their work done, alleviated work-family
conflicts and increased job satisfaction.*! A recent op-ed in The New York Times
even claimed that the idea of a universal basic income could find a serious hearing
in the United States if we followed the example of other countries considering the
experiment, like Finland and Canada. (In November 2015, the Finnish government
proposed paying 800 euros per month to every adult.) Among other benefits, a uni-
versal basic income or UBI would be a way to compensate for all that unpaid care
work, so often done by women.*

At a moment when the “unfinished business” of reforming the workplace is get-
ting some much needed attention—and some innovative new approaches—the high
tech option of egg freezing seems ironically regressive.

Justice is ultimately about giving everyone their due, not only the privileged few
with access to egg freezing. Ultimately, I think affirmative action is not the right
analogy for egg freezing. I think a better analogy would be to say egg freezing is
like giving—or selling—iPads to a few gifted third graders when the entire school
lacks the structure to effectively teach all of its students to read. Surely, some women
will benefit if they freeze their eggs when they are young enough and they beat the
odds when it’s time to thaw and fertilize. But egg freezing’s role in the feminist
quest for equality in the workplace is marginal, at best.
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Fertility Preservation in Transgender
and Gender-Nonconforming Youth
and Adolescents

Steph deNormand

As medical transition for transgender people has become more widely available,
treatments and the ethics surrounding them have become an area of significant
debate. Social awareness of trans' people and their specific needs have fueled a
movement towards more inclusive healthcare and access to potentially lifesaving
gender-affirming treatments, such as hormone therapies and surgeries. Many of
these treatments may result in infertility, potentially creating additional challenges
having children later in life. Since fertility preservation options are generally con-
sidered elective procedures for fertile people of reproductive age, they are often
only available to those who can afford this care. Additionally, these technologies are
rarely made available, or even discussed, when the individual transitioning has not
yet reached puberty. In order to outline the needs of these individuals, this chapter
uses the example of fertility preservation for young oncology patients as an analo-
gous situation to that of transgender and gender-nonconforming youth who are fac-
ing a decrease or potential loss of fertility. Here, in combination with discussions of
bioethics and biomedicine with feminist and trans theory, an analysis of this particu-
lar population’s rights to reproduction (and therefore fertility preservation) has a
clear and distinct place among bioethical literature and constitutes an area in which
continued investigation is necessary.

Trans identities, while recently benefitting from increased media attention, are
still widely misunderstood by the general population and a large portion of the
medical field. In order to ground this analysis there are a few essential assumptions,
supported by current literature, which must be made to move forward. The first of

'For this discussion, “trans” indicates all individuals who identify as transgender, transsexual, and/
or gender-nonconforming. This means that they do not identify with the sex they were assigned at
birth, and therefore may aim to “transition” socially or medically to better align their physical and/
or social selves with their internal sense of their gender.
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these assumptions is that trans people exist separate of a medicalized identity, and
that the proper treatment of these individuals constitutes easing gender dysphoria.
This can be accomplished through a variety of interventions, and whether social
transition, psychotherapy, hormone therapy, surgery, or any combination of these
treatments are included in this care should be determined on an individual basis
(Coleman et al. 2012: 171). While therapeutic options have historically included
psychotherapies with the intention of aligning the individual’s gender® with their
sex assigned at birth, these treatments are not considered ethical by current stan-
dards. Psychotherapies should instead be focused on “reducing ... distress related to
the gender dysphoria and on ameliorating any other psychosocial difficulties”
(Coleman et al. 2012: 175). Many of these therapies however, including hormonal
and surgical, result in or have the potential to result in infertility. This may represent
a significant loss for the individual, but is generally seen as a necessary side effect
of these care options (T’sjoen et al. 2013: 575).

It is also important to assert that there is desire for this analysis by the affected
population; that transgender and gender-nonconforming people have interest in hav-
ing children using their own genetic material. This desire has been made apparent
through multiple studies and constitutes transphobic assumptions of these individu-
als to assume otherwise (Nixon 2013: 94). Research conducted within the past 5
years indicates that “many transgender persons are of reproductive age at the time
of transition, and confirms that many may wish to have children after transition”
(Ethics Committee 2015: 1112). Individuals who identify openly as transgender or
gender-nonconforming, or who appear to deviate from a heteronormative family
structure, have been historically discriminated against in access to assisted repro-
ductive technologies (ARTs), as well as other ways of creating a family such as
adoption (Ethics Committee 2015: 1112). Additionally, there is no indication that
transgender people are less suited to be parents. The American Academy of Child
and Adolescent Psychiatry released an assessment stating “there is no evidence to
support that parents who are ... transgender are per se deficient in parenting skills,
child-centered concerns, and parent-child attachments compared with heterosexual
[and presumably cisgender] parents” (Ethics Committee 2015: 1112).

It is important to note the interlocking oppressions present within populations
which lack privilege. Racism and classism are just two of the potential social disad-
vantages that a trans person may experience in addition to cissexism?®; however,
classism is particularly of note in this analysis. Medical transition itself is expen-
sive, and currently even those who can afford insurance are not guaranteed to have
any particular aspect of their treatment covered. Fertility preservation represents an
additional cost, which varies by treatment option but can cost hundreds to thousands

2Gender represents the internal sense of self one has in reference to the socially constructed roles
of men and women. When an individual’s gender is in line with their sex assigned at birth they are
cisgender, and when their gender is not in line with their sex assigned at birth, they may identify as
transgender.

3Cissexism is the belief that transgender people or their unique needs are inherently inferior to or
less important than those of cisgender people.
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of dollars for only potentially viable cells, and additional costs for the use of those
cells (Snyder and Tate 2013: 175). This cost represents another example of trans-
phobia, and is based on the assumption that hormonal and surgical treatments for
gender dysphoria are elective, and therefore offering fertility preservation is seen as
optional. As a result, only individuals who can afford to take on these additional
costs will have potential access to seek out these resources.

In line with some of the arguments made around oncofertility,* individuals under-
going hormonal or surgical transition should not only be informed of and offered
fertility preservation options, but they should also have these options covered by
health insurance companies. In 2013, “the American Medical Association adopted a
measure to support legislation that would require health insurers to cover fertility
preservation when cancer treatments could result in infertility,” on the grounds that
fertility preservation represents “an essential part of the management of their can-
cer” (Nixon 2013: 96). For people seeking out hormonal and surgical treatments for
gender dysphoria in which fertility is affected, discussions around fertility are simi-
larly essential, and therefore should also be supported and covered by health insur-
ance companies. “Young transgender people should not have to forego the prospect
of future children in order to obtain certain hormone therapies and gender-confirming
surgeries to alleviate their gender dysphoria” (Nixon 2013: 102). While having
these options covered by insurance does not remove all classist implications, it does
begin the conversation around access to fertility treatments, and would increase
access considerably from the current out-of-pocket standard.

There are multiple issues that are commonly brought up in discussions around
fertility treatment and preservation in transgender youth. Through the use of a
reproductive justice framework, as well as bioethical and biomedical studies sur-
rounding issues of fertility preservation and transgender care, these concerns can be
understood and reimagined in order to make available these important technologies
and allow transgender people to have biological children.

The first topic frequently brought into these discussions is that children and ado-
lescents are either unable or unwilling to make decisions about their future repro-
duction, and that these young people are below the age of consent for an elective
procedure such as tissue donation for preservation. This concern has multiple layers
of complexity, and therefore must be broken down accordingly. This controversy
can be entirely avoided by allowing the individual to reach the age of consent before
making decisions surrounding fertility. Currently, medications such as GnRH ana-
logues, commonly referred to as “puberty blockers” or simply “blockers,” are used
in order to suppress endogenous puberty in transgender and gender-nonconforming
youth (Khatchadourian et al. 2014: 908). In this context, endogenous puberty is
considered to be when an individual undergoes puberty according to the sex they
were assigned at birth, which would typically result in a phenotypic presentation in
line with their sex assigned at birth. Blockers allow for endogenous puberty to be
halted, and are typically administered at or after Tanner Stage II (Coleman et al.

*Oncofertility is the use of fertility preservation and reproductive technologies in individuals
undergoing cancer treatments.
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2012: 177). This treatment is considered reversible since the individual will con-
tinue to undergo endogenous puberty if they stop participating in this treatment, and
both treatment and cessation of blockers have relatively minimal side effects. Since
feminizing and masculinizing hormone therapies are typically not started until the
individual reaches the age of consent either, usually around age sixteen, this appears
to completely avoid concerns of consent to treatment surrounding reproduction.

Occasionally, and particularly surrounding reproduction, the age of consent is
still considered too young to be making the potentially life-changing decision such
as whether or not they want biological children, and therefore to undergo this pro-
cedure. This is a fallacious argument however, particularly if the individual is seek-
ing out feminizing or masculinizing hormone therapy after going through with
fertility preservation. By making the decision to begin this form of hormone treat-
ment, transgender and gender-nonconforming individuals make the decision to
become temporarily infertile (while actively undergoing the therapy) with the
potential of resulting in permanent infertility. By taking this as a known risk, transi-
tioning individuals are making the choice to become infertile. Therefore, if this
person would prefer to undergo fertility preservation, they are in fact providing
themselves more options for their future, not fewer.

Potential for convincing or coercion from parents or guardians has been another
significant area of concern. This could be a very real problem, particularly for trans
men and gender-nonconforming individuals who were assigned female at birth.
Often people who are perceived to have female bodies are expected to have a strong
desire for biological children. This may present itself as an additional pressure on
trans men, and particularly for those who do not want to seek out fertility preserva-
tion. Parents, guardians, or even physicians may feel the desire to encourage egg
donation, whether it be out of concern for the trans person or out of selfish desires,
such as the desire to be a grandparent. The simple potential for this option to be
abused should not constitute a reason for it to not be offered. In fact, this is simply
another reason to ensure that the individual is given options which are clearly
explained, and that the individual’s informed decision is honored. Recommendations
from care providers such as mental health professionals, physicians, and endocrine
or fertility experts should be obtained as necessary; however the final decision to
participate in this process should be left to the individual. Additionally, conversa-
tions and counseling should be considered for the parents and/or guardians of the
individual, in order to make sure that they are also well informed and equipped to
support them.

The above concerns can be additionally countered by stating that these forms of
fertility preservation are already being performed in cases of gonadotoxicity, such
as in cancer treatments. The field of oncofertility has become a fertile area for this
research, and has included studies involving people at multiple stages of life.
Fertility preservation has been discussed as an essential part of cancer treatment,
and it has become standard to offer fertility preservation options in preparation for
future infertility or sterility in these treatments. These preservation options are
offered to individuals as young as 2 years old, in which case they have far greater
potential for parent’s interests being considered over that of the child and are far less
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likely to have the child’s informed decision taken into account (Quinn et al. 2012:
38). Therefore denying any young individual the ability to use fertility preservation
technologies, including not informing them of these options as a denial of the ability
to choose, constitutes discrimination based on the individual’s gender identity and
decision to seek out medical transition.

The only other difference between the cases dealt with in oncofertility studies
and in transgender youth is the issue of gender dysphoria. In order to undergo clas-
sical egg or sperm collection, an individual must reach a particular level of repro-
ductive maturity. In individuals who undergo fertility preservation and medical
transition after completing endogenous puberty, this is typically not a problem bar-
ring any additional fertility difficulties. If an individual chooses to take puberty
blockers, these organs never fully develop, and as a result this classical form of
collection is likely not an option (Coleman et al. 2012: 177). The argument is there-
fore often made that the mental toll of experiencing endogenous puberty is too great
for someone who is transgender or gender-nonconforming, and should not be con-
sidered an option. While this is a legitimate concern, there are forms of collection
that do not follow the classical ways, another area which has been thoroughly
researched through pediatric oncofertility. These are still experimental procedures,
and therefore some caution on the behalf of the physician is understandable if not
warranted. However, there is still an essentialized assumption in this argument
about experiences of dysphoria; particularly that it is experienced similarly for
everyone who is transgender or gender-nonconforming. This is simply not the case,
and a discussion about the potential benefits of undergoing a portion of endogenous
puberty should be had in order to be sure that the individual is fully informed. If
their gender dysphoria presents in a way that is manageable for them short term, or
if they value stronger reproductive options over this struggle, they should be allowed
to make that decision. This is not to say that counseling and mental health therapies
should not be involved, and in fact these choices should be made with the support of
a mental health professional; but the final, fully informed decision should be for to
the transgender or gender-nonconforming individual to make for themselves.

Based on this analysis, a variety of recommendations can be made in relation to
fertility preservation for youth and adolescents seeking out physical transition
through hormone therapies and/or surgeries. There is importantly no treatment stan-
dard aside from providing information and options to the individual, because they
must have the right to make decisions in regards to their own body and in accor-
dance with their own personal experience with gender dysphoria. As such, fertility
preservation should never be done without the person’s consent, and should always
be considered a process one must “opt in” to, as opposed to “opt out” of. Through
an “opt in” treatment plan as conceived here, the transitioning individual would be
able to stop any treatment at any time, for any reason (while following medical
safety standards). Included in this would be any unanticipated effects of treatment,
or changes in desire to preserve fertility. This allows for a plan that the individual
can feel secure in, and would allow them to feel validated and supported in any deci-
sions they make throughout their care. Below are two potential routes this care
could take, which each separately address the concerns that have been raised about
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fertility treatment for transitioning youth. It is also important to note that these inter-
ventions are based on the assumption that the transitioning youth has articulated
their desire to transition prior to reaching Tanner Stage II of sexual development. If
this is not the case, the routes below would need to be modified based on the poten-
tial remaining effectiveness of puberty blockers, the degree of endogenous puberty
that has already taken place, and the age of the individual in relation to the age of
consent.

Route 1: Egg or Sperm Collection upon Reproductive Maturity.

This allows the individual to develop to reproductive maturity without the use of hor-
mone or surgical therapies, which would allow for classical sperm or egg donation methods
at this time, and then beginning interventions such as hormone therapy or surgery after this
time. The largest disadvantage to this problem is that it requires a certain amount of puberty
to occur as a result of endogenous hormones, and may result in significantly increased
dysphoria. While this is a distinct disadvantage, it is important that this is an option that is
articulated to the transitioning youth. Gender dysphoria is experienced differently by differ-
ent individuals, and the potential benefit of having viable reproductive tissue may outweigh
potential dysphoria experienced. It is also important in this method that the treatment pro-
vider explain the level of sexual development that the person must reach in order to donate,
particularly describing what gendered aspects of puberty (such as deepening of voice, hair
growth, or breast tissue growth) will or will not be undone through feminizing or masculin-
izing hormone therapies (Coleman et al. 2012: 188).

Route 2: Use of Puberty Blockers until “Adulthood.”

This option specifically addresses concerns surrounding youth’s ability to make deci-
sions about their future, particularly surrounding potential sexuality or parenthood. Puberty
blockers (such as GnRH analogues) can begin to be administered following the Standards
of Care, which recommends waiting until the individual reaches Tanner Stage II (Coleman
et al. 2012: 177). Since this can begin as young as age nine, puberty blockers have been
used to allow for time to explore and develop their gender identity. This time could also be
used to develop an opinion on fertility treatments, as feminizing and masculinizing hor-
mone therapies are typically not offered until the transitioning individual reaches the age of
sixteen, or the local age of consent (Coleman et al. 2012: 178). At this point, the individual
could make the decision to undergo endogenous puberty and egg or sperm donation as
described in Route 1, or to seek out feminizing or masculinizing hormone therapy and/or
surgery to continue their physical transition.

There are a few additional considerations and potential options that may be more
appealing to transitioning individuals, however are considered potentially less
effective or are still experimental procedures. One such procedure is the collection
and preservation of either immature testicular or ovarian tissue. This would be a
potential option for any transitioning individual prior to beginning treatment with
feminizing or masculinizing hormone therapies, and would not require endogenous
puberty to take place. This technology is still experimental; however it has been an
area of continued research in oncofertility and where fertility may be affected by
gonadotoxic therapies. While there are currently no human cases of this fertility
preservation resulting in successful human embryos, animal testing has been prom-
ising, and both immature testicular and ovarian tissue has been collected from pedi-
atric oncology patients, and other pediatric patients undergoing gonadotoxic
therapies (Wyns et al. 2010: 312; Quinn et al. 2012: 38). Given this precedent, there
is no reason that these methods could not also be an option for transgender youth,
as this procedure is being done to retrieve ovarian tissue (the more invasive of the
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two operations) as young as 2 years of age (Quinn et al. 2012: 38). While this is not
guaranteed to be a viable option, it may represent an acceptable middle ground for
youth who do not want to undergo endogenous puberty, but would still prefer to
have some potential for children from their genetic material.

Another area of potential interest is the ability to collect sperm and eggs after
having been on feminizing or masculinizing hormones. This research has shown to
work in both transgender women and men. However, it has only been conducted on
people with mature testicular or ovarian tissue (Gidoni et al. 2013: S170; Coleman
et al. 2012: 197). This option is more suited to individuals who have been using
feminizing or masculinizing hormone therapies for a shorter period of time, decreas-
ing the likelihood of lasting effects impacting the specific tissue (Rodriguez-
Wallberg et al. 2014: e160). Depending on the individual’s particular gender
dysphoria and desire for reproductive options, this may be an ideal option for some,
particularly those who have only been on feminizing or masculinizing hormones for
a few years. Further research should be done in order to determine if this is a viable
option for those who have not fully undergone endogenous puberty.

A final area of consideration and current research is the possibility of uterine
transplants for transgender women and transfeminine people. While this is not
strictly an issue of fertility preservation, the potential for pregnancy can be an essen-
tial part of an individual’s conception of femininity and motherhood, and therefore
may be an important reproductive option. There have been limited studies on uterine
transplants in cisgender women, which have been successful for a sufficient amount
of time for a pregnancy (Ozkan et al. 2013: 473). This area of technological and
surgical advancement has profound implications for some transgender women, and
will likely add additional considerations to their reproductive choices once this pro-
cedure has been more thoroughly researched for this population, and on the effects
that may result from transplanting into someone who was male assigned at birth.

All issues considered, transgender youth should have just as much of a right to
reproductive justice and freedom as any other individuals. While there are certainly
ongoing concerns about access to treatments and therapies for transgender individu-
als experiencing multiple layers of oppression, continued conversation is also
needed with and in relation to younger populations. As technological advances cre-
ate more possibilities, it is important that we continue to assess the unequal ways in
which these technologies are made available, and the biases that continue to be
expressed against transgender and gender-nonconforming individuals.
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Childbirth



Rights and Realities in U.S. Maternity Care

Hermine Hayes-Klein

Introduction

The healthcare that women receive during pregnancy and childbirth implicates
reproductive choice, bioethics, human rights, and feminism. The elimination of pre-
ventable maternal and neonatal mortality and morbidity requires not only that
women can access skilled healthcare and emergency support for pregnancy, child-
birth, and postpartum, but that the care women receive is culturally acceptable to
them, and respects their dignity and autonomy. Women can experience labor and
childbirth as a time of extreme vulnerability as well as extraordinary power. The
way that they are treated during childbirth can amplify their vulnerability or their
strength, and leave them feeling traumatized or empowered. In the last few years,
grassroots groups in nations around the world have been organizing to speak out
about pregnant people’s experiences of maternal healthcare, catalyzing the emerg-
ing global recognition of the mistreatment in childbirth as a human rights issue.'
The recognition of preventable maternal mortality as a matter of human rights as
well as public health led to the prioritization of maternal and infant health under the
Millenium Development Goals, and investment in improving access to skilled
health workers and emergency obstetric services, particularly in the developing
world.? Yet without explicit recognition of the full range of human rights at stake in
pregnancy and childbirth, including but not limited to the right to life and health,
developing systems of care have implemented standards of practice that assume that
the end goal of a live mother and live baby justifies the means by which that goal is
achieved. The abuse and mistreatment of women in the process of facilitating a live
birth is rendered invisible and irrelevant. In both developed and developing nations,
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systems of obstetric care have transformed in a generation, in a massive shift to
pharmaceutically induced, augmented, and surgical deliveries. Women’s options for
supported physiological childbirth,’ or even vaginal childbirth, have become limited
in hospital settings.* Reports of forced interventions and abusive encounters with
medical providers, and the political barriers to accessing midwifery support and
safe out-of-hospital birth, are giving rise to an increasingly vocal feminist move-
ment that calls for women’s needs, rights, and voices to be at the center of maternity
care policies and practices.

Decision-Making in Childbirth

Many of the dysfunctions that women currently face in maternity care, including
disrespect and abuse, could be eliminated through clarification that women’s human
rights are legal rights that remain in effect during pregnancy and childbirth. The
right to autonomy, enshrined as informed consent and refusal, situates women as the
central, authoritative decision-maker regarding their care, and yet this right is rou-
tinely ignored in maternity care. How much would change in the delivery room if it
was understood by everybody present that nothing could be done to a birthing
woman without fully and accurately informing her of her clinical condition, her
healthcare options, and the risk and benefits of those options, and supporting her in
making an uncoerced decision about how she wanted to proceed?’ It would be trans-
formative, in light of current dynamics in which women are told what is going to
happen to them and showed where to sign, or not even told, but just acted upon,
women have reported, like an “object” or an “animal.”®

One in three women in the United States are now having their babies delivered
by cesarean section. In the mid-1970s, the cesarean section rate was around 5%.
There is no evidence that outcomes have improved as the result of obstetric culture’s
shift to the new era of surgical delivery, and in fact maternal mortality in the U.S. is
rising.” Cesarean section without a medical indication triples the mother’s risk of
dying in childbirth, and creates new forms of risk for her future pregnancies, includ-
ing very serious conditions like placenta accreta.® The lowest cesarean section rates
are reported for women who have prenatal care and good nutrition in pregnancy,
integrated healthcare that includes both midwives and doctors, and continuous sup-
port through labor and birth.” The most significant variable that affects a woman’s
chances of giving birth by cesarean section is the hospital where she gives birth.!°

A 2013 survey reported that 25% of women who had experienced an induction
of labor or a cesarean section felt pressured to accept those interventions.!! A 2014
study found that women who perceived pressure to have a Cesarean section were
more than five times more likely to have a one, more than six times more likely to
have one with no medical basis, and nearly seven times more likely to have an
unplanned cesarean.'? 59% of women who received episiotomies did not give con-
sent at all.”® Finally, 20-38% of women reported that the provider made the “final
decision” about whether they would receive a planned cesarean surgery.'
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Despite the commitment of the American College of Obstetricians and
Gynecologists to supporting patient autonomy in childbirth, there exist significant
gaps between the ethical principles expressed in their Ethics Committee Opinions
and the way that informed consent plays out in reality.!> This disconnect is fueled,
in part, by providers’ serious concern with perverse liability mandates that they fear
make them legally vulnerable in the event that they support a woman’s informed
decision, but the birth results in a bad outcome.'®

Reports on the role of liability pressure in obstetrics express a thematic assump-
tion that providers can protect themselves from liability risk if they impose inter-
ventions, including cesarean surgery.'” A liability rule that inclined doctors toward
cesarean delivery might make sense if cesarean surgery carried no risks or costs, and
vaginal birth were risky and dangerous. But that is not what the evidence shows.
When cesarean surgery is medically needed, it can save lives. But when it is not
needed, it carries a long list of risks and costs, including a significantly elevated risk
of maternal death.'”® Women in U.S. maternity care are giving birth in environments
where providers claim that “liability” compels them to push for a surgical birth that
happens to profit and convenience the hospital, but imposes risks on mother!® and
baby,? up to and including the risk of death. Obstetric providers currently perceive
a “liability” mandate that urges intervention and ignores informed consent and
refusal, while failing to incentivize judicious decision-making or health care that
optimizes maternal and infant health. Women are subjected to unnecessary surgical
deliveries that increase the risks to themselves, their babies, and their future preg-
nancies, on the assertion that it would be too “risky” for providers or hospitals to
support them in vaginal birth.

Obstetric providers recommend intervention on the basis of numerous non-
clinical factors, including liability pressure and financial incentives; intervention
rates therefore vary widely by provider. Empirical studies show—and doctors con-
fess—that providers and hospitals steer women toward cesareansections not only
for clinical reasons, but also for non-medical reasons including financial gain, time
convenience, and perceptions of liability pressure.?! The fact that doctors perform
unnecessary surgery for financial gain or time convenience does not prove their col-
lective or individual moral turpitude, but rather their human response to economic
incentives. When a provider decides whether to recommend an intervention for a
given patient, financial considerations and time-convenience factors likely operate
on a subconscious level. While higher costs and longer inpatient stays for surgical
deliveries benefit hospitals more directly than individual doctors, these institutional
economic forces can translate into imperatives that constrain doctors from provid-
ing individualized care, or into a medico-cultural argument that “this is the way we
do it around here.” On a macro level, these forces play out in significantly higher
cesarean section rates in for-profit medical settings around the world.??

Doctors’ recommendations for intervention, including cesareansection, are col-
ored also by their own perspective and values.” Studies show that obstetricians
choose cesarean section deliveries for themselves in higher numbers than the gen-
eral population,? and are more likely to undervalue physiological birth while con-
sidering cesarean delivery a good solution to “perceived labor and birth problems.”?
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If providers believe that cesarean delivery is a good choice and vaginal birth is
unnecessary and undesirable, their counseling of patients may be colored by the
belief that the refusal of surgery is an unnecessary choice for the “procedure” of
supported vaginal birth.

The multiplicity of factors that influence each obstetric provider’s decision-
making process are reflected in the significant variability of protocols and interven-
tion rates across states, hospitals, and individual doctors. Studies show cesarean
section rates ranging from 7.1 to 69.9% across U.S. hospitals.?® These variations are
not reflected in differences in maternal diagnoses or pregnancy complexity of indi-
vidual patients.”” Maternity care’s variability of practice and ubiquitous overuse of
interventions that benefit the provider at the patient’s expense might reasonably lead
an informed consumer to actively exercise her right to informed consent and refusal
as she navigates the health care system. A birthing woman’s legal right to authority
in the decisions about her care is her only shield against variability and dysfunction
in maternity care. All participants bring a constellation of issues, values, and experi-
ences into their decisions, but informed consent and refusal means that the woman,
like all health care patients, has the right to weigh all the factors at stake and make
the final call. “Shared decision-making,” though an admirable goal in the pursuit of
patient-centered care, is a misleading; while the provider can share information,
advice, and conversation with their patient, the decision about whether to accept a
medical intervention belongs, legally, to the patient alone.

Just as providers and healthcare institutions bring a multiplicity of factors and
priorities into shared decision-making, maternity care consumers make their health-
care decisions on the basis of many individual considerations and variables.
Healthcare systems can expect that, given the diversity of cultural and religious
values, financial circumstances, family support, and past experiences that each
pregnant patient will bring to labor and delivery, they may see ten different women
with similar clinical charts make ten different sets of choices with regard to pain
relief, companionship for labor, induction, augmentation, or planned cesarean deliv-
ery. Decision-making in childbirth is more complex than it may be in some other
areas of medicine, involving complex balancing of potential short and long-term
risks, when it is often difficult to say with certainty whether an intervention is
needed. The right to informed consent and refusal requires that systems anticipate
the variability that women may bring to their decisions in childbirth, and be pre-
pared to meet and support women’s individual needs, instead of requiring women to
compromise their right to be supported in their healthcare decisions by conforming
to one-size-fits-all standards of care.

Human beings, like all mammals, need to feel safe in order to give birth.?® The
hormonal physiology, and the role of psychology, in labor and childbirth are not
taught in medical or sex education, and are often unrecognized by the obstetric para-
digm and therefore underserved and undervalued in facility-based birth. Childbirth
as a physiological process is powered by hormones, including oxytocin, the hor-
mone associated with love and human connection.” Those hormones are strongly
affected by the birthing women’s emotions, which are in turn affected by her per-
ception of whether she is giving birth in a safe environment.** Women who give
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birth in circumstances that meet their mammalian needs for childbirth—circum-
stances that meet their needs for privacy and ensure that they feels safe, respected,
and supported—have the best chance for an uncomplicated labor and birth.?! In
contrast, if a female mammal feels threatened, inhibited, or unsafe during labor, the
release of adrenalin can slow or stop the progress of labor, giving rise to potentially
dangerous complications.? After an un-medicated birth, mother and baby spike the
highest level of oxytocin that the human mammal can produce, resulting in a feeling
of bliss, euphoria, and love that ensures their bonding and the baby’s survival.*

These facts about the psychology and physiology of childbirth cast the assump-
tions and practices of “normal” birth in the U.S. and most of the world into serious
question. Why do our systems of care, even in hospital settings, ignore laboring
women’s mammalian needs, subjecting them instead to bright lights and the gaze of
strangers? There is no reason why maternity care cannot be constructed in a way
that meets each woman’s needs to feel safe during birth. And yet, in many systems
around the world, women must sacrifice feeling safe, and even being safe, in order
to access the safety that medical backup provides. Widespread reports of disrespect
and abuse, dehumanized, traumatizing treatment, and violations of women’s rights
to privacy and dignity show that women are giving birth in environments in which
they cannot feel safe, because in fact, they are not safe.* In both the developed and
developing world, some women avoid going to the hospital during childbirth, even
if it is their only option for healthcare support, because they anticipate mistreatment
or neglect.® As the risk of giving birth in the hospital rises, women are willing to
accept a higher level of risk in giving birth outside the hospital, and women perceive
disrespect and abuse as a salient risk factor.

The hormonal physiology of childbirth also suggests that a reason to pursue a
normal physiological labor and birth isn’t only to avoid unnecessary interventions
and the risks they bear, but to access the physiological benefits of unmedicated
childbirth. The postpartum spike of oxytocin, and the bliss described by women
who give birth in circumstances that enable that spike,* indicated that giving birth
without injections and intervention wasn’t just needless suffering and martyrdom,
but held a significant physiological reward that might even be critical to ensuring the
strongest start to motherhood and avoiding postpartum depression.*’

The history of obstetrics reveals that the protocols that many assume are neces-
sary to safe childbirth, like giving birth on the back in stirrups, never had anything
to do with women’s needs, but were based on gendered, racist old values, starting
with a dynamic that put the woman on her back in bed on the basis of the male pro-
vider’s convenience and the assumption that the lithotomy position preserved “mod-
esty” and that only a “savage” woman would squat.*® Obstetric technologies have
evolved over time, from the common use of general anesthesia and twilight sleep to
render women oblivious for delivery, to the age of the “awake and aware” epidural,
planned surgical birth, and electronic fetal monitoring (EFM), but these technolo-
gies were often implemented without good evidence that they served mothers and
babies or optimized healthy outcomes.

The ubiquitous use of EFM is the perfect example of how medico-legal dysfunc-
tions operate to subject women to medical interventions without an evidence basis.*
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Despite consistent ongoing studies showing that EFM does not improve outcomes
and triples the risk of cesarean section, EFM use has become ubiquitous in hospital
settings, and many women are told that its use is “hospital policy” that they cannot
refuse.*® The imposition of EFM on birthing women is reinforced and justified by
perverse liability incentives based on junk science and perpetuated by a multi-
million dollar legal industry that profits from blaming cerebral palsy on the pro-
vider’s failure to intervene and “deliver” the baby earlier.*!

Only if courts hold providers liable for violations of women’s right to informed
consent and refusal in maternity care and, moreover, impose damage awards that
recognize the individual and social significance of the harm, will doctor-patient
dynamics in obstetrics be liberated from perverse incentives, and reorient toward
woman-centered care. At the same time, with the consumer’s right to informed con-
sent comes responsibility for the decisions of care. Providers deserve assurance that
their responsibility ends where the patient’s rights begin. Legal reinforcement of
informed consent and refusal must cut both ways: just as courts must find liability
for violations of women’s right to consent on the basis of information and advice,
courts must also protect doctors from liability in cases where they are blamed for a
woman’s informed choice. Decisions that hold providers liable for a woman’s
informed decisions undermine the right to consent for all patients and leave doctors
vulnerable for providing respectful support.*> When doctors share their knowledge
of risks and benefits, and support women in the decision at stake, they must not later
be found liable for that decision on the theory that the patient lacked the expertise to
assess and understand the risk. Informed consent and refusal rests upon the assump-
tion that, despite the esoteric nature of medical knowledge, ordinary people can
assess their medical alternatives and make decisions about them—including the
decision to go against their doctor’s advice.

Reproductive Rights and Equality in Collaborative
Maternity Care

Although the right of informed consent and refusal assures birthing people’s rights
to make the decisions about their medical treatment, and gives them the right to
walk out of a hospital at any time, the right to say “no” doesn’t ensure that active
support that safe birth requires. The right to supportive healthcare for physiological
birth, out-of-hospital birth, or even vaginal birth after cesarean, implicates the right
to privacy and reproductive ethics.

In 2010, the European Court of Human Rights affirmed that the human right to
private life includes the right to choose the circumstances of giving birth. In
Ternovszky v. Hungary,* the human rights tribunal made clear that this right includes
the choice between giving birth with a midwife or with a doctor, at home or in the
hospital. The Court held that governments violate this human right if they fail to
regulate out-of-hospital birth in a way that legitimizes it as a healthcare choice and
integrates it into the healthcare system, or if birth professionals cannot support



Rights and Realities in U.S. Maternity Care 93

women in their maternity care choices without fear of legal sanction. The birth pro-
fessional with whom the mother in that case, Anna Ternovszky, fought for the right
to give birth is Hungarian obstetrician-turned-midwife Agnes Gereb. Despite the
Court’s decision, the Hungarian government kept Ms. Gereb on house arrest for 3
years for allegations associated with her support of out-of-hospital birth. The state
finally released her under the strict condition that she was forbidden to talk to any
pregnant woman.

The evidence is conclusive that achieving global targets for the reduction of
maternal and perinatal mortality will require healthcare teams that include doctors,
nurses, and midwives.* There is a growing call for, and movement toward, partner-
ship and integration of midwifery and medicine in the care of pregnant women.*
The picture of partnership and integration between medicine and midwifery is,
however, a patchwork across Europe, across the United States, and around the
world, in both law and practice. The maternity care systems with strong, supported
midwifery professions that work with reliable backup from emergency obstetric
providers have the lowest intervention rates and the best outcomes.*® Systems with-
out a supported midwifery profession, or where midwives’ ability to provide mid-
wifery care is severely circumscribed, increasingly resemble cesarean section
assembly lines.*” The human right described in Ternovszky is not yet a reality for
most women around the world. On July 21, 2016, the Commissioner for Human
Rights for the Council of Europe acknowledged receiving “disturbing reports of
human rights violations in the context of maternity health care,” and referenced both
the Ternovszky holding and recent conclusions by the UN Committee on the
Elimination of Discrimination Against Women (CEDAW) regarding the “need to
ensure... respect for women’s rights, dignity and autonomy during deliveries,
expressing concerns in particular at reports that childbirth conditions and obstetric
services unduly curtail women’s reproductive health choices.”*

Despite the best intentions of maternal health policy makers and providers to
move toward the integration of midwifery in maternity care schemes and systems,
such integration will be slow in coming without an overriding essential framework
of equality and respect between the professions of medicine and midwifery. The fact
that the idea of equality between doctors and midwives seems radical is a testament
to how entrenched are the systems that have established medicine’s dominance over
midwifery. The current status of midwives, and the relationships between medicine
and midwifery that underlie integration, cannot be understood without recognizing
the systemic inequality between obstetric medicine and midwifery, awareness of its
historical roots, and a commitment to dismantling that inequality* Whether women
start birth with a midwife or with a doctor, they need access to emergency obstetric
services in the event an emergency arises. Obstetric medicine has used its power to
give or withhold emergency services to gain a monopoly over maternity care and to
maintain dominance over midwives.

Since time immemorial, women have attended each other in childbirth. Some
women developed such skill and expertise that they became the community mid-
wife. Midwives often were the first line of healthcare for the community and tended
to the full spectrum of women’s reproductive healthcare needs.”® Midwives held the
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knowledge of the local herbs and culturally rooted practices associated with fertil-
ity, healing, promoting health, and with minimizing the risk of pathology. It was for
their knowledge of the herbs for contraception and abortion that midwives were
defined as the primary target for the European witch hunts.>' The torture and execu-
tion of midwives over three centuries led to the loss of that knowledge, and a popu-
lation explosion that fueled many wars and the colonial settlement of the “New
World.”3? With the midwives” knowledge of contraception went their knowledge of
female sexuality and gynecology, including how to support women in childbirth.
After the witch hunts, male doctors stepped in to attend women in childbirth, at first
only in emergency cases, but then as the main providers for childbirth, a shift “pro-
moted by the authorities but disliked by women.”**

“Up to the late 14" century midwives were entitled to practice without regulation. From this
time onward [they] were downgraded from qualified and independent female healers... to
mere assistants of the physician [who was] lacking any experience in obstetrics because
through the Middle Ages no male was allowed to practice in gynecology.”>*

Despite the knowledge and skills that traditional midwives have always used to
serve their communities, there were medical emergencies that could arise in child-
birth that they could not solve. Antibiotics, anti-hemorrhagic medicine, assisted and
surgical deliveries, and other medical technologies can prevent many of those
deaths, and access to such technologies has saved many lives and massively reduced
maternal and neonatal loss since their invention. But the terms on which these tools
were offered to women, in the U.S. and many other places, created new forms of
risk as all women were asked to place themselves in the care of medical profession-
als for pregnancy and birth, whether or not they needed medical treatment.

In the U.S. and other industrialized nations, state authorities have worked in
partnership with medical associations to drive the female population to give birth in
hospitals, under the care of doctors.> Midwives were often disempowered both as
professionals and as citizens, not only on the basis of sex, but also race, immigration
status, or caste, in different combinations in different places and times.> After black
midwives safely delivered generations of babies from both enslaved and free women
in the United States, they were degraded through racist propaganda schemes to
move women into the hospital, even as women of color in the U.S. had insecure
access to hospital care.”’

Although the subjugation and elimination of midwifery were historically built
upon sex inequality, racial inequality, class and caste inequality, and colonial power,
like most systems of domination and inequality, it eventually became primarily
about capital. Obstetric medicine is a multi-billion dollar industry whose stakehold-
ers include not only providers and hospitals, but pharmaceutical, insurance, and
technology industries.”® After generations of medical monopoly over childbirth,
providers and the general public consider it obvious that doctors are superior to
midwives, and should have the authority to determine when and how midwives will
practice. Many people think that being cared for by a doctor is better than being
cared for by a midwife, because that’s what they’ve been always been told. In many
places, people don’t even know what a midwife is, or think that midwives are from
“olden times,” and this did not happen by accident.
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In the last 40 years, midwifery has re-emerged as a profession, in places where it
had disappeared.”® Regardless of how they are trained and where they work, mid-
wives face powerful structural and systemic barriers to practice and integration.
Doctors decide if they are allowed to practice in the hospital and if so, how they
practice.®® The state decides if they are allowed to practice outside the hospital, and
often regulates their practice in a way that imposes medical standards on them and
prevents them from providing evidence-based and culturally competent midwifery
care that upholds their client’s human rights.®! In some places, midwives are still
fighting for recognition that midwifery is even a profession.®> Everywhere, mid-
wifery is underfunded, and in many places, financially unsustainable. Underlying
many of the ways that inequality can manifest is that hallmark of discrimination:
Disrespect. When medical providers and systems assert dominance over midwives
and midwifery, they treat them with disrespect. Not listening, condescending, dis-
missing, and talking down or rudely to people are all ways of expressing discrimina-
tion and disrespect.

What does collaboration based on equality look like, in relations between medi-
cine and midwifery? It looks like mutual respect. In practice, it means that doctors
and midwives recognize and respect each other’s knowledge and expertise, remain
in dialogue to better understand and learn from each other, and have equal voices at
the table about maternity care policy. In law, equality requires the recognition of
midwifery as an independent and valuable reproductive healthcare profession, and
midwives as the authorities in their own standards of care. It also requires subjecting
doctors and midwives to fair and equal legal oversight, and acknowledging the role
that the law has played historically in marginalizing midwifery and giving medicine
a monopoly over maternity care. In finance, equality looks like valuing midwives’
role in maternal healthcare, and making sure that midwives and free-standing birth
centers get paid as doctors and hospitals do.

The recognition of doctors and midwives as equal and complementary partners
in reproductive healthcare would require respect for their relative fields of expertise.
Midwives are the experts in physiological birth. Their training teaches them to work
with the female body to help women give birth to their babies. As obstetric medicine
increasingly relies on surgical delivery, midwives are often the only maternity care
providers a woman can find who know how to support vaginal birth, let alone physi-
ological birth, especially in the case of breech or twin deliveries.®® Doctors’ exper-
tise focuses on using medical technologies and treatment to fight pathology and
manage medical crises. Medical providers go to school for a long time to learn the
complexities of pharmacology and the intricacies of surgery. However, in years of
education and residency, an obstetrician might not learn how to support physiologi-
cal childbirth. Modern obstetric doctors and nurses openly acknowledge that they
may never see a woman give birth without intervention in either training or practice,
let alone support a physiological breech birth.* Improved collaboration between
doctors and midwives could operate not only to facilitate continuity of care, but can
increase knowledge transfer and supported choices for women between planned
cesarean delivery and vaginal or physiological birth.
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Building respect and equality between medicine and midwifery will require
investing in communication and building relationships. In order to evolve toward
collaborative care teams, maternity care providers must prioritize time to simply sit
and talk, with open ears and mutual respect, not only within collaborative hospital
teams, but between the providers who work in hospitals and the providers who serve
women to give birth at home, in birth centers, or in rural clinics. The quality of com-
munication and trust between these professionals determines whether critical col-
laborative care moments go well or go poorly, and in an obstetric emergency, this
can mean the difference between life and death. Integrated maternity care systems
promote mutual respect between doctors and midwives as collaborative profession-
als, which enables the transparency and continuity of care necessary to optimizing
safety and quality of care.%

The need for integration based on equality is urgent, as perinatal studies for out-
of-hospital birth have made clear that the systems that fail to respect the human right
expressed in Ternovszky do not prevent the perinatal deaths associated with home
birth; they cause them. In the maternity care systems that respect and integrate mid-
wives and uphold women’s human rights in childbirth, planned home birth is as safe
as planned hospital birth.% In the systems where medicine still has a monopoly hold
over childbirth and has failed to integrate midwifery, and the state enforces the sta-
tus quo instead of women’s human rights, the result is preventable perinatal mortal-
ity for out-of-hospital birth.”” The only ethical and professionally responsible
conclusion to draw from studies showing higher perinatal deaths in non-integrated
systems is to work to improve integration, not to work to drive out-of-hospital birth
and midwifery further underground.®® Marginalizing midwifery and out-of-hospital
birth as illegitimate, underground healthcare choices is unethical and irresponsible
as a policy or a practice.® It is well known that it doesn’t work to tell women that
they are “not allowed” to make personal reproductive healthcare choices.” Women
make their reproductive choices for reasons that are unique to their own circum-
stances and history, whether the “authorities” like those choices or not. When the
state supports medical monopoly over childbirth by driving midwives underground
or refusing to recognize out-of-hospital birth, or when states subject out-of-hospital
midwives to unique legal persecution, the result is

e A lack of transparency between doctors, midwives, and their clients during pre-
natal care,

* A lack of transparency and communication between midwives and their backup
professionals during labor,

* Emergency medical services that lack the training and equipment for home birth
transfers, but don’t respect the midwives enough to let them help,

* Communication breakdowns between midwives and hospital staff during trans-
fer, and even

* Punitive neglect of the birthing women who transfer in from midwifery care,

all of which predictably lead to perinatal, and even maternal, deaths that could
have been prevented with timely medical treatment. Because violating Ternovszky
causes perinatal death, rather than preventing it, no state government can legiti-
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mately claim that it optimizes public health by failing to integrate out-of-hospital
birth. As an attorney working on cases involving home births, I have seen a pattern
of cases in which preventable deaths occurred as a result of these factors of non-
integrated care. In each case, the blame and fallout for these dysfunctions was laid
squarely on the shoulders of the midwives. Focusing blame on the midwife diverts
attention from the system dysfunctions and power dynamics that cause the bad out-
comes. Systemic issues are sidelined, and the career and skills of another experi-
enced provider are laid to waste.

It is time to put an end to the hierarchical, monopolistic maternity care systems
that were constructed on socially and economically discriminatory systems of sex,
race, caste, and of colonial oppression. These systems, and the millions of unnec-
essary surgeries currently imposed on birthing women, do not optimize maternal
and newborn health. Integrated systems with strong midwifery professions as the
first line for maternity care, in partnership and with reliable backup from medical
professionals, are the most effective, and most efficient, strategy for optimizing the
health of mothers, babies, and communities.”! Healthcare systems are shifting
from the old hierarchical models toward “team-based,” “patient-centered” care,
which is often called “woman-centered care” in the maternity context.”” This shift
reflects a movement away from the vertical model of care, in which doctors were
at the top, and everybody else (including the patient) was below them, to a model
in which the patient is at the center of a team of care providers, who are working
on a horizontal plane, as equal and complementary partners, to provide care as
needed for each individual. This transformation is achievable, but only with recog-
nition of the role of power and entrenched inequality in the construction and
dynamics of the current system.

Two Maternity Care Paradigms: U.S. and The Netherlands

There is more than one way to understand childbirth, to approach it as a healthcare
event, and to experience it as a birthing woman. I discovered this in 2007 when I
moved from the United States to the Netherlands, when I was pregnant with my first
child. The Dutch maternity care system developed on the model that childbirth is a
normal physiological event, with the potential to become pathological or to require
medical treatment in some cases. This paradigmatic concept of childbirth contrasted
with the model of childbirth on which U.S. maternity care was developed. U.S.
healthcare has long framed pregnancy and childbirth as medical events by defini-
tion, in which pathology is anticipated and can only be safely avoided or treated
through medical management and delivery.” The Dutch concept of childbirth as a
normal physiological event gave rise to a strikingly different twentieth century
maternity care system, in which healthy women gave birth with midwives, usually
at home, and were referred to doctors and hospitals only in the event that a medical
issue arose during the pregnancy or labor. The Dutch system therefore maintained a
strong, independent, well-trained midwifery profession, that has always worked in
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collaborative partnership with medical providers to serve the birthing population. In
the United States, the American Medical Association conducted a concerted public-
ity campaign in the early twentieth century to eliminate midwifery as a profession,
and to put all women under the care of doctors, in hospitals, for childbirth.™
Childbirth was framed as an event that is pathological in nature and that requires
medical intervention—including pharmaceuticals, episiotomies, and instrumental
deliveries—even in normal labors.” While healthy Dutch women were giving birth
at home with midwives, and Dutch doctors were using their skills on the cases that
required medical expertise, healthy U.S. women were giving birth under general
anesthesia or “twilight sleep,” were routinely subject to instrumental deliveries, and
were separated from their babies while they recovered from anesthesia and regained
consciousness.

Despite the success with which Americans were convinced that giving birth at
the hospital was itself critical to safe delivery and good outcomes, the Dutch home
birth system has always had better birth outcomes than the U.S. hospital birth sys-
tem.”0 As the U.S. model was exported to every other developed nation as authorita-
tive and modern, the Dutch system has stood as an indictment of the narrative that
hospital birth for all women is necessary to public health and safety. When a
European study of perinatal outcomes in 2004, Peristat, indicated that the
Netherlands ranked near (but not at) the bottom compared to 29 European nations,
hospital birth proponents quickly and vocally declared that the home birth system
was responsible for these outcomes. Dutch researchers then conducted the largest
home birth study of all time, of over half a million births, to determine whether
home birth was affecting its perinatal outcomes. The study proved conclusively that
planned home birth, in the integrated Dutch birth system, had equal perinatal out-
comes compared to planned hospital birth.”” Further studies indicated that the causes
of the Peristat rankings had more to do with differences in the point at gestation
when the Dutch system would implement care for extremely premature babies, so
that if 24 or 28 weeks were taken as the baseline instead of 22 weeks, the disparities
disappeared. The next Peristat study in 2010 showed the Dutch outcomes to have
moved toward the middle compared to other European nations. Nevertheless, media
articles had so persistently and effectively drawn a link between Dutch perinatal
outcomes and its home birth system that the Dutch home birth rate has fallen signifi-
cantly, and many people both within the Netherlands and abroad have the inaccurate
impression that “studies show” that Dutch home birth kills babies.”

Until recently, the majority of Dutch women gave birth at home. Since the media
campaign following Peristat, the percentage has fallen to somewhere between 15
and 25%, but this number still reflects hundreds of thousands more babies born at
home than any other nation. If home birth increased the risk of perinatal death by
3-10 times, as U.S. obstetricians have asserted, the Netherlands would have long
been famous for having many thousands more perinatal deaths than any other
nation. Discussions of Peristat and its implications, which turn on the outcomes in
2—4 births per 1000, obscure this basic fact.

As a pregnant American woman planning to give birth in the Netherlands, I had
a supported healthcare choice to give birth at home or in the hospital. If I chose to
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give birth at home, my mainstream health insurance company would not only pay
for that choice, but would mail me a box of home birth supplies. I could rely on
open, respectful communication between my midwife and the medical providers on
whom I might have to rely if a medical problem arose. During my prenatal care, my
midwife and our medical backup team would share records and plans transparently,
and could get on a call and discuss how to collaboratively resolve any issue with my
care in order to maximize safety for my baby and myself. I knew that if I needed to
transfer to a hospital during labor, the ambulance services would be trained and
equipped for assisting a woman in labor or postpartum, or for providing emergency
care to a neonate. I didn’t have to fear that hospital providers would impose their
moral opprobrium for my choice to give birth at home by neglecting me, ignoring
me, or mistreating me, or by refusing to work with my midwife. All of these factors,
which come down to the willingness of the healthcare system and the medical pro-
fession to support and legitimize women’s reproductive healthcare choices, are
critical to ensuring safety for out-of-hospital birth. Because the Dutch maternal
healthcare system had no political or economic investment in protecting a medical
monopoly over maternal healthcare, I could safely choose to give birth at home,
with a midwife.

Within a system that enabled the healthcare support for a free choice between
giving birth at home or in a hospital, with a doctor or with a midwife, I could
explore the clinical reasons for each choice. Like most women, my goal for the birth
was to maximize my chance for a healthy outcome for my baby and myself. I
wanted to give myself the best chance for a normal physiological birth, while ensur-
ing that medical treatment would be available if the need for it arose.

I was privileged to receive consistent prenatal care and enjoy good nutrition dur-
ing my pregnancy in the U.S. and after my move to the Netherlands, 7 months into
my pregnancy. Which of my healthcare options for labor and delivery would maxi-
mize my goal for a healthy, safe birth? While some women would feel safer laboring
in a hospital, I anticipated that I would personally feel more relaxed in my home
environment. In order to attempt an unmedicated birth, I would need to be able to
move, vocalize, and behave as my body dictated during the birth. I knew that I
would be less inhibited to do those things in my home, with a midwife I knew and
trusted, than in a hospital room with on-call nurses and doctors. I wanted to avoid
the imposition of EFM and its associated risks, and to minimize my risk of an
unnecessary cesarean section. I would not mind having a cesarean section, or any
other intervention, if it was necessary for my baby or myself, but I would mind hav-
ing a cesarean section that I didn’t need.

I gave birth at home with the support of my midwife, Laura van Deth, in 2007,
and then again in 2010. In both of these births, my midwife offered me individual-
ized support to overcome complications that could easily have resulted in cesare-
ansections in a hospital setting. Both times, I gave birth in the circumstances that I,
personally, needed including immersion in warm water that supported my body
through the movements of labor and supported my perineum so that I didn’t tear.
My midwife handed my baby to me even as she supported it coming out of my body,
and was peaceful and quiet around the baby, myself, and my husband as we all
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gazed on each other for the first time. I experienced the oxytocin bliss that I first
read about in Ina May Gaskin’s books.” The undisturbed minutes after the birth
created a sacred memory for our family, and a peaceful initiation into life for my
baby, and into parenthood for myself and my husband. Although I could have relied
on the medical system to support us if we needed to transfer, we didn’t need to go
to the hospital during the labor or afterward. We got into bed and rested.

After the birth, I received another normal service of Dutch maternity care: a full
time post-partum support nurse, in my home, for at least 8 days after the birth, and
up to 2 weeks if the birth is complicated by something like a cesarean section or
twins. This kraamverzorgster is a nurse who monitors the mother’s recovery, mea-
suring her fundus, checking her perineum, and charting her temperature, and also
monitors the newborn, charting their conditions in a little book that they can share
with their doctors and keep as a record of the postpartum period. She makes sure the
mother is drinking and eating, grocery shops, cooks, and cleans—not only laundry
and keeping things tidy, but disinfecting the toilet and shower and making the bed
up fresh every day. The kraamverzorgster teaches a first-time mother everything
about caring for a newborn, letting me lie in bed and watch her as I rested the day
after the birth, and then adding one new thing that I could do myself, like hold the
baby while bathing him without dropping him, until the last day I was doing it all,
and she was watching me. As she did all these things for me, I wondered what my
friends in the U.S. were supposed to do without such thorough postpartum sup-
port—or in many cases, any support at all? How are women without postpartum
support supposed to learn all the things about newborn care that my kraamverzorg-
ster had taught me—watch a YouTube video? Why wasn’t post-partum care part of
what they could expect from their healthcare system?

The cost of my home birth and 8 days postpartum support in the Dutch birth
system—which was fully covered by mainstream health insurance, with no co-pays
for our family—was around $7500. The cost of a vaginal hospital birth in the U.S.
that left a woman with stitches and no postpartum support was usually at least twice
that, and cesarean sections more expensive than that.®® Maternal healthcare that
meets the real physiological needs of women for labor and postpartum support is
not an unaffordable luxury. It is a necessity that women have the human right to
expect their healthcare system to be equipped to provide.

The radical implication of Ternovszky was that it required the state to dismantle
legal and systemic inequality between medicine and midwifery, and to restrain
medical monopoly over maternity care. Given the centuries that went into con-
structing the status quo of that monopoly, it is not surprising that this human right
is not yet a reality. Similarly, the power dynamics in place between birthing women,
providers, and medical institutions that undermine woman-centered care and
informed consent and refusal are based on long histories of inequality, and are cur-
rently held in place by powerful economic forces. The human rights framework
demands that entrenched systems built on human rights violations realign, or even
dismantle, if necessary to fulfill the human right. Governments are obliged to move
toward more perfect recognition and protection of human rights, even when doing
so is inconvenient to prevailing interests. The evolving global awareness of human
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rights in maternal healthcare holds the potential to direct a new approach toward
eliminating existing dysfunctions and optimizing the systems of support in place
for pregnant women and babies.
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The Periviable Cesarean Section: Can a Case
Be Made for Expanding Beneficence
in Decision-Making?

Tara A. Lynch and Paul Burcher

Periviable preterm birth is a medically complex and emotionally challenging obstetric
scenario characterized by large variations in both clinical practice and patient prefer-
ences. Some guidance has been provided for obstetric care providers from organiza-
tions such as the American College of Obstetricians and Gynecologists (ACOG) and
the Society of Maternal Fetal Medicine (SMFM) (Raju et al. 2014). However, clinical
application of these recommendations can be difficult. In order to support both
patient autonomy and follow best medical practices, potential obstetric interventions
require significant shared decision-making between physicians and patients.

In 2015, we published an article in Ethics in Medicine justifying the translation
of informed assent, non-dissent, and unilateral physician decision-making to cases
of periviable birth (Lynch and Burcher 2016). We agreed with Frank Chervenak and
Laurence McCullough who argue that aggressive obstetric management is contrain-
dicated in periviable pregnancies where there is only the potential for iatrogenic
harm, without any benefit (Chervenak and McCullough 2013a, 2013b). Using the
scenario of a cesarean section for a 22-week fetus, they argue that maternal harm
from the cesarean section at this gestation is not counterbalanced by improved fetal
outcome. In a straightforward sense, to perform a cesarean section would violate the
principle of nonmaleficence because the possibility of patient harm is not counter-
balanced by some benefit to her or her fetus. Accordingly, cesarean sections before
23 weeks are generally understood to be medically inappropriate. Furthermore,
because the request for cesarean section is most often based on unfounded hopes for
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improved fetal outcome, there is general consensus that a cesarean section should
not be performed, even upon maternal request (Chervenak et al. 2007). But the
question we wish to consider is whether maternal benefits could justify a periviable
cesarean section in a setting where there is no conceivable fetal benefit. That is,
while we acknowledge that, in general, cesarean sections before viability are likely
to violate the principle of nonmaleficence, we would like to consider whether there
could be exceptions to this grounded in an expansive notion of maternal beneficence
that goes beyond the medical indications and risks of a procedure. The discussion
will begin with developing the argument for expanding the notion of maternal
beneficence using a recent case we encountered. The second section applies this
concept to periviable circumstances and addresses the strengths and shortcomings
of this argument by analogy.

Elective Cesarean Section at Term for Maternal Benefit

A recent case we encountered of an elective cesarean section at term first raised this
question for us. We have changed some details to de-identify the case. A 40-year-old
woman with large uterine fibroids requested an elective cesarean section at 39 weeks
for a fetus with a known fatal anomaly. The anomaly would be rapidly fatal after birth,
and up to half of fetuses with this anomaly do not survive labor. In general, a cesarean
section is not recommended for this fetal condition as there is no conceivable fetal
benefit to cesarean delivery for these fetuses. This patient had been counseled exten-
sively about her risks of hemorrhage, hysterectomy, and death, as she did not accept
transfusion of any blood products for religious reasons. Her risks of a cesarean section
were higher because she had multiple fibroids, which increase blood loss, and she was
refusing all blood products. It was clear with extensive counseling that the couple was
under no illusion that the baby could possibly survive, and they undoubtably recog-
nized the lack of long-term benefit to the fetus by performing a cesarean section.

The patient had articulated that her goal for the pregnancy was to hold a living
baby. Even though she understood the prognosis, having the baby die during labor,
before she could hold him, was unacceptable to her. At 40 years old, she recognized
that she was unlikely to achieve a pregnancy again, and she stated clearly that she
was willing to risk her life in order to hold her son before he died. Her husband sup-
ported her decision. They had no lack of clarity about any of the medical facts
regarding her risks or the prognosis of her baby. After counseling by both maternal-
fetal medicine specialists and an ethics consultation, the care team agreed to per-
form an elective cesarean section at their request.

We struggled with how to frame our understanding of this case, and settled on an
expansive sense of beneficence that moves beyond a strict medical model of physi-
cal harm and benefit. While this benefit could be couched in psychological lan-
guage, we prefer to state it more simply: The patient was expressing a strong desire
that was realistic and achievable through an intervention we could provide, albeit at
significant risk to her. Although we recognize that this could also be framed in terms
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of patient autonomy, we will frame it as accepting the patient’s appraisal of the good
and incorporating it into the weighing of benefits and harms associated with the
procedure. Starting from patient autonomy only leads back to beneficence because
the right to request a procedure is not unlimited. In order for a patient to choose a
procedure, and for a physician to accept this choice, the risks and benefits must be
favorably balanced. But in the case discussed here, the balance is only favorable if
you expand beneficence to include non-medical goals.

The patient underwent a cesarean section without any complications, and was
able to hold her baby for several days before he died at home with them. In this case,
we believe, performing the cesarean section was ethically permissible, even though
it violates a commonly accepted medical guideline in that she was placed at signifi-
cant medical risk without any countervailing medical benefit. She was able to fully
understand and accept the risks associated with this decision, and therefore was
making an autonomous and informed choice to have a cesarean section. While these
circumstances are not perhaps unique, it is in our experience relatively uncommon
for the care team to acknowledge a larger sense of beneficence beyond a strict medi-
cal framework. Had this same patient stated that she desired a cesarean section for
an unrealistic sense of fetal benefit, we would argue that this is a distinctly different
scenario and a cesarean section would not be ethically permissible.

Expanded Maternal Beneficence in Periviability

In order to illustrate what we mean by expanded maternal beneficence, consider a
40-year-old woman at 22 + 0 weeks gestation with a pregnancy conceived through
in vitro fertilization with her last embryo. She has had 4 prior pregnancy losses,
including an intrapartum demise at 19 weeks. She presents with preterm premature
rupture of membranes and fetal malpresentation. During discussion, the patient
states that this is her last attempt to have a child and her one desire is to hold the
baby alive. There is another large gush of fluid and a cord prolapse is diagnosed. Is
it ethically permissible to perform a cesarean section even though there is no fetal
benefit and the fetus will likely die intrapartum? If you do a classical cesarean sec-
tion, there will be an increased risk of blood loss, as well as an increased risk for
transfusion, infection, adhesion formation, and hysterectomy. And this will still not
assure fetal survival. Still, perhaps there is a justification in this scenario for a cesar-
ean section if, despite fetal physiologic futility, the procedure would promote both
maternal autonomy and beneficence.

This new case can be understood as having ethical relevance by analogy to the
previous scenario. While periviable decision-making and decision-making about
the term fetus with fatal anomalies are different in some respects, both involve a
fetus with little or no hope of survival, which has obvious impact on medical and
patient decision-making regarding birthing options. We argue that there are certain
situations when performing a cesarean section at 22 weeks gestation is ethically
permissible, despite current guidelines, if an expanded sense of beneficence is



110 T.A. Lynch and P. Burcher

accepted because the balance of beneficence and nonmaleficence becomes
favorable.

Most arguments for refusal of cesarean section for a fetus at 22 weeks gestation
or less are justified by the concept fetal physiologic futility (Chervenak et al. 2007).
In other words, the cesarean section can have no reasonable expectation to result in
the hoped for outcome of a live infant. In this line of reasoning, the risk of harm to
the mother is not counterbalanced by any benefit. Justifying refusal of cesarean sec-
tion in these terms reduces the desired outcome to only fetal survival. However, the
mother in our case above is not expecting her baby to survive; her desired outcome
is to hold her baby before his expected death. By expanding the desired outcome to
include maternal benefits chosen by the woman and grounded in her goals and val-
ues, the principles of maternal beneficence and autonomy are being upheld without
violating the principle of nonmaleficence.

The idea that non-medical maternal benefit may counterbalance the potential risk
of physical maternal harm is not widely recognized by physicians, but we are not the
first to suggest this possibility. In fact, a similar scenario was presented in a Mayor
and White 2015 Hastings Center Report case report by Mejebi Mayor and Amini
White. The case involved a request for an elective cesarean section for a fetus with
confirmed Trisomy 13. The authors asserted that maternal beneficence and autonomy
were being supported by the psychological benefit the cesarean section was provid-
ing the patient. By performing a cesarean section the mother was able to participate
in spiritual and emotional practices that were important to her, and this sufficiently
counterbalanced the potential iatrogenic harm of a term planned cesarean section.
Preterm birth is associated with a high rate of maternal depression, post-traumatic
stress disorder, acute stress disorders and anxiety. Interventions that potentially miti-
gate the psychological impact of preterm delivery may reduce maternal morbidity
(Greene et al. 2015; Jubinville et al. 2012; Misund et al. 2013, and Vigod et al. 2010).
This, in turn, can be seen as promoting beneficence and nonmaleficence.

If the patient’s life values and goals are supported by realistic emotional and
spiritual objectives that can only be achieved by a cesarean section and are not
grounded in false hope, and if the risks of the procedure are fully understood and
accepted, then the patient is truly making an autonomous decision that can be sup-
ported by physicians within this expanded conceptualization of beneficence. The
decision to support a request for elective cesarean section includes some judgment
regarding whether the request is grounded in the patient’s values, whether the
expected benefit is in fact achievable, and if achievable, whether it is only achiev-
able by this more invasive method of giving birth (Chervenak et al. 2007).

While the reasoning above provides support for expanding the notion of benefi-
cence as a justification for periviable cesarean section birth in some cases, it does
not provide a rationale for cesarean sections for fetal indication below viability.
Current guidelines do not recommend a cesarean section for fetal indications at less
than 23 weeks gestation. Furthermore, outcome data indicates those infants born at
less than 23 weeks gestation have a 5-6% survival with 98-100% having significant
morbidities. (Ecker et al. 2016). At this time, a cesarean section performed at 22
weeks gestation in the hope of improved fetal outcome and survival is medically
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inappropriate. A physician could not claim that the cesarean section would promote
the patient’s life goals because the benefit sought by the patient, improved fetal
outcome, is grounded in an unrealistic hope. Further, a patient’s decision cannot be
considered autonomous because the patient is not demonstrating understanding of
the medical facts. Therefore, this distinctly different clinical scenario should not
result in cesarean section, even on maternal request.

Limits of Expanded Beneficence in Periviability

However, even if the patient has a reasonable justification for a cesarean section,
such as our example of a patient with her desire to hold a live infant, there are other
problems with periviable decision-making that are not present in our term elective
cesarean section example. Other authors have analyzed term cesarean section and
determined that the low risk of this particular procedure can support elective cesar-
ean section without fetal benefit (Lannon et al. 2015). But periviable cesarean sec-
tion is different. At this preterm gestation, a classical cesarean section is frequently
required. This particular procedure has increased risks of uterine rupture, abnormal
placentation, blood loss, longer operative times and longer hospital stays as com-
pared to low transverse uterine incisions (Gyamfi-Bannerman et al. 2012; Lao et al.
1993, and Bakhshi et al. 2010). In fact, even low transverse uterine incisions (the
procedure for a term cesarean section) at preterm gestation have increased risks for
future uterine rupture as compared to term cesarean sections (Lannon et al. 2015).
The risks of a preterm cesarean section are much higher than that of a term cesarean
section, and therefore require a more significant and lengthy discussion with the
patient to provide adequate informed consent, and perhaps a greater maternal ben-
efit is needed to counterbalance the increased risk.

Another relevant difference between the scenario of the term fetus with fatal
anomalies and the periviable preterm delivery is the amount of time that can be
afforded to counseling. The patient with the term fetus had months to meet with
counselors, physicians, and ethics consultants. Most importantly, she had time to
consider all of her options. This allowed for a unique dialogue to occur which per-
mitted shared decision-making and informed consent. Cases of periviable preterm
birth do not follow this same timeline. Not only does the length of the gestation (22
weeks vs. 39 weeks) impact this, but also the urgency that often accompanies these
clinical situations. For instance, our 22-week preterm example involves a cord pro-
lapse, which is typically an obstetric emergency. In these cases, decisions are made
in seconds rather than weeks. In 2013 Kirsten Salmeen and Cynthia Brincat pub-
lished a retrospective study of unplanned cesarean sections from 32 to 42 weeks and
determined that the interval from informed consent to cesarean section was typi-
cally only 50 minutes (Salmeen and Brincat 2013). Other studies have demonstrated
that 25% of patients who undergo emergency surgery report insufficient time to
consider the consent form (Akkad 2006) and cannot recall the risks of the procedure
(Odumosu et al. 2012). Preventive ethics is a proposed method of improving this
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suboptimal situation: Discussions of complications related to cesarean section could
be discussed throughout a patient’s prenatal care (Chervenak and McCullough
2013a). However, this seems unrealistic for periviable birth. For some academic
institutions the cesarean section rate approaches 30% (Nippita et al. 2015) whereas
periviable preterm birth has an estimated incidence of 0.03—1.9% (Chauhan and
Cande 2013). Providing counseling regarding periviable decision-making to the
general population of obstetric patients is not justified given the low incidence of
this complication, and the likely anxiety that such counseling would produce. So
while preventive ethics is appropriate for providing more adequate informed con-
sent for cesarean section in general, it is not extendable to the complex informed
decision-making required in periviable settings.

Furthermore, these patients are often transported to tertiary-care centers miles to
hours away from their homes and are meeting care teams that they have never
encountered before. In cases of a periviable preterm cesarean section as compared
to a term cesarean section, the short initial interaction between a recently trans-
ported patient and the accepting physician may not allow for adequate informed
consent for an elective cesarean section, particularly if the discussion includes fac-
tors relevant to our expanded notion of beneficence: The patient needs to weigh the
considerable risks against her own sense of benefit, and the physician needs to
assess whether the patient’s expected benefits are founded in the medical facts or
not. Non-indicated elective surgeries require careful delineation of risks in order to
adequately provide informed consent (Burcher et al. 2013). So, for our example of
a 22-week fetus with cord prolapse, it is impossible to imagine that a full discussion
of the risks of an elective classical cesarean section could be performed in that lim-
ited timeline. The situation does not provide the opportunity to meet the minimum
necessary threshold for informed consent to ethically justify a periviable elective
cesarean section. In contrast to the majority of term laboring cesarean sections,
which are medically indicated, a cesarean section at 22 weeks is elective, in the
sense that the indication is maternal request, and currently not recognized by profes-
sional organizations. Therefore, the decision to proceed with this would require
time, time that may be only afforded in rare scenarios of periviable birth.

Periviability will continue to be a challenging obstetric scenario. With advancing
medical technology pushing the threshold of fetal survival to earlier and earlier
gestations, viability continues to be a moving target. As the medical facts shift,
goals that were previously unrealistic may become more realistic. But this will not
change the principles required for good decision-making and the need to communi-
cate complex information in often in stressful circumstances with little time. In the
setting of periviability, when maternal goals are realistic, and adequate informed
consent of the risks of the procedure has been provided, a cesarean section at 22
weeks gestation may be ethically permissible. Expanding the notion of beneficence
to include psychological or spiritual benefit, without opening it up to unrealistic
appraisals of the medical situation, admits an exception to the guidelines on perivi-
able decision-making.
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“Teaching Morality by Teaching Science:”
Religiosity and Abortion Regret

Alesha Doan and J. Shoshanna Ehrlich

Introduction

In 2007, in the case of Gonzales v. Carhart (Carhart), the United States Supreme
Court upheld the federal “Partial-Birth” Abortion Ban Act of 2003, which criminal-
ized the performance of intact dilation and evacuation abortions (D & E’s) unless
necessary to save the life of the pregnant woman. Disregarding expert testimony
that this late second trimester procedure in which the fetus is removed from the
uterus intact may be a woman’s safest option, since, among other advantages, when
compared to an abortion in which the fetus is disarticulated, it reduces “the risk of
cervical laceration or uterine perforation” as well as “the risk that fetal parts will
remain in the uterus” (Carhart 2007: 161) the Court instead focused on the proce-
dure’s “disturbing similarity” to the “killing of a newborn infant” and its resulting
“power to devalue human life” (Carhart 2007: 158, quoting Congressional Finding
(14)(L)). Laying the groundwork for its embrace of the abortion regret trope, which,
as we argue in this paper, is rooted in a religious conception of women’s place in the
natural order, the Court indicates that this procedure is inherently incompatible with
women’s true nature in light of the fact that “respect for human life finds an ultimate
expression in the bond of love the mother has for her child” (Carhart 2007: 159).
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Although expressly acknowledging that it lacked any “reliable data to measure
the phenomena,” grounded in this maternalist framing of female identity, the Court
nonetheless authoritatively asserted it was “unexceptionable to conclude that some
women come to regret their choice to abort the infant life they once created and
sustained” and that “[s]evere depression and loss of esteem can follow” (Carhart
2007: 159). The sole authority the Court cited for this proposition was the amicus
curiae brief of the conservative Justice Foundation, which includes sworn testimo-
nies from 180 women injured by abortion gathered by Operation Outcry—a self-
described ministry of the Foundation.!

Starting with Justice Ginsburg in dissent, who lambasted the majority for its
paternalistic invocation of “ancient notions about women’s place in the family and
under the Constitution [that] have long been discredited” as the basis for depriving
“women of the right to make an autonomous choice” (Carhart 2007: 188), much
criticism has been leveled at the Court’s reliance on the concept of abortion regret
to justify its result. In addition to likewise objecting to the decision’s outmoded
gender protectionism, commentators have also critiqued the Court’s disregard of
scientifically reliable research on the mental health consequences of abortion, and
its misapprehension of the concept of regret.> However, far less has been written
about the religious roots of the regret doctrine and the serious concerns that this
raises about the Court’s embrace of this antiabortion rationale, which has since infil-
trated the legal and political discourse in the guise of a legitimate secular justifica-
tion for limiting women’s abortion rights. This paper seeks to fill this gap.

We begin by discussing our methods, which includes 21 interviews and a textual
analysis of two primary sources. Drawing upon our interviews with antiabortion
activists, whose work is largely animated by their experiential knowledge of abor-
tion’s harm, we highlight the infusion of religious beliefs in their outreach work to
counsel “abortion-minded” women.®> We then examine how male antiabortion lead-
ers harnessed this knowledge to craft a strategy designed to end the nation’s “cov-
enant with death” and advance the “Christian renewal of our society” (Reardon
1996: 99), thus importing what had been a privatized therapeutic discourse into the
political arena. In conclusion, we document the religious roots of the legal strategy
to bring the voices of “post-aborted” women to the Supreme Court in order to per-
suade the Justices that abortion harms women.

'The brief was co-authored by Allan C. Parker and Richard Clayton Trotter, Executive Director
and General Counsel respectively for the Justice Foundation, as attorneys for the amici, who, in
addition to the 180 women injured by abortion, includes Sandra Cano, the former “Mary Doe” of
Doe v. Bolton (410 U.S. 179 (1973)), the companion case to Roe v. Wade (410 U.S. 113 (1973)).
The testimonies of the 180 women are included in Appendix B and are liberally quoted from in the
body of the brief.

2For a sampling of this literature, see: Madeira (2014), Siegel (2008a), Siegel (2008b), Turner
(2008), Guthrie (2008).

3The interviews included in this paper were conducted with activists who counsel “abortion-
minded” and “post-abortive” women. Eighteen of the interviewees work in CPCs and three work
in prolife organizations that engage in political activism in addition to counseling women.
Throughout the paper, we refer to interviewees as activists when referring to the group as an undif-
ferentiated whole and as counselors when referring specifically to those working in CPCs.
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Methods

The findings presented in this paper are part of a larger project that is based on 50
in-depth interviews conducted with 26 prolife activists and 24 prochoice activists
from 2007 to 2012. In this paper, we exclusively focus on the interviews conducted
with 21 prolife activists who have counseled “abortion-minded” and “post-abortive”
women. Sixteen of the interviewees are crisis pregnancy center (CPC) counselors
and the other five interviewees are activists who have counseled women but work in
prolife organizations that engage in a more expansive political agenda that includes
traditional and nontraditional political activism. The majority of interviews (16)
used in this paper were conducted between April 2010 and November 2012; five
were conducted in 2007. Each interview lasted an average of 90 minutes.

The initial purposive sample of activists was obtained through an online search
to identify grassroots organizations operating at different locations in a Midwestern
state that has an active prolife movement. Concentrating on one state provided an
opportunity to explore and contextualize participants’ relationships with clients in
more depth. Participants were recruited via multiple phone calls and emails to their
organizations, and interviews were scheduled with activists who expressed interest.
Many participants were reluctant to be interviewed by an academic researcher.
Consequently, the recruitment process took several months to establish trust with
participants. Engaging in observation at activists’ organizations and events served a
dual purpose of building trust with activists, and providing background information
for the research. We initially interviewed ten individuals affiliated with eight differ-
ent grassroots organizations. After conducting these interviews, we relied on a
snowball sample whereby participants suggested 11 additional individuals to inter-
view affiliated with their respective group.

With the exception of one phone interview, the remaining 20 were conducted in
person using a semi-structured, open ended format. Participants were asked general
questions pertaining to two themes related to personal beliefs and organizational
strategies. For example, participants were asked about their belief system, their
beliefs about women seeking abortion, and their involvement in the prolife move-
ment. Organizational questions probed participants about the strategies and tactics
used by their respective organizations, the horizontal and vertical relationships
between their organization and other groups in the movement, and the influence of
their particular group, and the movement as a whole, on policy and culture. Follow
up questions were asked for clarification or to probe respondents about a topic, feel-
ing or idea they introduced in the course of answering more general questions.

Sixteen of the interviews were conducted at activists’ organizations and one
occurred over the phone. Four of the participants preferred to be interviewed else-
where including coffee shops, hotel lobbies, and private offices. The gender and
race of respondents is heavily skewed toward female and white. Sixteen participants
are women and five are men; two women identified as African American and the
remaining 19 participants identified as white. All interviewees identified as
Christian, heterosexual, and their ages ranged from 24 to 74 years old, with 50-59
being the median age category.
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Pseudonyms are used for all participants, and human subjects’ approval was
granted for this research. Participants were given a verbal and written description of
the project and each participant was required to read and sign a written consent
form. Respondents were provided with a copy of the consent form that apprised
them of their rights and contained contact information for the researchers and the
human subjects committee that approved the research.

All of the interviews were audio recorded and transcribed verbatim. Interview
data were analyzed based on repeated close readings of the transcripts using an
inductive and interactive approach to the analysis (Maxwell 2012; Thomas 2006).
Through this approach, we used a multi-phased open coding format to catalog dom-
inant and frequent themes that emerged from the data. Ultimately, more themes
emerged from the data than we present here, where we focus on prolife interviewees
primarily working in CPCs. Across the interviews with prolife activists, we noted
themes that fit into the abortion regret narrative: Experiential knowledge of abortion
regret, religious beliefs, social construction of women and motherhood, and the
aggregation of abortion regret experiences. These themes exist as discrete units but
activists frequently wove them together in a larger narrative during the interviews.
These themes were then used to continually compare across participants to support
themes, refine subthemes, and identify additional themes that emerged over the
course of the interviews, which we used to inform the writing of the present paper
(Maxwell 2012; Thomas 2006).

We used a similar inductive and interactive approach to conduct a textual analy-
sis of two primary sources written by David Reardon, a prominent antiabortion
leader. These two original texts, Aborted Women: Silent No More (1987) and Making
Abortion Rare: A Healing Strategy for a Divided Nation (1996), contain Reardon’s
vision and strategy for engendering political and spiritual success for the antiabor-
tion movement in the twenty-first century. We initially engaged in a close reading of
these primary sources to begin to identify the dominant and frequent themes emerg-
ing from the texts, which in turn, were used to refine subthemes, identify other
concepts, and compare themes within each primary source. We present the emer-
gent themes from the interviews and textual analysis below.

Abortion Regret in the Crisis Pregnancy Centers

CPCs are the foundation of the outreach branch of the antiabortion movement.*
Religiously oriented, most CPCs are members of large explicitly Christian-based
umbrella networks that adhere to Biblical principles and seek to promote “God’s
Plan for our sexuality” (Heartbeat International 2016; Care Net 2016). Within this
devout and deeply feminized space, the staff offers “abortion-minded” women
directive counseling as well as free material resources, such as clothing, diapers,

“In this paper, we use the terms “antiabortion” and “prolife.” The latter is used when referring to
interviewees who self-identify themselves as prolife.
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and formula, in order to steer them away from abortion. Counselors center their
work around protecting women from abortion regret, which, as developed further
below, they experience and understand as a genuine condition.

Much of the intensive and time consuming labor provided at CPCs is performed
by volunteers who gain compensation through assisting clients—almost exclusively
pregnant women—in a more intimate, relational setting, as compared to other more
public forms of antiabortion activism, such as protests and sidewalk counseling
(Munson 2009). In any event, those working within this branch of the antiabortion
movement, whether volunteer or paid, “feel that feminized, relational approaches
carried out woman-to-woman represent the best strategies for preventing abortion
and converting clients,” and they “often explicitly claim legitimacy for their posi-
tions based on their gender” (Kelly 2012: 204, 217). Embodying traditional gender
norms and qualities that exemplify nurturance, empathy and selflessness, CPC
counselors can thus contribute to the underlying activism of the antiabortion move-
ment through empowering and educating clients without compromising their
female-centered identities by affiliating with the more male-identified world of
antiabortion politics.

Reinforcing both the gendered and the religious nature of this antiabortion space,
our interviews showcase two mutually-reinforcing factors that drive the work of
CPC counselors—their individual embodied experience of abortion coupled with an
abiding belief that abortion is an active interference in God’s ordering of creation—
a belief that, as developed below, directly informs this embodied knowledge. Fusing
experience and belief, these interviews highlight the dualistic nature of this femi-
nized direct service work—namely, the seamless interweaving of evangelical mis-
sionizing into the more familiar goal of dissuading abortion-minded women from
terminating their pregnancies.

Our interviews revealed that activists learn about abortion regret through two
types of experiential knowledge, embodied or empathetic. Embodied knowledge
“refers to personal perceptions of bodily experiences and sensations (e.g. preg-
nancy),” while empathetic knowledge “is derived from close association with others
living with a particular experience (e.g. care-giving)” (Boardman 2014: 138).
People’s belief systems and moral views shape their interpretation of both forms of
experiential knowledge and structure the internalization of it (Casey and McGregor
2012; D’ Agincourt-Canning 2005; Potter et al. 2008). Largely owing to the incar-
nate origin of experiential knowledge, individuals often emphatically embrace their
experiences as truth and equate it to more generalized knowledge and fact (Borkman
1976). However, both embodied and empathetic experiential knowledge are rooted
in a specific experience and are, by nature, incomplete. The unique and limited scope
of experiential knowledge also means that experiences of a condition can only ever
be partial because they are bound by time and interpretation (Boardman 2014).

Regardless of the subjectivity and boundaries of experiential knowledge, inter-
viewees discussed abortion regret vis-a-vis their experiential knowledge. While 10
activists drew on embodied knowledge and 11 relied on empathetic knowledge, they
all shared a common belief that abortion enables women to circumvent and usurp
God’s natural ordering of the world. They uniformly identify this irreparable
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transgression as the cause of abortion regret, which represents the symptomatic
manifestation of deviating from this maternal norm. Activists’ desire to prevent
women from suffering abortion regret was a key motivator for them to participate in
the prolife movement.

Among the 16 women we interviewed, ten pointed to their intimate embodied
knowledge of abortion regret as the catalyst for their participation in CPCs. The
intense aftermath of abortion was acutely felt by these women and their firsthand
experiences formed the basis for their understanding of abortion as an act that has
long-term—and even irrevocable—consequences. As Marsha, the director of a cri-
sis pregnancy center explained:

A procedure that was supposedly going to be a simple procedure, had over 30 years of last-
ing impact on my life ... I've had screwed-up relationships because a fear of people finding
out who I was ... And so masquerading who I really was, and not ever letting people get to
know who I was ... And that’s just part of that guilt and the shame that I carried from having
had an abortion that really robbed me (Interview 2007).

Throughout the interview, Marsha repeatedly traced the origin of her life struggle
with failed relationships and depression to her abortion. She used her experience
with abortion regret to fuel her through the exhaustive hours of emotional labor put
in at the CPC because her “personal calling” is to use her experience to counsel
women “one-on-one” in hopes that they will forego aborting their pregnancy.

Similarly, Abby, who volunteers her time at a CPC, explains how as a teenager,
her lack of agency over the decision to abort, amplified her negative experience:

My dad made me have an abortion when I was 16. I didn’t have a choice. And, that was the
worst day of my life. I tried to commit suicide afterwards. I turned into a mess afterwards.
So that experience ... it haunted me (Interview 2010).

Retrospectively reflecting on her teenage abortion experience, Abby attributes
the difficulties she has had in her adult years, particularly with depression, main-
taining relationships, and parenting struggles, to the lifelong arc of abortion regret.

Embodied experiential knowledge of abortion regret populated the stories told
by multiple counselors like Michelle who succinctly stated, “People don’t know
unless you have had an abortion. The depth of the psychological impact, the physical
impact, the spiritual impact” (Interview 2012). Across interviews, women often ref-
erenced their unique position of being able to relate to other “post-abortive” women
because they had “walked in the same shoes.” Relying on their own experiences,
women claimed authority about the validity of abortion regret and used it as a start-
ing point to interact with clients.

For other activists, including all five male interviewees, abortion regret was a
phenomenon that they learned about through empathetic experiential knowledge.
Richard’s understanding of abortion regret has been informed by the empathetic
experiential knowledge he has gained working with “post-abortive” women and
helping clients:

It [abortion] does hurt women. In a lot of different respects. It’s kind of overwhelming to

think about the huge number of women that have been victimized or are now just devastated
by the abortion itself. It’s just amazing ... the physical ailments they have to deal with, it’s
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just unbelievable ... The ones who didn’t have physical [ailments] now have the psycho-
logical problems, and man are they severe (Interview 2012).

Richard uses his experiential knowledge to generalize abortion regret to women
beyond his clientele, while concurrently constructing a more expansive conceptual
umbrella of abortion regret where he folds physical ailments into the battery of
problems it causes.

Echoing Richard, Steven recognizes that his information about abortion regret is
empathetically-based, remarking, “I don’t want to deny someone’s emotions and I
haven’t lived it—I’'m a guy.” But he continues to explain how he has witnessed
abortion regret firsthand through his activism:

I’ve seen women later in life really struggle with things and they don’t really know why
they’re struggling with depression, anxiety, and difficulties in their marriage. And maybe
perhaps some of that is because they haven’t really addressed all those things and forgiven
themselves of the guilt that comes with it [abortion] (Interview 2010).

Steven confidently enlists empathetic experiential knowledge as a source of
expertise, which he relies upon to identify the symptoms of abortion regret in
women who have not yet connected their struggles to the root cause of their
ailments.

Across interviews, activists described abortion as a deliberate and traumatic
interference in the God’s ordering of creation—a theme that, as discussed below, is
central to the development of the woman-protective antiabortion platform.
Mlustrating this disruption, Dr. Feldon, a CPC counselor, used an analogy to describe
the grotesque unnaturalness of abortion to illuminate the emotional harm it causes
women:

I think honestly women finding themselves in a crisis pregnancy whether it’s anomaly or
not ... are like a woman with a leg caught in a trap. She would chew her leg off to get out
of the trap. In other words, harm herself. And I think that women naturally, and I think fami-
lies naturally, don’t want to abort ... they didn’t participate in the termination of that child
and all that goes with that and the emotions that are tied within that family and that woman
forever (Interview 2012).

By likening women to an animal caught in a trap, Dr. Feldon positions abortion
as an unnatural act of self-harm akin to cutting off one’s own leg—a conceptualiza-
tion that is consistent with the Christian-based understanding of abortion as an aber-
rant disruption of God’s biologically determined design for women, which threaded
through the interviews.

Mirroring this naturalized biological imperative, Margaret describes abortion as
antithetical to God’s true purpose for women and she believes arguing with oppo-
nents over the medical necessity of abortion misses the key issue at heart:

I would like for them to value a woman so much that they understood that taking a woman
against the grain of nature of what she’s created, whether you want to believe she’s been
created by God or the Sun or some form of being it doesn’t matter. Women are created to
nurture their young and they follow that pattern even through the animal world ... It’s not
about a medical procedure per se, it’s about that woman’s welfare and what she’s created to
be, and we’re trying to go against the grain of nature, whatever you want to call nature to be
(Interview 2012).
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Although Margaret is willing to embrace a more ecumenical view of God, she
essentializes her belief that abortion is a gross deviation that goes “against the grain”
of the natural order ordained by God to everyone. From Margaret’s dyadic religious
view, a rejection of God’s natural ordering equates to a rejection of God.

Reinforcing the interviewees’ conception of abortion as disruptive of God’s
intended design for women, several interviewees referenced an overt Biblical link,
describing the decision to abort as a battle between Christ and Satan for the soul of
the “abortion-minded” woman.’ Drawing on their empathetic experiential knowl-
edge, these counselors relayed stories about the internal struggle pregnant women
face, framing it as a tug-of-war between following God’s more complex plan for a
woman’s life, which includes unexpected motherhood, versus being routed into
Satan’s “quick fix” plan to get rid of her problem and restore a woman to her pre-
pregnancy lifestyle.

Reflecting back on his experiences counseling pregnant women, CPC director
Jared sees the decision-making process weighted in Satan’s favor when a woman
who is devoid of a strong religious faith confronts an unwanted pregnancy. As
stated, “without a relationship with Christ, without spiritual reasons for doing what
you do, it’s just natural for people to want to take the low road and make it as easy
as they can on themselves” (Interview 2007). Here, Jared references the “low road,”
which is Satan’s “quick fix” plan replete with his disingenuous promise to quickly
return a woman to her previous life without spiritual consequence.

Other counselors, however, were not as fatalistic as Jared, and believed that sev-
ering Satan’s pull can be accomplished even among more secular abortion-minded
women. Michelle, a prolife activist, tries to replenish women’s spiritual deficit by
unmasking the true motivation behind abortion. She draws from the passage in
Revelations where “the dragon [is] at the womb of the woman” to illuminate why
abortion is engineered for Satan’s fulfillment:

This whole prolife movement is spiritual warfare. We know what the Bible says about life
... One of the things I teach on sometimes is that Satan hates women—hates women.
Because she brings humanity into the world. So the attack on women ... is strong and it’s
powerful because if he can get rid of her, if he can kill babies—you’re killing humanity
(Interview 2012).

While Michelle and Jared explicitly implicate Satan as the true culprit behind the
lure of abortion, all interviewees implicitly view the abortion decision as a form of
spiritual warfare in which the soul of the pregnant woman is up for grabs.

Consistent with the fact that activists self-identify as Christian, and assume
aborting women are consigned to a life of despair as the direct consequence of hav-
ing disrupted God’s gendered ordering of the universe, their service model is typi-
cally Christ-centered:

We specialize in helping women in unplanned pregnancies. And our purpose is to save lives.

And our goal is to save souls. So we try to help women. We talk about holistic health care
and taking care of body, mind, and spirit (Interview 2007).

3 As discussed in the following section, this is a critical theme in the work of David C. Reardon—a
prime architect of the “pro-woman/pro-life” strategy.
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To actualize their mission of saving women’s souls, counseling sessions, which
are free to all CPC clients, are typically laced with religious antidotes that are
designed to remove the emotional and spiritual “road blocks” that could potentially
derail a woman from following God’s path in favor of abortion.

Access to material support is not doled out neutrally, but is often tied to specific
requirements such as enrollment in “Bible studies, parenting classes, or abstinence
seminars, as activists believe that improving clients’ lives requires Christian morals
and traditional gender roles” (Kelly 2012: 206). During our interviews, counselors,
like Marsha, explained some of the conditional aspects of the services they
provide:

Everything we offer is free of charge ... If they want to visit our friendship room—the

diapers and formula and the baby kit products—there’s a one page Bible study. We will help

anybody one time but if they want to continue to receive our services, it is a requirement
that they do that one page Bible study (Interview 2007).

Although Marsha’s willingness to offer emotional support is indefatigable, she
draws a clear line with material support, outlining how clients are expected to com-
ply with the center’s religious teaching requirements as a condition of accessing
these resources.

At the CPC where women can earn “mommy bucks” to spend on needed items
by attending religious classes:

There’s a lot of education classes [we] offer them. They get to earn mommy bucks. [We]

don’t just give everything for free; we don’t just give you free diapers every time you come

in. If you come to our classes and you have earned so many points, then you get to go buy
diapers or wipes or whatever (Interview 2012).

By threading religious teachings and practices into their work, counselors thus,
simultaneously seek to protect women from abortion regret while also empowering
them by strengthening their relationship with God. As discussed in the following
section, in the 1990s, this woman-centered approach was appropriated by male
antiabortion leaders for political purposes, thus transposing what had been an inti-
mate discourse between women into a powerful strategy for limiting women’s con-
trol over their reproductive bodies (Siegel 2008a, b).

“One Cannot Hurt a Child Without Hurting the Mother:”
The Religious Underpinnings of the ‘“Pro-Woman/Pro-Life”
Antiabortion Strategy

In 1987, David C. Reardon published Aborted Women: Silent No More in which he
concluded, based upon his survey of 282 members of Women Exploited by Abortion
(WEBA), that abortion is a “deflating experience which involves a shameful yield-
ing to despair” (Reardon 1987: 315). Undoubtedly anticipating criticism that his
findings about abortion’s harms were skewed given that, as he openly acknowl-
edged, “WEBA members are women who today regret their abortions,” Reardon
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contended that his respondents were uniquely qualified to speak about abortion
regret as they had spent the previous decade coming to grips with the negative
impact of abortion on their lives thus giving them a “settled and mature view of their
... experiences” (Reardon 1987: 7-8).

In sharing the kinds of stories that had primarily been cloistered within the femi-
nized spaces of WEBA and the CPCs, Reardon hoped to persuade the public that
abortion has two victims—the unborn child and its despairing mother. Stressing
their conjoined fate, he explained that “[m]other and child are one, and they cannot
be separated without doing violence to both” (Reardon 1987: 326). Through this
discursive construction of the grieving post-aborted woman, Reardon anticipated
the public would recognize it had a moral obligation to end abortion in order to
protect women as well as the unborn (Reardon 1987: 320).

However, as Reardon regretfully acknowledged a decade later in Making
Abortion Rare: A Healing Strategy for a Divided Nation, rather than dedicating
himself to this public awakening, he had instead found himself having to “explain
to pro-life activists exactly why post-abortion issues are so important™ (Reardon
1996: vii, emphasis in original) to the creation of “a culture in where abortion is not
just illegal, but is unthinkable” (Reardon 1996: xv, emphasis in original). Extolling
the insights of a CPC counselor who confided in him that she had originally been
“mostly concerned about the unborn” but after working with “so many young girls
who have had abortions” she realized they are the true victims of abortion since
“nothing can make a young girl feel more worthless and despicable than having
killed her own child,” he set about persuading antiabortion activists that “this atti-
tude is the only one which has any hope of creating a pro-life society” (Reardon
1996: 100).

In asking activists to place the post-aborted woman and her narrative of grief at
the center of their antiabortion strategy, Reardon was calling upon them to relin-
quish their singular dedication to the unborn child as their mobilizing icon. As legal
scholar Reva Siegel documents, the evocation of “post-aborted” woman’s suffering
was a strategic move to counter the growing perception that, in the words of Jack
Wilke, President of the National Right to Life Committee, “pro-life people were not
compassionate to women and that we were only ‘fetus lovers’ who abandoned the
mother after the birth” (Siegel 2008a: 1716, quoting Wilke (2001)). Seeking to
reach those who were not convinced that the rights of the fetus should trump those
of the pregnant woman, male activists, such as Reardon and Wilke, accordingly
“began to experiment with using talk of post-abortion harms ... to persuade
Americans outside the ranks of the antiabortion movement that government should
impose legal restrictions on women seeking an abortion” for their own protection
(Siegel 2008a: 1714). As Siegel writes by strategically “fusing relatively new forms
of talk about public health and women’s rights with some very old forms of talk
about women’s roles” they hoped to transform a therapeutic discourse that other-
wise, might “have remained embedded in the movement’s crises pregnancy centers”
into a “woman-protective antiabortion argument” crafted to win over converts to the
antiabortion cause (Siegel 2008a: 1714).
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In seeking to develop a “pro-woman/pro-life platform™ in which the aborting
woman would be reimagined from one who is “selfish and immoral” to one who is
“confused and despairing” (Reardon 1996: xiv), Reardon found himself facing a
double burden of persuasion. In addition to having to convince the “ambivalent
majority” that ending abortion was good for women, he faced the daunting task of
assuring antiabortionists that this shift would not dilute the movement’s moral com-
mitment to the unborn. It is in examining Reardon’s strategies for reaching these
divergent audiences that the inherent religiosity of the abortion regret doctrine is
starkly revealed.

A “Fuller and More Complete” Expression of the “Pro-Life
Moral Imperative”

Seeking to persuade potential critics in the antiabortion movement that the adoption
of a pro-woman message would not undermine the “moral high ground of opposing
abortion simply because all life is sacred” (Reardon 1996: 3), Reardon asserted that
“the pro-woman approach is not only consistent with the pro-life moral imperative,
itis, in fact, a fuller and more complete expression of it”” (Reardon 1996: 4). Tracking
the religious views of the CPC activists we interviewed, he explains that: “We begin
with a very simple observation. In God’s ordering of creation it is only the mother
who can nurture her unborn child. All that the rest of us can do, then is to nurture the
mother” (Reardon 1996: 4). Grounded in God’s dictate that “the interests of the
child and the mother are always joined,” he thus insists that “from a natural law
perspective, we can know in advance that abortion is inherently harmful to women.
It is simply impossible to rip a child from the womb of his mother without tearing
out a part of the woman herself” (Reardon 1996: 5). Driving home this message, he
stresses that “when we are talking about the psychological complications of abor-
tion, we are implicitly talking about the physical and behavioral symptoms of a
moral problem” (Reardon 1996: 10, emphasis added).

Elucidating why the abortion decision resides in the moral domain, Reardon, in
keeping with some of the interviewees, depicts the decision-making process as a
pitched battle between Christ and Satan over the fate of a woman’s unborn child.
Pulling the woman in one direction, Christ urges her not to “do this thing,” and
implores her to “[p]lace your trust in Me” (Reardon 1996: 108). Pulling her in the
opposite direction, Satan insists “[y]Jou must get rid of it ... You have no choice ...
Do this one thing and then you will be back in the driver’s seat of life” (Reardon
1996: 108).

But all is not necessarily lost for the “desperate woman” who rejects God’s gift
of life and instead follows Satan to the abortionist’s door. If she subsequently repents
and embraces his gift of forgiveness, so God may use her as “an instrument for
showing the abundant glory of his mercy,” she will “escape from the tar pit of
despair” in which she would otherwise be trapped (Reardon 1996: 110-111).
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However, if a post-aborted woman is paralyzed by the “horror of [her] sin,” (Reardon
1996: 11) and thus not believing she is deserving of God’s mercy, she will instead
find herself consigned to a living hell where Satan seeks to “pump as much despair
into [her life] as he can generate” (Reardon 1996: 109). Standing now as her “fierc-
est accuser,” he taunts that she is “beyond redemption ... There is no one who can
love YOU—a murderer. You are alone,” and entreats her to escape this misery by
seeking “what little comfort you can in the bottom of a booze bottle, in the silence
of suicide, or in the embrace of an affair” (Reardon 1996: 108—109).

This “devil’s bargain” by which Satan first encourages a woman to abort and
then fans the flames of despair, is aimed at separating women from God—unmoored
from her faith, the unrepentant post-aborted woman spirals towards atheism, which
Reardon identifies as the “greatest tragedy of abortion” (Reardon 1996: 109).
Tracking Satan’s jeering admonition that her only hope for comfort lies in death,
adultery, or addiction, Reardon likewise asserts that “annihilation of the self,” either
through the literal act of suicide or through “death’s semblance in abusive relation-
ships or the mind deadening effects of drug or alcohol abuse,” is her only chance for
escape from a life of despair (Reardon 1996: 109, 112).

The concept of the “devil’s bargain” crystalizes the animating religiosity of the
Reardon’s “pro-woman” antiabortion strategy. The tragic figure of the wounded
post-aborted woman is the literal embodiment of Satan’s victory over God, and her
despair the direct consequence of having repudiated his sacred design for her life.
So constructed, antiabortion activists are offered the mantle of avenging angel come
to wrest suffering womanhood from Satan’s vicious grasp.

Seeking to reassure those antiabortionists who might nonetheless be concerned
that the adoption of a “pro-woman message” would dilute the movement’s moral
center, Reardon stressed that grieving mothers are the best spokespersons for the
sacred humanity of their unborn children. As he explains, it will be through listening
to the “testimony of women who grieve over their lost children,” that the ambivalent
majority will inexorably be “drawn into implicitly acknowledging the unborn for
whom the tears are wept” (Reardon 1996: 9).° He thus proclaimed that “by focusing
on women’s rights, we are not ignoring the unborn, but, instead, are preparing the
stage for the most compelling advocates of all for the unborn—their mothers”
(Reardon 1996: 14).

Converting the “Ambivalent Majority”

tE)

To appreciate Reardon’s strategy for converting the “ambivalent majority,” it is
helpful to understand who comprises this group. Broadly speaking, his typology
divides the population into three major groups. First are the “consistently prolife”
Christians. Comprising about 33% of the population, this cohort understands that all

¢ As discussed in the final section of this paper, this form of witnessing made its way to the Supreme
Court by way of the Justice Foundation’s amicus brief.
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children are a gift from God. Accordingly, the traditional fetal-focused arguments
firmly cleave them to the antiabortion cause (Reardon 1996: 18).

The “proabortionists,” who comprise about 16% of the population, are at the
other end of the spectrum. As Reardon explains, most are “population controllers”
who seek to create a utopic society through social engineering, while others are
“abortion profiteers” who make their living off of abortions. Deeply invested in
abortion as a valued end unto itself, this group cannot be reached even by the mes-
sage that abortion harms women (Reardon 1996: 18, 29-30).

The remaining 51% of the population are the all-important “ambivalent majority.”
To varying degrees, those within this category recognize that abortion is the immoral
destruction of human life. However, their uneasiness about this child-murder is off-
set by their concern for the wellbeing of women and a commitment to ideals of
female autonomy, resulting in an “uneasy acceptance” of abortion. Consequently,
this cohort has hardened its heart “to any moral appeals on behalf of the unborn,”
(Reardon 1996: 28, 31) thus making it futile to continue to rub “their noses into a
truth they already know” (Reardon 1996: 9). Instead, the key to unraveling their
“conflicted hearts” lies in persuading them that abortion harms women (Reardon
1996: 25-27). In short, the creation of a prolife society requires battling the opposi-
tion on their “own turf” (Reardon 1996: X, emphasis added).

However, in contrast to true Christians “who rightly anticipate ... that any advan-
tage gained through violation of the moral law is always temporary [and] will
invariably be supplanted by alienation and suffering,” this constituency does not
intuitively grasp that post-abortion despair results from the violation of a moral
truth (Reardon 1996: 11). Since appeals grounded in this truth will not be effective
in persuading them of abortion’s harms, conversion to the cause requires an “alter-
native way of evangelizing”—namely through the presentation of moral truths as
scientific fact (Reardon 1996: 11).

Accordingly, since it is self-evident to the prolife community that moral breaches
lead “not to happiness and freedom, but to sorrow and enslavement,” Reardon rec-
ommends that the development of a research agenda that will produce “compelling
evidence” of abortion’s harms (Reardon 1996: 11). By then presenting this essential
truth as the reasoned outcome of a secular research agenda, antiabortion leaders can
effectively “bear witness to the protective good of God’s law in a way that even
unbelievers must respect” (Reardon 1996: 11). As a result, those whose compassion
for the unborn has been blunted by their concern for women will inevitably open
their hardened hearts to the sacredness of their humanity.

Significantly, Reardon makes clear that this outreach plan is not simply a blue-
print for political reform, but is also a strategy for the Christian renewal of the
nation. He prophesizes that evidence of abortion’s harms will gradually lead nonbe-
lievers to “appreciate the wisdom of God’s laws,” leading them to recognize that
“maybe all those religious folks weren’t so crazy after all” (Reardon 1996: 11).
Through the incorporation of post-abortion issues into a comprehensive plan for
ending abortion, Reardon thus promises a synergistic campaign “for the defense of
human dignity and for the glory of God” (Reardon 1996: viii).
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Bringing the Word to the Supreme Court

Reardon’s proposed pro-woman plan for ending abortion included a targeted legal
strategy, namely the empowering of abortion victims to sue their abortionists for
malpractice with the goal of shutting down the industry based on its exploitative and
coercive nature. However, in 2000, Allan Parker, President of the conservative
Justice Foundation—a self-described “born again Christian who trusts in Jesus
Christ as his savior” (http://www.operationoutcrystories.org/2014/08/11/army-of-
justice-video) and signs his e-mails “Advancing Life, Liberty, and Justice in Him,”
(Parker, Christmas Giving, 2015)—was inspired by God to pursue a far grander
legal reform plan.

As Parker recounts, in 2000, as he was on his way home from the March for Life
rally in Washington D.C., the Lord spoke to him in the Dallas-Fort Worth airport to
let him know that “only through the testimonies of women hurt by abortion could
[they] refute the lie that abortion is good for women” (Parker 2015). The Lord sub-
sequently instructed Parker to take these testimonies to the Supreme Court in order
to persuade the Justices, who, like Reardon’s ambivalent majority, had been deceived
into thinking that abortion helped women “that you [can]not take the life of your
child without it deeply impacting your soul, your body, your emotions” (Parker
2015; Operation Outcry 2014).

The Lord also provided Parker with scriptures to confirm the importance of bring-
ing the testimonies of aborted women before the Court. Significantly, he included a
passage from Isaiah, which Parker notes has long sustained the work of the Justice
Foundation and its Operation Outcry ministry, predicting that “Hail shall sweep
away the refuge of lies and the waters will overflow the hiding place. Your covenant
with death will be annulled” (Parker 2015). Although the brief is silent about this
revelatory history, the sworn testimonies of the 180 women injured by abortion that
reached the Supreme Court in Gonzales v. Carhart by way of the Justice Foundation’s
amicus brief are the direct “fruit of that revelation” (Parker 2015).

Throughout the brief, this testimony is framed as new evidence that did not exist
when Roe v. Wade was decided. In keeping with Reardon’s political strategy of
presenting moral truths as scientific facts, the brief positions women’s experiential
knowledge as equivalent to scientifically derived findings: “The evidence from
post-abortive women now shows that abortion is merely a short-term ‘solution’
with long-term negative physical and psychological consequences” (Amicus Brief
2007: 29).

Further underscoring the importance and credibility of experiential knowledge,
the brief favorably cites the 2005 Report of the South Dakota Task Force to Study
Abortion (Report) which determined that “prior works indicating that abortion is an
emotionally benign medical procedure for most women are invalid and little reli-
ance can be placed upon them” (Amicus Brief 2007: 20 quoting the Report 2005,
pp. 42-43).7 Having dismissed this body of scientific evidence as unreliable, the

"Empirically sound studies challenging the validity of the idea that abortion leads to despair and
regret, include: Rocca et al. (2015), Munk-Olson et al. (2011), Major et al. (2009), Charles et al.
(2008), Lee (2003).
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brief then relies upon the Report for the wholly unsubstantiated proposition that “it
is simply unrealistic to expect that a pregnant mother is capable of being involved in
the termination of the life of her own child without risk of suffering trauma and
distress. To do so is beyond the normal, natural and healthy capability of a woman
whose natural instincts are to protect and nurture her child” (Amicus Brief 2007: 19,
quoting the Report 2005: 47—48).

The brief accordingly implores the Justices to “re-evaluate” the law and give
“deference” to the “real life experiences” of the 180 women injured by abortion as
embodied in their sworn testimonies (Amicus Brief 2007: 5). This is in direct accord
with Reardon’s political mobilization strategy to fight abortion vis-a-vis women’s
embodied experiential knowledge of abortion by bringing the lament of “mothers
who mourn” into the public arena.

Consistent with the above-discussed interviews, these testimonies are likewise
redolent with themes of post-abortion despair. Significantly, many also contain
explicit religious references, such as a post-abortion distancing from God, or a fear
of divine retribution, with many others foregrounding religious themes of murder,
punishment, forgiveness, and redemption. Unpacking these testimonies thus con-
firms Reardon’s promise to antiabortion leaders that a woman-centric strategy offers
a “fuller and more complete expression” of the “prolife moral imperative.”

As discussed above, the centerpiece of Reardon’s message is founded on a
religiously-grounded construction of motherhood that he causally links to the psy-
chological harm created when the inherent bond between mother and child is
unnaturally terminated by an abortion. Roxanne Mergenthaler’s testimony reflects
Reardon’s contention that abortion is antithetical to women’s true purpose:

I became psychologically numbed after my first abortion. I was suicidal to begin with then
blocked it out and ending up blocking out all of my emotions. I suffer from post-abortion
syndrome still, the only healing has been through a bible study, and that has helped. I have
two atonement children (not consciously); I've had a hard time bonding with my first child
because I got pregnant with her only two months after my abortion (Amicus Brief, App. 49).

As Roxanne understands it, the unnaturalness of abortion led her down a destruc-
tive, suicidal path resulting from what Reardon denotes as the “psychological com-
plications of abortion” that stem from “a moral problem” (Reardon 1996: 10).
Although she sought to atone for the sin of aborting by quickly becoming pregnant
again, thus embracing the maternal role she had just rejected, years after her abor-
tion, Roxanne continues to suffer from “post-abortion syndrome,” viewing life
events through a prism of emotional numbness that is only somewhat improved
through bible study.

S.B.M.’s testimony serves as another piece of experiential evidence which sup-
ports Reardon’s conclusion that “It is simply impossible to rip a child from the
womb of his mother without tearing out a part of the woman herself” (Reardon
1996: 5):

It is with me EVERYDAY—almost 20 years later! For years, I was in denial, but I was
bound by shame and guilt. It is the unspeakable deed and harms a woman deep to her
core—As a woman, nurturer, child of God ... it distorts the image of my life (Amicus Brief,
App. 50).
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S.B.M.’s testimony reifies Reardon’s assertion that abortion decimates God’s
ordained purpose for a woman, and deviating from this maternal norm, leaves
behind a long wake of misery that wounds a woman “deep to her core.” She
traces her emotional regret to the abortion she obtained nearly 20 years ago, con-
necting her shame and guilt to the trauma created by doing the “unspeakable
deed,” thus permanently tainting “the image” of her life as a “woman, nurturer,
child of God.”

Reardon’s portrayal of the post-aborted woman who is so mired in despair and
deeply ashamed of her sinful behavior that she does not believe she is deserving of
God’s forgiveness appears in a number of the testimonies. Although the religiosity
of Donna M. Razin’s testimony was diluted in the excerpted portion contained in the
body of the brief, her full testimony captures her highly freighted relationship with
God in the wake of her abortion:

Deep regret—initially I was suicidal—as the years have progressed I have developed a
heightened level of bitterness and anger and self-hate. I feared God, have not been able to
attend church because of my fear of God, forgiveness, shame, guilt, condemnation, inability
to bond and fit in with other women, inability to be intimate. The deep emotional scars were
a large contributing factor in my divorce—a very, very catastrophic choice! Great sense of
loss and grief (Amicus Brief 2007, App. 12).

As predicted by Reardon, Donna’s inability to seek God’s forgiveness has deliv-
ered her to a living hell that is landscaped with perpetual cycles of loss, condemna-
tion, and self-hate.

Similar to Donna, J.L.M.’s uncut testimony reflects Reardon’s supposition that
despair and shame will be visited upon the aborting woman, causing her to repudi-
ate God’s mercy while simultaneously believing she does not deserve his forgive-
ness. J.L.M. describes her downward spiral after her abortion leading her to dwell
in Reardon’s metaphorical “tar pit of despair’:

11 years later I am obviously still affected. Initially, I suffered from depression, alcohol use
increased, increased promiscuity, due to my lowered self-esteem. My grades suffered in
college. Relationships were difficult. I had nightmares, flashbacks, and grief. Now with a 6
year old son, I am overly protective to a fault. His relationship with his father is damaged
because of my own fears of losing my son. I feel God could still punish me by taking this
child away. It’s mired my motivation and hindered my career (ironically since my reasoning
in part to have an abortion was so my career wouldn’t be hindered). It has cut the soul out
of my entire life (Amicus Brief 2007, App. 14).

J.L.M.’s testimony reveals that she has not been able to extradite herself from the
“tar pit of despair.” Particularly poignant, she remains riddled with perpetual anxi-
ety that God’s punishing arm may still wound her through her son.

Although both Donna and J.L.M. continues to dwell in this liminal space, where
they have lost faith God’s plan for their lives, Reardon’s promise that the post-
aborted woman need not be deposed of hope if she repents of her sin, is illuminated
by Cathy’s testimony:

Depression, low-self-esteem, guilt, condemnation, and shame, sleepless nights, nightmares
and torment, thoughts of self-hate and suicide, lost, confused, destroyed relationships
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throughout my life, unloved, unlovable, unable to trust God or anyone. Only God can heal
this! Post-abortion ectopic pregnancy, fear of not being able to conceive and birth healthy
babies, pain, unable to receive love and healing from God and others, worthlessness, strive
and drive to perform to be loved and accepted, isolation—emotionally. Lost, confused,
needy—shunned by others. I reach out to for help. In a state where I could not forgive
myself. Psychologically damaged for the rest of your life (until God heals) (Amicus Brief
2007, App. 13-14).

Every facet of Cathy’s life has been tarnished and damaged by her abortion
regret. She has suffered physical and emotional ailments, and has been plagued with
unhealthy interpersonal relationships. However, Cathy’s testimony lends credence
to Reardon’s promise that renewing a spiritual relationship with God is the pathway
out of self-flagellating despair.

In accordance with Reardon’s expansive articulation of abortion regret laid out in
Making Abortion Rare, the sworn testimony of post-abortive women included in the
Justice Foundation’s brief showcases women'’s lives as broken, mired in addiction,
struggling with mental health problems, and riddled with an internal struggle where
they see themselves as “beyond redemption” for having aborted their pregnancies.
The certitude of women’s experiential knowledge has been aggregated and general-
ized to all women in order to persuade the Court that abortion harms women in
furtherance of a two decade old strategy in which antiabortion leaders have mar-
shaled women’s experiences to rival and subvert evidence-based research debunk-
ing the validity of the claim that abortion harms women.

Conclusion

Tracking the language of Isaiah, Allan Parker explains that standing alone, the tes-
timony of an individual woman about the pain of abortion is but a “hailstone” that
“frightens the enemy, but ... cannot destroy the refuge of lies that protect abortion
in America,” but that “a hailstorm, thousands and thousands [of such testimonies]
can destroy the refuge of lies” (Parker 2015). This divinely inspired strategy of
bringing a hailstorm of testimonies before the Court in order to persuade the Justices
that women are harmed by abortion clearly paid off in Gonzales v. Carhart, as they
referenced this experiential knowledge as the basis for their conclusion that some
women “come to regret their choice to abort the infant life they once created and
sustained.” Significantly, however, in this regard, the Court relied upon excerpts
from the testimonies that had been carefully edited for inclusion in the body of the
amicus brief so as to avoid any trace of the religious motifs that populate the com-
plete testimonies in the brief’s Appendix.

In short, the fruits of Parker’s divinely inspired revelation were packaged as sec-
ular evidentiary truths regarding the traumatic impact of abortion on women, thus
encoding Reardon’s strategy to “teach morality by teaching science” into the
Supreme Court’s abortion jurisprudence.
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My Child, Your Womb, Our Contract:
The Failure of Contract Law to Protect Parties
in Gestational Surrogacy

Claire Horner

Melissa Cook, a 47 year old woman who had served as a surrogate once before for
another couple, agreed to serve as a gestational surrogate for C.M., the intended
father (Langford 2016). Three embryos were transferred, and Cook, who was not
genetically related to the embryos, became pregnant with triplets (Cook v. Harding
et al. 2016: 7). During the pregnancy, C.M. requested Cook undergo multifetal
reduction to reduce the number of fetuses to two to maximize health outcomes for
the surviving fetuses and to reduce costs associated with raising triplets (Cook v.
Harding et al. 2016: 7-8). Cook, who is reportedly prolife, refused to undergo
reduction, and instead offered to adopt one of the resulting children, an offer C.M.
adamantly refused (O’Reilly 2016; Cook v. Harding et al. 2016: 8). As a result, both
Cook and C.M. filed lawsuits to assert parental rights over the resulting children.

Sherri Shepherd and her husband, Lamar Sally, entered into a surrogacy contract
with a gestational surrogate using Sally’s sperm and an anonymous egg donor (In
re: Baby S. 2015). After the surrogate became pregnant, the relationship between
Shepherd and Sally deteriorated, and the parties filed for divorce (In re: Baby S.
2015: 6-7). Subsequently, she also disavowed any maternal connection or parental
responsibility for the resulting child, which included a refusal to cooperate in filing
the requisite pre-birth parentage paperwork (Crockin 2015). At birth, because the
appropriate documents were not filed to determine who would be listed as parents
on the birth certificate, the surrogate was named the mother, Sally took custody of
the child, and the surrogate was contacted by the state for potential liability for child
support (In re: Baby S. 2015: 8).

In the subsequent legal battle in Pennsylvania, Shepherd argued that the surro-
gacy contract she signed should be void as against public policy (In re: Baby S.
2015: 11). She argued that it attempted to create a parent-child relationship outside
the adoption process, and therefore should be void and she should be relieved of her
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obligations to the resulting child under the surrogacy contract (In re: Baby S. 2015:
11). Although the court disagreed and found Shepherd was the legal mother, and
therefore owed child support, the case may have been decided differently if it had
occurred in another state—leaving surrogates and intended parents unsure about
their rights, responsibilities, and protections under the current contract law frame-
work for gestational surrogacy arrangements.

Conflicts such as these are relatively rare in the context of a commercial surro-
gacy arrangement, but the nature of the transaction is such that when they occur,
they are nearly unresolvable. In states where surrogacy is permitted, principles of
contract law are applied to protect the interests of the parties involved. The nature of
the reproductive arrangement, however, makes the application of a contract law
paradigm inappropriate and insufficient to achieve this goal of protection. Instead,
parties to a surrogacy contract are left with lack of certainty and lack of control
when conflicts arise, which has the effect of failing to honor their reproductive inter-
ests and devaluing all parties involved.

The Surrogacy Arrangement
Surrogacy

Surrogacy is the means by which a woman agrees to gestate a child for the benefit
of another individual or couple. As part of this arrangement she also agrees to relin-
quish any parental rights she may have or to refrain from making a claim for cus-
tody or parental rights over the resulting child. Surrogacy has existed in some form
throughout human history, but the advent of assisted reproductive technologies such
as artificial insemination and in vitro fertilization (IVF) have changed how surro-
gacy is carried out and raised new issues related to its regulation and structure.!
Surrogacy involves two parties: The surrogate, who carries the fetus, gives birth
to the child, and gives custody of the child to the intended parent(s),> and the
intended parents, who are the commissioners of the reproductive arrangement and
the ones by whom the child will be raised. There are two forms of surrogacy:
Traditional surrogacy and gestational surrogacy. In traditional surrogacy, the surro-
gate not only carries and gives birth to the child, but also contributes her own egg
and is artificially inseminated by another, typically the intended father in the repro-
ductive arrangement. Traditional surrogacy therefore involves a surrogate who is
both the gestational and genetic mother of the resulting child. Because of increased

"For example, traditional surrogacy was described in the Bible. “Now Sar’ai, Abram’s wife, bore
him no children. She had an Egyptian maid whose name was Hagar; and Sar’ai said to Abram,
‘Behold now, the Lord has prevented me from bearing children; go in to my maid; it may be that I
shall obtain children by her’” (Gen 16:1-2 RSVCE).

2Surrogacy arrangements may involve either one or two intended parents. In this paper, I refer to
two intended parents unless otherwise specified.
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legal and ethical complexity in traditional surrogacy, this practice has become much
less common, and many surrogacy programs offer only gestational surrogacy ser-
vices (ACOG 2016). In contrast, gestational surrogacy uses in vitro fertilization to
create an embryo that is not genetically related to the surrogate, which is then trans-
ferred into the uterus of the surrogate for her to gestate.

Surrogacy may be further categorized as altruistic or commercial. In altruistic or
noncommercial surrogacy, the surrogate is not paid for her services, but only reim-
bursed for reasonable medical costs, while a commercial gestational surrogacy
arrangement provides for compensation for the surrogate. The legality of surrogacy
in the United States, in any form, varies by state. Some states presume that all sur-
rogacy contracts are valid and enforceable, some states prohibit surrogacy contracts
completely, and other states may allow altruistic surrogacy but prohibit payment to
surrogates under the contract (McMahon 2011). While there are several legal and
ethical issues raised by the various types of surrogacy, this paper will focus on com-
mercial gestational surrogacy contracts and the unique challenges presented by this
kind of arrangement.

The Contract

“A contract is a promise or a set of promises ... the performance of which the law
in some way recognizes as a duty” (Restatement (2nd) 1981). It is an exchange of
mutual promises that also requires an exchange of consideration (value) for the
performance of a service or provision of goods. In essence, each party to the con-
tract gives something to the other side in exchange for some benefit they bargained
for.

The surrogacy arrangement is controlled by a comprehensive contract outlining
the various rights and responsibilities of the intended parents and gestational sur-
rogate. In a typical contract for commercial gestational surrogacy, the intended par-
ents agree to pay the surrogate according to a prearranged payment schedule that
provides a base pay plus applicable medical and other expenses, such as maternity
clothes. They also agree to be responsible for the child at birth, including any and
all medical decisions and subsequent legal custody. This includes the promise that
they will accept custody of the child despite any disability.

The gestational surrogate agrees in the contract to undergo any and all tests rec-
ommended by the physician or requested by the intended parents, including amnio-
centesis. The surrogate also agrees to waive confidentiality to grant access to the
intended parents to medical information related to the pregnancy. The contract often
contains restrictions based on common medical advice in pregnancy that may cause
complications, such as prohibitions on smoking, drinking, drug use, and eating
foods that are unsafe in pregnancy.

As a result of the contract, the intended parents receive the child they have
collaborated to bring into the world, which ideally has been carried by a healthy
surrogate who has optimized the biological environment for the resulting child.
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The surrogate receives not only financial compensation, but also the benefit of
having given a precious gift to an individual or couple.

These provisions grant broad decision-making authority to the intended parents
and attempt to prevent surrogate behavior-linked birth defects or pregnancy compli-
cations. However, surrogacy contracts may also include more onerous requirements
intended to maximize the health of the resulting child or satisfy certain lifestyle
standards of the intended parents. For example, instead of merely avoiding foods
that may contain listeria, the surrogate may agree to abide by a more restrictive diet,
such as a vegan diet. Requirements to adhere to a regimen of vitamin supplements
or avoid unhealthy foods may also be included.

All of these restrictions and requirements are aimed at optimizing the circum-
stances of pregnancy and birth in the hopes that the resulting child will be as healthy
as possible, a goal that is ideally shared by both parties. However, rather than simply
providing guidelines for a healthy pregnancy or encouragement to maximize condi-
tions for an ideal outcome, the surrogacy contract formalizes these guidelines as
contractually binding provisions. This means that instead of merely facing chastise-
ment for failing to do everything possible to increase the odds of a healthier out-
come, the surrogate may also be penalized financially in a lawsuit.

In some extreme cases, it is possible that contracts may even require the surro-
gate live with the intended parents to allow for supervision and ensure the surrogate
is adhering to their standards. Restrictions such as these are difficult to enforce,
particularly without constant monitoring of the surrogate. This kind of “quality con-
trol” may be clearly articulated in the contract, but the performance relies on the
choices of the gestational surrogate, posing significant legal and ethical challenges
when conflict arises.

The Limitations and Consequences of Contracts in Surrogacy

Reproductive Conflict

While the contract provisions governing behavioral restrictions may not be overly
onerous for a gestational surrogate, provisions regarding reproductive decision-
making add a more complex dimension to the bargained-for rights and responsibili-
ties. For a heterosexual couple who conceives intentionally without the use of
assisted reproductive technologies, the partners are both the genetic parents and
intended parents of the offspring, and the woman is the gestational parent. In assisted
reproduction, however, these parental roles—genetic, gestational, and intended—
are separated and may be held by up to six individuals in one reproductive arrange-
ment.> Each parental role, while it may be well-defined at the outset of the

3There may be two intended parents, one gestational surrogate, a sperm donor, an egg donor, and
an additional egg donor in cases where mitochondrial replacement techniques are used.
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reproductive project, carries with it certain rights, responsibilities, and even emo-
tional attachments that may conflict with the intended plan.

Based on the contract, the intended parents have authority over the fetus; it was
their embryo, created and transferred at their direction, and they will be the rearing
parents of the resulting child. Although the fetus is physically within the surrogate,
the contract grants fetal decision-making authority to the intended parents. In most
surrogacy contracts, the parties agree that the gestational surrogate will have the
responsibility to terminate the pregnancy at the request of the intended parents, and
will not terminate the pregnancy over the objection of the intended parents unless
there is a risk of serious harm or death to the gestational surrogate. This agreement
is notwithstanding the fact that a woman has a right to reproductive privacy with
regard to the decision whether or not to undergo an abortion. Despite the intention
of cooperation, the presence of multiple stakeholders in the reproductive arrange-
ment creates the potential for conflict that may not otherwise arise in traditional
reproduction. While a pregnant woman in traditional reproduction has both bodily
autonomy and fetal decision-making authority, a gestational surrogate has only
bodily autonomy, since authority over the fetus belongs to the intended parents.
This separation of authority may be easy to conceptualize in theory, but in practice,
the intended parents cannot enforce their decisions affecting the fetus without the
consent of the surrogate, because to do so would violate her bodily autonomy. As
long as the intended parents and the gestational surrogate agree on fetal decision-
making, this is not a problem. The issue arises when the fetal decisions made by the
intended parents conflict with what the gestational surrogate is willing to allow to
be done to her body. Although the fetus may not belong to her, it is still her body that
bears the responsibility of gestation; any decision made affecting the fetus will nec-
essarily also affect the surrogate, and what is done to the surrogate’s body may also
affect the fetus.

It may be argued at this point that with appropriate surrogate matching services
such conflicts may be avoided, as no reputable agency would pair intended parents
with a surrogate who did not agree with the kinds of reproductive decisions they
would make in certain circumstances, such as fetal anomalies. For example, a fertil-
ity clinic offering such services would be ill-advised to match intended parents who
would choose to terminate a pregnancy for a genetic anomaly with a gestational
surrogate who is opposed to abortion in any circumstance. Further, the intended
parents are entering into an arms-length transaction in which the surrogate acknowl-
edges that she has no claim or authority over the resulting child and agrees to acqui-
esce to the intended parents’ procreative decision-making. Assuming the parties
used a reputable surrogacy agency and were properly matched, why, then, would
discussion of such a conflict matter?

Conflicts arise when there is a difference in reproductive expectations between
the parties, even if they share the same general values in reproductive decision-
making. Whether or not the parties generally agree on the permissibility of abortion,
there may be unanticipated situations where the parties’ values diverge. For exam-
ple, the intended parents and surrogate may agree that termination is acceptable in
the event of a diagnosis of trisomy 21, but they may not have discussed what happens
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if the relationship between the intended parents dissolves, or there is financial dif-
ficulty and the intended parents want a termination of an otherwise healthy fetus.
The surrogate may feel that such reasons for elective abortion are inappropriate, and
not part of the original agreement.

Furthermore, even if all contingencies have been discussed and there is no dis-
agreement between the parties, the nature of pregnancy is such that the pregnant
woman and the fetus share a biological bond, even if there is no direct genetic rela-
tionship (Gammill et al. 2010: 2706). This biological and physical bond may have
the effect of encouraging emotional attachment, potentially complicating the sur-
rogate’s decision-making. This is one reason why only women who have previously
given birth are appropriately considered as surrogates, so as to prevent unantici-
pated attachment that may make it difficult for the surrogate to give the baby to the
intended parents after birth. While the surrogate may be able to overcome this
attachment at birth for the sake of the intended parents, this emotional attachment
may be enough to change her feelings about termination upon the intended parents’
request. She may feel that she is willing to give up the child after birth, but not will-
ing to terminate, even if she had agreed to termination at the outset.

Commodification

Commercial surrogacy has been criticized for its potential for exploitation of women
and commodification of her reproductive faculties (Anderson 1990). The practice
makes use of a woman’s reproductive capacity for the benefit of another, and from
the outset of the arrangement, intentionally severs the biological relationship
between a gestational mother and the child she carries. Because of the use of the
contract to govern the conception, gestation, and subsequent custody of the child,
the resulting child is also in danger of being treated as a commodity.* The contract
not only covers the gestational services of the surrogate, but also requires relin-
quishment of parental rights, which many have argued is the equivalent of baby-
selling (Anderson 2000).

Contract law generally governs marketplace transactions for commodities,
whether they are goods or services. While gestation itself may be a service the sur-
rogate provides, other aspects of the contract, such as procreative decision-making,
bodily autonomy, and the resulting child, are not commodities subject to contractual
control. A purely free-market model would allow parties to trade goods and services
of any kind, if such bargains were voluntary, but as a matter of public policy, there
are certain rights that are inalienable and therefore not subject to contractual control
(Anderson 2000).

As Elizabeth S. Anderson has argued in the context of traditional surrogacy,
allowing the parties’ preferences to determine the allocation of their alienable rights

4“A practice treats something as a commodity if its production, distribution, or enjoyment is gov-
erned by one or more norms distinctive to the market” (Anderson 2000).
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between them is a hallmark of market transactions (Anderson 2000). In gestational
surrogacy, the parties to the contract treat parental rights as if they were alienable
property rights, rather than parental rights under a “best interests of the child” para-
digm (Anderson 2000). In custody disputes over born children, parents are unable
to bargain away their parental rights and responsibilities by contract, because a
court will always look to the best interests of the child at the time of the adjudica-
tion. While it may not be in the best interests of the child to force a parent to have
custody of a child they refuse to be responsible for, there are other benefits, such as
ongoing financial support, to which the child still has a right. “One parent is not
allowed to pay another parent to go away, and expect such a voluntarily contracted
agreement to be upheld by the courts, because parents do not have the right to alien-
ate their rights over their children at will” (Anderson 2000: 20). Traditional surro-
gacy involves payment to the surrogate in exchange for her relinquishment of
parental rights over her genetic child, which essentially “pay[s her] to go away” and
ignores the best interests of the child at the time of determination of custody
(Anderson 2000).

Although Anderson makes this argument in the context of traditional surrogacy,
because the surrogate is required to relinquish her parental rights as both the bio-
logical and gestational mother, it can be extended to include gestational surrogacy
as well. Anderson’s argument that commercial surrogacy commodifies the child by
paying the surrogate to give up her parental rights and refusing to consider the best
interests of the child relies on the mother-child relationship, both gestational and
genetic (Anderson 2000). She acknowledges that gestational surrogacy may alter
this analysis as to commodification of the child since the surrogate would not be the
legal mother, and therefore would not be paid to relinquish her parental rights
because she would have no legal claim to parental rights at all (Anderson 2000,
26n1).

There are two responses to this.® First, as discussed previously, although a gesta-
tional surrogate bears no direct genetic relationship to the child, she still maintains
a maternal relationship to the child that is biological in nature by virtue of gestation,
even if she is not the intended parent. Second, if surrogacy contracts only com-
modify children where the genetic mother is required by contract to relinquish her
parental rights without an assessment of the child’s best interests, and not where a
gestational surrogate relinquishes rights in favor of the genetic parents, then how
should a gestational surrogacy arrangement be evaluated where the intended parents
have used both a donor egg and donor sperm? If the intended parents bear no genetic
relationship to the child, and the surrogate has merely a gestational relationship to
the child, the intended parents do not have a “natural right” to the resulting child by
virtue of a genetic relationship. What is it about the relationship between the

3In my responses, I am assuming the state in which the surrogacy occurs allows for commercial
surrogacy contracts, and does not presume the birth mother is the legal mother. In these so-called
“intended parentage states,” the surrogate would not have automatic standing to sue for custody
based on giving birth if she signed a contract relinquishing such custody rights.



144 C. Horner

intended parents and the resulting child that gives them a greater claim to parental
rights than the surrogate?

The contract governing transfer of custody would not be based on the genetic
relationship between parents and child, but on the intent of the parties to predeter-
mine custody without considering the best interests of the child. As Anderson states,
“I argue that commercial surrogate contracts objectionably commodify children
because they regard parental rights over children not as trusts, to be allocated in the
best interests of the child, but as like property rights, to be allocated at the will of the
parents” (2000, abstract). While one may mount a strong argument in favor of a
presumption of parental rights for the intended parents who are also genetic parents,
commercial gestational surrogacy arrangements in which none of the parties have a
genetic relationship to the resulting child still involve the intentional determination
and allocation of parental rights through the contract. The resulting child is not
merely returned to the genetic parents, but in fact has been bargained for by the
progenitors of the reproductive project.

Legal [UnJenforceability of Surrogacy Contracts

In general, properly formed contracts are legally enforceable, and if one or both
parties breach the contract, there are remedies available. Remedies, which can
include both monetary damages® and specific performance,’ are intended to make
the parties whole, as if they either had completed the contract or had never entered
into the contract at all. These remedies not only provide relief to a party who has lost
something through a breach, but also encourage both parties to fulfill their promises
under the contract to avoid penalty. However, given the intimate nature of procre-
ation and the fundamental rights to both bodily autonomy and procreative liberty,
should a surrogacy contract be enforceable to advance the interests of the parties in
this situation? Should intended parents be able to exercise complete autonomy over
the gestation and birth of their child via surrogate, and should parties to a surrogacy
contract be penalized for breach?

®More specifically, financial remedies may be in the form of expectation damages, reliance dam-
ages, and restitution. Damages may also be defined in the contract as liquidated damages. The
differentiation and application of these specific remedies is outside the scope of this paper, and
therefore I will only discuss money damages generally.

7Specific performance is a remedy in which performance of the contract is compelled. For exam-
ple, in a contract for the sale of a rare or unique item, such as a Stradivarius, it may be difficult or
impossible for the buyer to find an equivalent replacement item, unlike a contract for a mass-pro-
duced item. In such cases, a court may determine that the item is of such unique value that the only
means of making the buyer whole under the contract is to require that the contract be performed,
that is, that the Stradivarius be transferred to the buyer according to the terms of the contract.
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Standard of Performance

The standard of performance is the standard by which it is determined whether a
contract has been breached, and what remedies are appropriate. The standard of
performance sets forth the minimum requirements for what the parties expect to
receive under the contract. In a contract for the sale of goods, the standard of perfor-
mance typically follows the perfect tender rule (Perdue 2011: 286). Under this stan-
dard, a party receiving the goods may reject goods that are anything less than what
is bargained for, even if the deviation is minor (Perdue 2011: 286). In effect, the
party providing the goods is in breach if the product is unacceptable to the buyer. In
a service contract, on the other hand, the standard of performance is known as “sub-
stantial performance.” Because service contracts rely on the actions of an individ-
ual, rather than the production of a good, a party will only be in breach of the
contract if he or she fails to “substantially perform” under the contract; i.e., did the
party sufficiently complete performance under the contract, enough that the essence
of the contract was performed and he or she is still deserving of compensation under
the agreement?

Neither standard of performance seems appropriate to govern surrogacy con-
tracts. If the perfect tender doctrine is imposed, as it is in a contract for the sale of
goods, then the intended parents may be allowed to “reject the final product” for any
perceived defect—including not only disability but also personal traits such as eye
color. This standard would clearly commodify the resulting child, as any child seen
as inadequate may be rejected, and the surrogate may be in breach. Such a result is
absurd. Conversely, a contract that requires substantial performance may be difficult
to enforce where the goal of the contract is to achieve a live, healthy birth. While a
surrogate may be considered to have substantially performed if she successfully car-
ries the pregnancy and gives birth to a healthy baby, but failed to adhere strictly to
the dietary and vitamin regimen in the contract, it is not as clear if she has substan-
tially performed if she follows all of the contractual requirements throughout the
pregnancy, but refuses a medically recommended cesarean section at birth and the
child suffers a birth injury. Does performance under the contract rely only on the
successful birth and transfer of custody of the child? Is delivery of an acceptable
child to the intended parents really the “essence” of the contract? If so, it would seem
that surrogacy contracts are more akin to contracts for the sale of a good—the child.

Remedies

Not only is it unclear what is considered a breach of contract, but the remedies avail-
able are either unenforceable or inadequate to protect the interests of the parties.
Contracts governing the provision of services are generally valid and enforceable,
but in the event of a breach, courts are reluctant to order specific performance under
the contract as an appropriate remedy (Perdue 2011: 287). Such enforcement would
be tantamount to indentured servitude, which is prohibited under the Thirteenth
Amendment of the United States Constitution. Particularly in gestational surrogacy,
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which requires the woman to provide such a personal and intimate service, it is a
violation of an individual’s general right of self-determination and fundamental
right of privacy to force her to complete a reproductive task, even if she had previ-
ously agreed to do so in the contract.

In the absence of compelling performance under the contract, the court may
award money damages. If a gestational surrogate refuses to undergo an abortion
despite the decision of the intended parents to terminate, she cannot be required to
have the abortion, but she may then forego future payments under the contract and
in some cases may have to repay money she has already received thus far. The same
damages may apply where the surrogate chooses to terminate over the objections of
the intended parents; the court cannot prevent the surrogate from having an abor-
tion, assuming it is within appropriate medical limits, but the surrogate could be
financially liable for breach of contract.

Remedies for breach of contract are aimed at making the parties to the contract
whole, and restore them to the position they would be in had they either completed
or not entered into the contract. Do money damages for breach of a reproductive
contract actually satisfy the interests of the parties involved? While a contract for
the sale of goods would compensate the parties by providing a refund or replacing
the defective product, refunding money paid under the surrogacy contract does not
compensate for the actual loss that has occurred. Where the intended parents have
lost their child to an unwanted abortion, or the surrogate refused to terminate upon
their request and they are faced with accepting custody of a child they were not
prepared to raise, can a contract law framework adequately protect the parties in a
surrogacy contract?

Regardless of an agreement to the contrary, such reproductive decisions cannot
be enforced over the objections of the surrogate, and so this conflict cannot be pre-
vented by a well-written contract. Commercial surrogacy contracts may be drafted,
and portions of them may be enforceable, but no contract can succeed in chaining a
surrogate to the provisions of the contract that require her to cooperate with the
procreative decisions made by the intended parents in the same way that a contract
for the manufacture and sale of goods can control the manufacturing process.
Although we can control production of goods under a contract, as discussed earlier,
there are certain inalienable rights that cannot be made alienable by contract
(Anderson 2000). One such right is the right of reproductive autonomy.

Whose Reproductive Autonomy?

In addition to the legal conflict with seemingly no satisfactory resolution, there
remains a deeper ethical concern in commercial gestational surrogacy: Whose repro-
ductive autonomy is being honored? Gestational surrogacy is one of several assisted
reproductive techniques aimed at enhancing reproductive autonomy by providing
individuals who want to procreate more reproductive options and the ability to exert
more control over the process. Reproductive autonomy, or liberty in reproductive
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decision-making, has historically centered on bodily autonomy, addressing issues
such as forced sterilization, forced abortion, or prohibitions on abortion and other
maternal behaviors.® Because of the separation of reproductive roles, gestational
surrogacy also divides the rights inherent in reproductive autonomy between the
surrogate and the intended parents, raising the issue of whether surrogacy contracts
in fact honor reproductive autonomy at all.

An individual’s right to make reproductive decisions, such as when and how to
reproduce as well as maternal-fetal decision-making, is fundamental in law and eth-
ics. In gestational surrogacy, however, maternal decision-making and fetal decision-
making are split—it is the child of the intended parents, but the body of the surrogate.
The intended parents’ goal is the birth of a healthy child, and to achieve this goal,
they may consider congenital abnormalities, surrogate behavior or the presence of
multiples in their fetal decision-making. The surrogate, on the other hand, has an
interest in the impact that the pregnancy has on her body, including treatments she
must undergo and any effects on her health. “Where these interests conflict, whose
rights are stronger: the intended parents of the child, or the woman carrying it?”
(Horner 2016).

To answer this question, another question must be asked: what is the nature of the
reproductive autonomy that is protected? If it is the right to be free from unwanted
interference in matters of reproduction, it seems to support the priority of the
intended parents in reproductive decision-making, as they have chosen to engage a
surrogate in their reproductive endeavor. However, in the conflict between intended
parents and surrogate over certain matters, such as the right or obligation to have an
abortion, protecting the intended parents’ right to be free from such interference
directly burdens the surrogate’s own reproductive autonomy. While the surrogate
may not have entered into the contract with the intention of adding to her own fam-
ily, she is still engaged in a reproductive act—one that relies on the use of her repro-
ductive faculties to achieve the reproductive goals of another. While it may not be
her reproductive arrangement, she nevertheless maintains control over reproduction
that requires the use of her body. Reproductive autonomy protects a party from
unwanted interference in reproductive decisions, both procreative (when and how to
have children) and bodily. Where these rights are embodied in different individuals
in the same reproductive project, whose autonomy has priority?

If the intended parents’ request for an abortion directly challenges the surrogate’s
autonomy in refusing the abortion, should the surrogate, by virtue of the agreement
she entered into, also have an ethical obligation to subordinate her reproductive
autonomy to that of the intended parents? To claim the existence of this ethical duty
is to limit her moral agency, and restrict her freedom to make her own moral judg-
ment. For example, would this ethical duty be stronger or weaker depending on the
intended parents’ reasons for requesting the abortion? The surrogate may have
entered into the contract with the intention of cooperating to gestate and give birth
to a healthy, well-developed child, one free from congenital abnormalities.

8Several Supreme Court cases have ruled on various aspects of reproductive autonomy. See, e.g.,
Roe v. Wade, 410 U.S. 113 (1973); Griswold v. Connecticut, 381 U.S. 479 (1965).
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Regardless of a provision allowing the intended parents to request an abortion for
any reason, if the intended parents request the abortion because of financial, social,
or other non-medical reasons, is it in keeping with the intention of the contract for
the surrogate to refuse the request? If, in fact, she can still deliver a healthy child, is
she ethically obligated to acquiesce to the intended parents based on a primacy of
reproductive decision-making by the progenitors of the reproductive arrangement?
To require her to do so against her wishes is to require her to ignore her own evalu-
ation of her values and obligations to both the intended parents and the fetus.

Clinical Issues

The separation of parental roles and the struggle between the reproductive auton-
omy of the intended parents and the surrogate not only lead to the possible intrac-
table conflict already discussed, but also raise significant clinical issues in the
management of the pregnancy and birth. The legal issues raised by the use of a
contract have implications for the clinical setting, where clinicians must manage the
appropriate medical care of the patient in this complex relationship. The contract,
which is intended to protect the rights of the parties in the assertion of their respec-
tive reproductive autonomy, may change the traditional physician-patient dynamic
by introducing a third party who has (or purports to have) decision-making author-
ity. Similar to medical treatment of a mature minor with parents who are involved in
decision-making, treating a pregnant woman carrying the fetus of another can com-
plicate understanding about who should be making decisions, and who, ultimately,
is the patient.

Navigating through the autonomy rights of the surrogate and the parental author-
ity of the intended parents may be difficult for the obstetrician. For example, if a
surrogate confides in the physician that she has been engaged in health-related mis-
conduct under the agreement, such as smoking or drinking, but refuses to allow the
physician to share this information with the intended parents, may the physician
disclose this information to the intended parents anyway? After all, the surrogate
herself signed a contract previously agreeing to waive confidentiality. Furthermore,
where perinatal decision-making becomes necessary, including birth choices and
fetal-saving interventions, health care providers may lack clarity about who has
authority to make such decisions. If the surrogate is refusing interventions that
would be life-saving for the fetus, it may be difficult for the physician to navigate
the competing interests of the surrogate, fetus, and intended parents. While a physi-
cian has a duty of beneficence and nonmaleficence to his or her patient, what it
means to avoid harm and benefit the patient in this context may be clouded due to
the nature of the reproductive relationship of the parties. To whom does the physi-
cian owe this duty? Ultimately, although the contract binds the parties to the surro-
gacy agreement, and the surrogate would not be pregnant but for this arrangement,
the physician is still caring for the pregnant patient. Regardless of the parties’
agreement to the contrary, the physician owes his or her professional and ethical
duties to the surrogate, in the same manner as any other pregnant patient.
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Conclusion

While the legal and ethical consensus prioritizes reproductive autonomy and allows
individuals to use assisted reproductive technologies in myriad ways to achieve the
birth of a child, the application of existing legal frameworks to the unique circum-
stance of gestational surrogacy is unworkable. The essence of the contract is unclear,
key provisions are unenforceable, and the contractual reallocation of parental rights
causes not only confusion in medical management of the pregnancy, but also com-
modifies the resulting child. While surrogacy may be the only hope for those suffer-
ing from infertility to have a biologically-related child, the potential real-life
consequences of a breach of contract in a commercial surrogacy arrangement are
severe: There is either a new life or the absence of a new life that will profoundly
affect the lives of the parties in ways that are not compensable under a contract.
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Vulvar Nick and Metzitzah b’peh: Punishment
or Harm Reduction?

Allan J. Jacobs and Kavita Shah Arora

Introduction

Ritual genital cutting in boys and girls can take many forms. At one end of a
spectrum are relatively slight interventions, such as nicking the vulva with a lancet.
At the other end of the spectrum are radical procedures like penile subincision and
vulvar infibulation. Even procedures with little impact have been criticized, espe-
cially in Northern and Western Europe (KNMG 2010; World Health Organization
2014), where there is little tradition either of circumcision or of female genital alter-
ation (FGA). In Western nations FGA on minors is especially disfavored, with even
minimal forms comprising a crime in a number of European nations (Leye et al.
2007) and in the United States (18 U.S.C. §116).

We limit our discussion to the vulvar nick (VN) and direct oral aspiration of
blood from the penile glans immediately following circumcision (metzitzah b’peh
or MBP).! VN consists of a laceration of the vulva or clitoral prepuce 1-2 mm in
length, deep enough to draw a small amount of blood, but insufficient to cause other
damage. This minimal form of female genital alteration? is commonly performed in

' Metzitzah b’peh means “suction by mouth” in Hebrew.

2We use the term “female genital alteration” rather than other terms such as “mutilation,” cutting,”
and “female circumcision” that are used to name these ritual acts because “alteration” is more
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Indonesia (Corbett 2008), among other places. MBP is part of the circumcision
ritual of some ultra-Orthodox Jews. Unlike circumcision, MBP and all types of
FGA are practiced by groups that are marginal in Western nations. We assume, at
least for argument’s sake, that neither FGA of any sort nor MBP may ethically be
performed. It is insufficient, however, merely to condemn a procedure. It is also
important to discuss the ethics of possible methods to effectuate a judgment that a
procedure is wrong. Measures that promote adoption of ethical norms themselves
have ethical implications and consequences.

To that end, we shall maintain that VN and MBP should not be punished in a
liberal state. From a utilitarian perspective, the costs of such punishment are likely
to outweigh the benefits. From a retributionist perspective, any effective punishment
would need to be unjustly disproportionate to be effective. Therefore, punishment
should be eschewed, while attempts to maximize safety of traditional practices
should be encouraged.

In the remainder of this paper we make several assumptions for purposes of dis-
cussion: (1) that both VN and MBP performed on minors are ethically undesirable;
(2) that ritual infant male circumcision is legal, as currently is the case throughout
the Western world; (3) that ritual genital procedures performed on minors are not
intended to provide sexual stimulation or gratification to the infant or to any adult
involved, and that they do not do so; (4) that these procedures do not humiliate the
recipients in the context of the communities that practice them; and (5) that MBP
causes serious infection in one of several thousand boys, while the only injury
inherent in VN is a small transient laceration. Acknowledging that this has been a
subject of fierce debate, we do not assert here a position regarding the ethical appro-
priateness of non-therapeutic circumcision, but note that it is a widespread and legal
phenomenon, and proceed on the basis of this fact. To the extent that these assump-
tions are untrue or invalid, our conclusions might be invalid as well.

It is not accidental that we choose to consider VN (as an alternative to more
extensive forms of FGA) and MBP together. First, both are practiced by small and
marginal groups. Second, the objective harm they induce is minimal (with VN) or
rare (with MPB). Finally, both can be part of either a punitive or a harm-reducing
regimen by governments or other institutional actors. We first review the medical
risks of VN and MBP and then we discuss acceptable government approaches. We
conclude that intolerance of MBP and VN leading to punishment creates more harm
than good. We instead favor a positive approach that encourages and refocuses
efforts at education and promotion of safer alternatives.

Vulvar Nick (VN) as an Alternative to More Extensive FGA

FGA of minors is endemic among various religious and ethnic groups in Africa and
also is common in certain Islamic nations in Asia (World Health Organization
2014). Over 100 million living women have undergone some form of FGA. The

neutral and accurate than any of the alternatives. For a more in-depth discussion of this nomencla-
ture, please see Arora and Jacobs (2016).
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European Institute for Gender Equality (EIGC), an agency of the European Union,
has estimated that 500,000 girls and women in Europe have been subjected to FGA,
and that 180,000 are at risk each year (EIGE 2013: 25). However, data collection is
poor, rendering estimates unreliable (EIGE 2013). EIGC believes that most females
in Europe who have been subjected to FGA either immigrated following FGA or are
taken to their countries of origin to receive it. A major newspaper has reported that
the absolute magnitude of FGA in the United States is similar, citing unpublished
data from the Centers for Disease Control and Prevention (Topping 2015). FGA is
performed for cultural or religious reasons (Gruenbaum 2005) though the practice
may not be mandated by any religion’s canonical texts.® The likelihood and severity
of FGA health risks depend on the extent of the procedure (Obermeyer 1999; Shell-
Duncan 2008). The most radical procedure, infibulation, markedly narrows the
introitus, resulting in dyspareunia, increased obstetric morbidity, and neonatal mor-
tality (Eke and Nkanginieme 2006).* A novel classification system for FGA based
on risk of the procedures has recently been proposed as an alternative to the existing
WHO classification system (Arora and Jacobs 2016).° Under this categorization,
VN is a Category 1 procedure, having no foreseen long-term impact on morphology
or function. Pain probably is slight, and can be minimized with using local anes-
thetic cream. Long-term effects are nonexistent.

FGA has been condemned as violating human rights, and activists wish to eliminate
all forms of FGA (Shell-Duncan 2008). Some African nations have criminalized

31t is not useful to try to categorize FGA as being either religious or cultural. Whether or not
Islamic or other texts require it, popular belief is not necessarily congruent with canonical interpre-
tation. Any practice with a spiritual basis has religious meaning to its practitioners (Orsi 2003).
Also, distinctions among spheres of human activity such as religion, sexuality, culture, and politics
that many scholars in the West take for granted (Walzer 1983) are not universally applicable, as the
main concern of many religions is praxis, which can pervasively affect most life activities. It is also
not useful to distinguish between religious and cultural norms and “mere” social pressures, as the
former are reinforced by the latter. Consider, for example, the likely effect on your social status if
you served at a dinner party a dog barbecued on a spit. Consider, also pressures on new Jewish,
Hindu, or Mahayana Buddhist parents to assign names to their children based on traditional
constraints.

“The study cited is the most extensive, and best designed, to date. However, and contradictory to
the title, it is not a prospective study, as patients were not enrolled until they went into labor.
Consequently, the study did not optimally control for differences between women who had under-
gone FGA and those who had not, though attempts were made to compensate for this problem
through the statistical design.

SThe entire classificatory scheme is as follows:

Category 1: Procedures that have no lasting effect on vulvar morphology or function.

Category 2: Procedures that create morphologic changes, but not functional changes.

Category 3: Procedures that are likely to impair the ability of the recipient to engage in or enjoy
sexual relations. If a procedure also is likely to impair reproduction function it should be placed in
Category 4.

Category 4: Procedures likely to impair reproductive function, either by reducing the chances
of conception or by making vaginal delivery more dangerous.

Category 5: Procedures likely to cause major physiological dysfunction outside the vulva,
including death, even if performed correctly.
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FGA, with various degrees of energy devoted to their enforcement and various
degrees of success when enforced (Shell-Duncan et al. 2013). In some instances,
cultural change has come through educational efforts (Gillespie and Melching
2010). Emigration from Africa has brought the practice of ritual FGA to Europe
(Leye et al. 2006) and North America. All FGA, including VN, is felonious in the
United States.

Harborview Hospital in Seattle, Washington encountered a local immigrant
Somali population whose members desired hospital infibulation for their daughters
(Coleman 1998). After discussion, leaders of the Somali community, and the hospi-
tal, and its physicians agreed to perform VN of the clitoral hood instead of the tra-
ditional practice of infibulation to assenting girls with the idea that they would not
then undergo infibulation. Anti-FGA activists, led by a prominent congresswoman,
conducted a campaign against this agreement. Under this pressure, Harborview
reversed its decision to perform VN as a harm-reducing procedure to prevent more
radical forms of FGA from being performed outside the health care system. Somali
women then stated that they would now instead take their daughters to Somalia or
to Somali practitioners in the United States for the traditional procedure (Coleman
1998). Under these circumstances, infibulation, rather than VN, would be carried
out—often without analgesia or asepsis—resulting in pain, possible psychological
trauma, and physical morbidity and possibly mortality.

Years later, the American Academy of Pediatrics (AAP) deemed that a “ritual
nick” in the “clitoral skin” (more precisely, the skin of the clitoral prepuce) was an
ethically acceptable compromise that “may build trust between hospitals and immi-
grant communities,” may save some girls from undergoing more extensive and dam-
aging procedures, and “play a role in the eventual eradication” of FGA (American
Academy of Pediatrics 2010a: 1089). However, the AAP retracted this opinion
under pressure and reissued the original language that opposed all forms of FGA
including VN (American Academy of Pediatrics 2010b). If government and the
larger society equally disfavor infibulation and the VN, communities may be less
likely to abandon more harmful procedures for less harmful alternatives (Arora and
Jacobs 2016).

Metzitzah b’peh (MBP)

Ritual circumcision of Jewish boys is performed on the eighth day of life by a
religious official called a mohel. Removal of the blood on the penile glans is
termed metzitzah. Most metzitzah is performed using a gauze sponge or a pipette.
Some ultra-Orthodox rabbis require that the mohel remove the blood by direct
orogenital suction, a process known as metzitzah b’peh (MBP) (Kerlee 2004). The
procedure is not mandated by other Orthodox rabbis, many of whom believe that it
poses an unacceptable threat to an infant’s life (Korobkin 2006). MBP is opposed by
non-Orthodox Jewish movements (Otterman 2012). MBP may infect the infant with
herpes simplex virus (HSV) if performed by an infected mohel. Although usually a
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mere annoyance beyond infancy, HSV can cause serious infections in neonates. The
natural history of neonatal HSV is well-characterized because up to 1 in 3000
infants acquire HSV from their mothers through vaginal delivery (Cherpes et al.
2012). Half of HSV infections either are disseminated or involve the central nervous
system. Approximately 25% of infected infants with disseminated HSV die even
with prompt treatment, but over 75% die if treatment is delayed. Neurologic
sequelae follow herpes encephalitis in 15% of infants. The MBP-specific HSV
infection rate is about 1 in 4000 (Centers for Disease Control and Prevention 2012).

HSV infections associated with MBP prompted the Department of Health of
New York City (which is home to many ultra-orthodox Jews) to require mohelim® to
obtain written parental consent prior to performing MBP. A Federal appellate court
ruled that the United States Constitution demanded strict scrutiny, so that the gov-
ernment would have to demonstrate that the regulation was the narrowest possible
remedy satisfactory to address a compelling government interest. (Central
Rabbinical Conference v. New York City Department of Health and Mental Hygiene
(763 F.3d 183 [2nd Cir. 2014]).” The Board of Health, under a new mayor, has aban-
doned the regulation (Goldberg 2015).8

We are unaware of any law specifically prohibiting MPB. Absent specific intent
to inflict harm or to give or receive sexual stimulation, MBP would not constitute
sexual abuse. However, the language of some child abuse statutes might be appli-
cable to MBP.’

Punishment and Non-punitive Approaches: General
Considerations

There are three major theoretical bases for punishment: Utilitarian, retributional,
and expressive. Utilitarian punishment is mostly deterrent or rehabilitative in intent
(Tadros 2011). Retributional punishment is aimed at assigning to the violator a fate

5Plural form of mohel.

7Strict scrutiny is a constitutional test applied to government actions that impinges on certain liber-
ties or rights the Supreme Court considers fundamental. It requires that the restrictive measure the
narrowest possible remedy available to address a compelling government interest. This test does
not consider practicality or cost of alternative measures, and is a hard hurdle for the government to
overcome.

8There is an informal agreement between the city and communities practicing MBP that mohelim
who transmit HSV through circumcision will be permanently banned from practicing. It is not
known whether either the city government or the communities that practice MPB have taken any
steps to implement this understanding or to monitor compliance.

° An example is the Nebraska Revised Statutes, §28—710: ““(2) For purposes of the Child Protection
and Family Safety Act: ... (b) Child abuse or neglect means knowingly, intentionally, or negli-
gently causing or permitting a minor child to be: (i) Placed in a situation that endangers his or her
life or physical or mental health.” Most American states have language applicable to MPB; the
Nebraska statute was chosen for quotation because of its breadth and the clarity of its language.



156 A.J. Jacobs and K.S. Arora

that the violator deserves (Zaibert 2013). Expressive or communicative punishment
(Harris et al. 2011; Wringe 2012) is directed toward affirming something that is
important to the state; both the violator and the victim are secondary. An example of
such a law is prohibition of either the slaughter of horses or the sale of horsemeat
for human consumption (Cavel International, Inc. v. Madigan 500 F3d 551[(7th
Cir., 2007]). Retributional and expressive punishments are deontic; expressive theo-
ries may also be based on virtue ethics.

Itis difficult to determine whether a punishment realizes a utilitarian goal because
numerous other variables change simultaneously. For example, some states reacted
to high crime rates by instituting long prison terms for drug offenses and “three-
strike” laws mandating long incarceration for repeat felons. The utilitarian motiva-
tion included specific deterrence (preventing criminals from repeating their acts
because they are incarcerated) and general deterrence (general fear of prison and
fines).!” The rate of most violent crime has fallen markedly.!" However, this has
been associated with other changes that conceptually might be causative. First, the
decline in violent crime is temporally associated with a falling birthrate and fewer
unwanted births due to a wider availability of contraception and elective abortion,
resulting in a smaller proportion of young adults and perhaps fewer young adults
especially prone to commit crimes. There also have been changes in policing proce-
dures and adoption of precautions by potential victims. It therefore is difficult to
know what proportion of the decline to attribute to increased incarceration.

With retributive approaches, the punishment presumably is its own justification.
Rationales include expiation of guilt, moral education to the community, and satis-
fying (in part) the wrongs die to a victim. It also emphasizes the idea that citizens
are responsible for their behavior. Retributive theories imply a necessity for propor-
tionality. This need not be the one-for-one proportionality stipulated in the lex
taliones (see Exodus 21:23-25). Some American laws, such as the RICO Act (18
U.S.C. 1964), provide for treble damages.'? Nonetheless, retributive punishment
incorporates a relationship between the magnitude of misdeeds and consequences.
Expressive punishment also provides its own justification. Expressive punishment is
likely to exceed limits imposed by proportionality, though. For example, a Texas
law used to impose a year in jail for burning an American flag."* Thus, a purely
expressive basis for punishment, divorced from just utilitarian or retributive ends,
seems to be antithetical to liberal principles.

19A third possible utilitarian goal is rehabilitation, or providing the offender with the attitudes and
tools to lead a lawful life.

""From 1992 to 2012 annual incidence of violent crime fell from 1,922,274 to 1,214,464 (36.8%)
(Bureau of Justice Statistics, available at http://www.bjs.gov/ucrdata/Search/Crime/State/
RunCrimeTrendsInOne Var.cfm).

2Damages are explicitly restorative, however. They do not constitute pure punishment in the sense
that imprisonment, loss of parental care, or even fines punish people without restoring losses other
than some dignitary losses to victims.

3The Supreme Court voided this law as unconstitutional (Texas v. Johnson, 491 U.S. 397 (1989)).
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Utilitarian punishment theory is forward looking, considering the consequences
of punishment. Retributive theories, on the other hand, are backward looking. They
seek to redress past wrongs, whether on behalf of the victim or society, or against the
offender (Rawls 1955). The basis for a criminal offense is utilitarian: To protect soci-
ety. In contrast, the basis for a specific act of enforcement is generally thought of as
retributive. We have laws against murder to discourage murder and thus protect
safety, but we punish an individual murderer because he broke the law. We believe
that both utilitarian and retributive considerations must be satisfied. Untempered
utilitarian theory would allow the framing and punishment of an innocent person to
prevent greater harms (for example, an insurrection). But retributive theory would
justify vigilante justice in cases in which guilt is clear. We believe that punishment
should both satisfy conceptions of justice and be likely to achieve an overall increase
in good. Punishment of trivial offenses likely serves neither objective, though.

Utilitarian Punishment, VN, and MBP

Punishing people for VN or MBP is likely to be unsuccessful at deterrence, as dis-
cussed below. Furthermore, such punishment may cause more harm than good over-
all, as punishment harms not only the punished party but those associated with that
person, especially their families. Children should not be friendly-fire casualties in
policy wars over rites of passage that involve genital alteration. Furthermore, the
harms caused by suppression may extend beyond wrongdoers and their families,
affecting society as a whole. Under these circumstances, pursuit of perfect conduct
with regard to ritual genital procedures is the enemy of the good. Even if unwar-
ranted, some of these procedures should be tolerated, but governments and doctors
should attempt to encourage performance of relatively safe procedures over more
dangerous ones to protect the health of the children involved.

Governments have a panoply of tools at their disposal that they can employ to
combat practices such as VN and MBP. Laws can provide for fines and imprison-
ment against parents and those who perform the procedures. Also, courts have great
leeway in restricting parental authority. They can impose measures as drastic as
permanent termination of the parent-child relationship in the best interest of a child,
as when harm to a child has occurred or may be imminent (Guardianship of KHO,
736 A.2d 1246, [S.C.NJ., 1999]). Not all measures in the state toolbox are punitive.
Governments also can regulate procedures, as by requiring consent, licensure, or
that the procedure be performed only under certain restrictions.!'* Governments also

4For example, the Texas legislature enacted a statute requiring that abortion clinics conform to
requirements of ambulatory surgical centers, and that providers have staff privileges in nearby
hospitals. This statute has been overturned, however, by the United States Supreme Court (Whole
Women’s Health v. Hellerstedt, No. 15-274; ____ U.S.___ (2016)) as unconstitutionally creating an
undue burden on women’s reproductive choices. However, the Court previously upheld a statute
requiring a 24 hour waiting period for elective termination of pregnancy (Planned Parenthood v.
Casey, 505 U.S. 833 (1992)).
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can implement educational programs or propaganda campaigns. Finally, govern-
ment can incentivize desired behavior.

The success of any approach depends, in part, on the importance of the practice
to the target groups. A multi-pronged campaign in the United States has aimed at
smoking. Measures have included high tobacco taxes, restricting smoking in public
venues, education, providing resources for those who wish to stop smoking (Zhu
et al. 2012), and age limits for purchasing tobacco products (Steinberg and Delnevo
2013). These measures have been associated with decline in the percentage of adult
Americans who smoke from 42% in 1965 to 19% in 2012 (Centers for Disease
Control and Prevention 2015). Prohibition of alcohol through legislation was less
successful. Though it reduced drinking, it was unpopular (Blocker 2006). It there-
fore was repealed after less than 13 years, even though this required the difficult
effort of amending the Constitution (Schrad 2007). Since then, the percentage of
adults using alcohol has remained steady at about 60% (Gallup 2015) despite taxa-
tion and restrictions. The importance of a practice to those who engage in it, differ-
ences in danger arising from the practices, and differences in legitimacy of
government in the eyes of potential violators all may influence the ability of govern-
ment to curb it.

Criminalization carries undesirable externalities. First, it disrupts the lives of
those who are punished and of those who are close to them. Second, punishing
members of a minority culture for activities it considers appropriate and important
can alienate its members. This alienation not only can be counterproductive to
reducing the undesirable practice, but can result in conflict, lawlessness, and rebel-
lion. Third, externalities related to law enforcement may actually exacerbate the
harms caused by the outlawed practice. For example, a legal regimen designed to
suppress the trade of a recreational drug with mildly deleterious health effects
might worsen the public health problem if the laws result in illegal trade in adul-
terated drugs.

Punishment of VN and MPB: Consequences to Individuals
Involved

MBP performed by a mohel not infected by HSV or other transmittable illnesses
poses negligible long-term risk to the individual involved. If mohelim can be
screened for infection so that mohelim that shed HPV do not perform MBP, then
harms are maximally reduced. The difference between this and VN is that the policy
goal is to reduce the potential for harm from MBP, while VN is, itself, a modality
for reducing harm from more extensive forms of FGA. For both VN and MBP,
though, the magnitude of the public health problem from the procedure is small
(though MBP causes devastating harm to a few individuals). We do not know of a
case of criminal conviction or modification of parental rights based on performance
of VN or MBP. This is fortunate. Termination of parental care after the procedure
would not benefit the children, since their parents would not subject them to further
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genital trauma. Termination would represent an attack against minority cultural
norms. In summary, punitive measures against adult participants in MBP and VN
are likely both to be unjustly disproportionate and to create more harm to the indi-
viduals involved than they avert. This would be true even if they were partially suc-
cessful in reducing the incidence of these two procedures.

Consider the effect of imprisonment as a felon for allowing one’s child to undergo
MBP (from a virus-free mohel) or VN. The imprisoned person is confined in an
unpleasant and dangerous place. She is unable to earn a living and is separated from
her family. After discharge, she loses various rights, which may include the right to
vote or to obtain professional licenses. If the crime is characterized as a sex crime,
her name and photograph may be posted permanently online, and her residence may
be restricted or publicized. The offender’s family also suffers. The imprisoned par-
ent is not providing care or income. The children may be stigmatized. If both par-
ents are imprisoned, the child is removed from the family unit, and may be exposed
to the vicissitudes of the foster care system (Petersilia 2001). Instability arising
from a parent’s imprisonment is likely to interfere with the child’s socialization and
education. Following release of the imprisoned parent, all must adjust to her reinte-
gration into the family, which is often unsuccessful (Naser and Visher 2006). The
effect of such punishment on a child’s financial, social, emotional and educational
circumstances exceeds the negative effect of VN or MBP, which, in any event, will
not be repeated.

Punishment of VN and MPB: Consequences to Minority
Groups and to General Society

It is unlikely that the ultra-Orthodox Jewish groups that practice MBP can be induced
to give up the practice, as they consider it to be integral to their religious practice.
They would continue to practice it even at the risk of prosecution.
These groups also tend to interpret religious law as forbidding them to collaborate
with civil authorities in prosecuting actions that the community believes to be appro-
priate (Broyde 2002). Furthermore, members would consult their rabbi before report-
ing anyone to civil authorities (Resnicoff 2012). It is almost inconceivable that they
would receive rabbinic permission to report a mohel’s performance of
MBP. Furthermore, parents afraid of state punishment might delay in bringing an
HSV-infected child for medical care, and prompt treatment is important for a good
prognosis.

Mechanisms of social cohesion and control among Muslim immigrants that
practice FGA are not as well documented. Since FGA is felonious, those who per-
form it will try to prevent its existence from becoming known outside the commu-
nity. There is little information on the incidence of FGA and its complications in
Western nations. Even in Africa, years of advocacy and legislation aimed at elimi-
nating FGA have seen little decline in the prevalence of the practice. This is a testa-
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ment to the importance of FGA to those that practice it and to the relative lack
legitimacy held by secular authority.

Laws against FGA and MBP are likely to drive the procedures underground.
Girls then will undergo extensive genital alteration in lieu of VN. And parents may
be reluctant to take boys who acquire HSV infection due to MBP to a physician
early in the course of the infection because of fear of punishment. This concern is
not entirely speculative. Deleterious public health effects of a punitive regime have
been noted in analogous circumstances. For example, prior to legalization of elec-
tive termination of pregnancy, severe morbidity and mortality from unsafe abortions
were common (One Hundred Professors of Obstetrics and Gynecology 2013).
Currently, parents in the Western world desiring FGA for their daughters obtain this
despite laws to the contrary, either by taking their daughters to a neighboring coun-
try or by using lay practitioners (Shell-Duncan 2001).

There are other utilitarian reasons to avoid enacting unpopular laws. Jiirgen
Habermas observed that although the threat of coercion must underlie laws, the laws
will not be effective unless most people obey them voluntarily (Habermas 1988).
Voluntary compliance with law, in turn, is grounded in government legitimacy, “the
recognition of power (felt observation to authority and a corresponding duty to
obey) [combined with] justification of power (through shared moral purpose in co-
production of social order)” (Jackson et al. 2012: 1054). Tyler et al. distinguish
between relational legitimacy, based on a perception of procedural fairness (Tyler
2006) and instrumental legitimacy, based on substantive agreement with the organi-
zation’s decisions (Huo et al. 1996). When people do not so identify with a rule-
imposing organization then legitimacy, if present, is instrumentally-based (Huo
et al. 1996). To the extent that people are committed to the behavioral demands of a
religion they can ascribe only instrumental legitimacy to government, as transcen-
dental religious claims are likely to trump conflicting laws (Jackson et al. 2012).
Laws that conflict with divine mandates cannot be obeyed. Efforts to enforce those
laws will cause those religious opponents to regard government as a hostile force.

Persecution affects the persecutors as well as the victims. As Erwin Staub said
regarding genocide,

Individuals and groups change as a result of their own actions. Acts that harm others,
without restraining forces, bring about changes in the perpetrators, and in other members of
the group, that make further and more harmful acts probable. In the course of this evolution,
the personality of individuals, social norms, institutions, and culture change in ways that
make further and greater violence easier and more likely. (Staub 1999: 182).

This principle is applicable to lesser forms of coercion than threat of death.
Persecution of a minority delegitimizes that minority. It also creates a substantial
group with a tangible interest in persecution. This group comprises people such as
police, prison officials, and attorneys. Attempts to suppress MBP would involve
potential action against thousands of parents and mohelim annually. As for FGA,
Leye cited recent studies documenting thousands of girls in various Western
European nations to be at risk for FGA (Leye et al. 2006). These predictions prob-
ably underestimate the number of girls currently at risk, as there is continued heavy
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immigration to Europe and America from nations where FGA is prevalent. In
Sweden, with a population of less than 10 million, there are an estimated 38,000
girls and women who have had FGA procedures (7000 under 18) with an additional
7000 girls at risk (Forslind 2015).

Public choice theory suggests that government officials with a stake in a program
have an interest in perpetuating and extending it. An example of this phenomenon is
support by a union representing California prison guards for a law providing for
prolonged incarceration for perpetrators of a third felony, even if non-violent. This
predictably led to increased incarceration, with consequent employment opportuni-
ties for prison guards (Borland 1994). That is not to say that police want to perpetu-
ate crime or that physicians would promote smoking so that they will have more
patients to treat. Rather, when there are multiple credible policy options, those with
a vested interest will be inclined to take positions that enhance those vested inter-
ests. Their conscious motives need not be consciously self-serving. Rather, they
may believe they are doing good and important work. Many California prison
guards likely believed that the three-strike laws protect the public.

Another adverse effect on society arises from the theory of cognitive dissonance,
which predicts that criminalizing a practice leads to perception that those who per-
form such a practice are bad people. Adherents of religions that engage in disfa-
vored practices may be marginalized (Bushman 1960). The proposition that
criminalization reflects and promotes prejudices against minorities is evidenced by
the differential treatment of ethanol and peyote as used in religious rites, and by the
differential treatment of circumcision and VN. The directionality of the causation is
not clear—whether attempts at suppression lead to disdain for the target or vice
versa; these may be mutually reinforcing.

The combination of mutual contempt between majority and minority generated
by policies designed to eliminate VN or MBP, combined with the immediate invest-
ment of a segment of society in the suppressive program, would harden division
between majority and minority groups, make it more difficult for the minorities to
compromise, and create an atmosphere of mutual intolerance that detracts from
achieving a liberal ideal. When the minority population is large, this can create
social disorder.

We conclude that utilitarian considerations weigh against a punitive approach to
VN or MBP. We now consider the deontic rationales—retribution or expressiveness.

Deontic Theories of Punishment, VN, and MBP

We have argued that retributional punishment must be proportional by definition.
Even if the purpose of the penalty is expressive, there must be some sort of justice
principle at work in a liberal democratic state. For example, a long prison term for
desecration of a national totem such as a flag or a portrait of a government official
seems unjust. Unjustly severe punishment undermines deontic justification for that
punishment.
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Furthermore, European jurisprudence regards criminalization (the use of punish-
ment) as ultima ratio (last resort) (Jareborg 2004). Punishment should be reserved
for the worst behavior—for “secular sins” that are “worthy of unconditional con-
demnation” (Jareborg 2004: 534). Tuori has equated ultima ratio with proportional-
ity (Tuori 2013). Bengoetxea sees ultima ratio as the mean between “impunity
where blameworthy and harmful conduct goes unpunished and overpunity where
any undesired conduct is criminal” (Bengoetxea 2013: 113). Criminal sanctions
should be used only when private and administrative measures fail (Jareborg 2004),
and then should be proportionate to the crime. The same can be said of restriction of
parental rights.

What sort of punishment is proportional for a single, minimally painful nick of
the vulva that does not cause physical harm or psychological humiliation? Similarly,
what sort of punishment is proportional for oral aspiration of blood from the penis
in the absence of humiliation or sexual gratification? Removal of the child from the
home would seem to be a disproportionate response, as any injury has been mini-
mal. The criminal implication of these acts varies by jurisdiction. They are not sex-
ual offenses, which require demonstration of specific intent.'> Both VN and MBP
might be punishable as less serious crimes.!® It is highly debatable, though, whether
a prison sentence is appropriate for acts that do not result in significant harm, and
which are seen as positive measures within the community of those who carry out
the acts. Thus, application of either criminal penalties or restriction of parental
rights seems grossly disproportionate in the case of either VN or MBP. Thus, there
are deontic reasons why punishment of MBP and VN are unwarranted.

Harm Reduction as an Alternative to Punishment

Harm reduction is substitution of a less harmful for a more harmful procedure
(Marlatt 1996). Marlatt characterizes harm reduction as a public health model. He
contrasts it with the medical disease model and the non-medical moral model, both
of which demand abstinence from the harmful behavior. While recognizing absti-
nence as ideal, supporters of harm reduction encourage any movement toward
decreased harm as a step in the right direction (Marlatt and Tapert 1993). Harm
reduction seeks buy-in by those who exhibit the target behavior. Needle exchange
programs for users of injected recreational drugs and programs designed to encour-
age moderate alcohol use among underage drinkers are examples (Marlatt and
Witkiewitz 2002). If consent procedures and a program of HSV surveillance in

5For example, the New York Penal Code requires proof that the act had the purpose of “sexual
gratification of either party” (§130.00). Each element of a crime, including intent to produce sexual
gratification, must be proven beyond reasonable doubt.

®The New York Penal Code defines child endangerment as conduct performed knowingly and
“likely to be injurious to the physical, mental or moral welfare of a child” (§ 160.10 (1). Itis a
Class A misdemeanor, punishable by up to 1 year imprisonment.
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mohelim reduce the incidence of HSV infection in circumcised boys, or if girls
undergo VN instead of infibulation (Shell-Duncan 2001), disease burden from MBP
and FGA would be lower. In fact, the use of VN as a means of reducing the harm of
FGA has been thwarted by activists not only in the United States, but in Italy
(Galeotti 2007) and the Netherlands (Obiora 1996). To our knowledge, the New York
informed consent regulation that was struck down judicially was the only harm
reduction program targeting MBP. However, the same ethical considerations apply
as in VN; we believe that harm reduction programs are strongly indicated to the
extent that it MBP and FGA threaten children’s health.

Unfortunately, we do not know if these programs would have been effective
because they were not applied. However, a recent report describes the successful
adoption in Khuzistan (the southwestern, predominantly Arabic-speaking, province
of Iran) of a clitoral procedure as an intermediate step to eliminating FGA alto-
gether (Latham 2016). The same author cites work in Somalia that has had some
success in modifying the severity of FGA procedures, albeit without eliminating
them. However, the experiences described above suggest that harm reduction strate-
gies in FGA would be effective, as they have been in other contexts.

Substitution of nicotine patches or gum often weans people off carcinogenic
tobacco products (Cahn and Siegel 2011), though some studies show only a limited
effect (Bullen et al. 2013). Needle exchange programs have been regarded as one of
the greatest successes of the harm reduction approach (Drucker et al. 1998). Here,
most of the harm reduction is for those not yet infected; self protection may be less
of a motive for someone already infected. However, someone infected with one
disease transmitted through fluid exchange may still be infected by a second serious
disease; someone who is HIV positive may acquire hepatitis C, for example. So
there remains an element of self interest in compliance with needle exchange
programs.

Arguably, these examples are not comparable to use of harm reduction in ritual
genital procedures. The change in behavior among tobacco users reduces harm for
the user herself, while the measures we describe regarding VN and MBP reduce
harm for someone other than the actor—namely, for the actor’s child. For example,
healthcare workers are poorly compliant with voluntary programs of infection
reduction such as influenza immunization (Wicker et al. 2009) and hand cleansing
between patients (Pittet et al. 1999). Arguably, these examples are not entirely apt
either. The beneficiaries are patients, while the beneficiaries of harm reduction mea-
sures directed toward ritual genital procedures are the actors’ own children, who
presumably are more important to the actors involved than patients are to healthcare
workers. Even if only 20—40% of parents accepted the harm reduction strategies
proposed for FGA and MBP (comparable to those compliant with immunization
and hand hygiene), many children would benefit. Perhaps the closest analog to
harm reduction programs for the two procedures we discuss is maternal immuniza-
tion to protect against diseases that are trivial in adults but serious in offspring.
When the rubella vaccine was first introduced, many women of childbearing age
were not immune, and were susceptible to the teratogenic effects of infection if they
contracted rubella during pregnancy. Vaccination causes transient aching and mal-
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aise in many recipients, and rare serious complications. Nevertheless, most non-
immune hospital workers accepted a proffered rubella immunization (Weiss et al.
1979). Maternal immunization to prevent intrauterine rubella infection seems to be
closely analogous to measures proposed to protect infants against neonatal herpes
transmission through MBP; indeed, such immunization involves even more effort
by the mother. Furthermore, most parents would subject their children to mild dis-
comfort to avoid serious illness or injury (e.g. though immunization or through
immobilization in car seats); this is analogous to subjecting a girl to VN to avoid a
very painful and deforming FGA procedure. Both respect for autonomy and benefi-
cial considerations justify harm reduction programs (Ruderman 2013). While par-
ents should act in the interests of their children, autonomy allows for and protects
the ability of a parent to involve children in religious and cultural rites absent severe
foreseeable risks. Blanket condemnation of FGA and circumcision is paternalistic,
but providing a safer avenue for expression of religious and cultural beliefs demon-
strates respect. While it is outside of the scope of the current discussion to review
the ethics of either MBP or VN and we assume for sake of this discussion that both
are unethical, harm reduction programs rather than punishment ought to be the soci-
etal response given the negative consequences associated with suppressing MBP
and the VN.

Applying Theory: Judges and Doctors

Legislators do not punish people who violate the laws they enact; others must carry
out their wishes. We are aware of only one case in a common law court involving
VN, an agency application to terminate parental rights on Muslim siblings 3 and 4
years old because of an alleged VN on one child (Matter of B & G (Matter of B and
G (Children) (No 2) Leeds City Council and M, F, B and G, [2015] EWFC 3, Case
No: LI13C00295, Family Court, Leeds, England, 2015)). Judge Sir James Munby
ruled that physical evidence did not demonstrate FGA ({q47-51). He concluded that
future cutting of the girl’s genitalia was unlikely in any case ({52). He observed that
nicking was “much less invasive than male circumcision” (60). Therefore, a find-
ing of FGA should not necessarily lead to termination of care proceedings since
FGA generally is performed only once ({76—77) and, implicitly, because the effects
of procedures such as a VN are minimal.

Judge Munby’s opinion was a masterpiece of wisdom. He concluded that what-
ever had happened was no more than minimal, and that further damage was improb-
able. He implied that termination of parental care would do more harm than good.
The judge, however, expressed this as obiter dictum, since he had ruled there had
been no injury and needed to say no more about FGA.!" In essence, Judge Munby

7A determination of fact ordinarily is not subject to reversal on appeal in a common law court.
Appellate courts can only reverse errors in application of law. By failing to find that FGA had been
performed, the judge insulated his judgment from hostile appellate review.
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declined to break up a family on the basis of a vulvar nick. The facts that the case
was even litigated shows how laws punishing minor offenses can lead to abuse of
authority by government agents, and how even distinguished jurists may feel obliged
to find stratagems to avoid enforcing such laws.

The legality of a medical procedure does not imply that it is ethical, though.
Furthermore, health care professionals may have moral scruples outside normative
medical ethics. We suggest that a doctor who contemplates performing VN should
do so only if all custodial parents consent. If the child upon whom it is to be per-
formed understands the procedure and is able to give or withhold assent, her views
should be given strong consideration, depending on her age, degree of understand-
ing, and the overall situation (e.g., whether refusal would lead to performance of a
more extensive procedure). A doctor should not be faulted for refusing to perform
VN in jurisdictions in which is illegal, though; we believe that respect for law is a
prima facie principle. Physicians should also decline to perform VN if they have
moral scruples which preclude their participation. Physicians would not ordinarily
perform MBP, but under some circumstances might be required or permitted to
report suspicion that MBP had been performed. The doctor’s ethical obligation to
report possible abuse or reportable infections may be highly case-specific. The prin-
ciples that must be balanced include the helpful and harmful effects of alternative
actions, the consequences to all parties (including the doctor herself) of disobeying
the law, the degree to which the parties involved took precautions to assure the
health of the children involved, the ethical obligation to obey the law, and the legiti-
macy of the legal system. It goes without saying that physicians should not perform
procedures that they consider to be immoral or against the patient’s interest. A phy-
sician has a fiduciary responsibility toward any child for which she has clinical
responsibility. This requires that the physician do that which is best for the child
under the total circumstances, and these best interests include not just physical
health, but the child’s social, psychological, and spiritual well-being, and consider-
ations of the likely alternatives to the physician’s action and inaction.

This is not to say that there are no minority practices that should be forbidden.
We oppose permitting parents to withhold medical care on religious (or other)
grounds for serious illness. Here, the magnitude of the harm to the child is so great
that the practice fails to meet reasonable criteria for toleration (Levin et al. 2016).
However, all faith healing should be treated identically. Members of Christian
Science, which recommends treating almost all illnesses via prayer and eschewing
medical treatment (Offit 2015), are largely ethnically western European and socio-
economically privileged.'® However, Christian Science faith healing should be no
more or less privileged than faith healing by a Hmong shaman (Fadiman 1997).

18]ts present and past adherents include two former CIA directors (Stansfield Turner and William
Webster), high Nixon aides John Ehrlichman and H.R. Haldeman, and former Treasury Secretary
and Goldman Sachs CEO Henry Paulson.
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Conclusion

Harm reduction, education, and anticipation of assimilation, rather than punish-
ment, are appropriate tools to combat practices such as VN and MBP that society
disapproves of but for which punishment is likely to do more harm than good.
Governments should ordinarily not go beyond these educational and harm reduction
measures. Our reasons can be encapsulated as follows: Even if FGA and MBP are
acts that should not be performed, utilitarian-based punishment, if effective, would
be so severe as to do more harm than good. Any significant retributional punishment
would be disproportionate to the offense caused by VN or MBP. Finally, expressive
punishment would be illiberal. Indeed, when expressive punishment is directed at
activities closely associated with clearly identified minority groups, it approaches
explicit bigotry. Consequently, a strategy of punishment for VN or MBP would do
more harm than good and would, itself, run counter to the principles of a liberal
society.

Tools remaining for government use include harm reduction strategies and edu-
cation. Those who believe that governments should act robustly to protect the health
and safety of citizens of the state likely will have no argument in principle with
harm reduction and educational programs, though the appropriateness of a particu-
lar program is dependent on the facts of the situation.

VN and MBP are exemplars of other practices, some of which may reasonably
be punished, and others not. For example, punitive strategies to compel polio vac-
cination for children may be more justifiable than punitive strategies to compel a
hypothetical vaccination against the common cold. Those advocating or considering
possible punitive public health measures should consider the utilitarian and retribu-
tive ramifications, and should be aware that merely expressive punishment may
deviate from liberal principles. In this manner, pursuit of a perfectly ordered society
becomes the enemy of a good society.
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