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Race and Bioethics
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Racial difference has been of central concern in many canonical cases in bioethics.
Consider two historical cases: Nazi medical experimentation and the now-infamous
Tuskegee Syphilis Study. It was in response to revelations about Nazi experiments on
human subjects that the Nuremberg Code was formulated. The Code sets out standards
for informed consent, treatment of research subjects, and the necessity of predictable
benefit from any given experiment. Nazi experimentation was based on an explicitly
racializing notion: that Jews were a separate, and lesser, racial group and therefore
appropriate subjects for experimentation. The Tuskegee Study of Untreated Syphilis (or
“the Study”) was a forty-year (1932-1972) clinical study that observed the progression of
(mostly) untreated syphilis in a group of black men living in poverty in the US. These
men were told that they were receiving free health care, when in fact they were not given
effective treatment for syphilis even after such treatments were medically established.
The Study was ended only when journalist Jean Heller broke the story. Responses to
Tuskegee included the establishment in the United States of an Office for Human
Research Protections, which aims to curtail the kinds of research abuses evident in the
Tuskegee Study. In this chapter, we will use the Tuskegee Study as a touchstone for
considering how racialization and bioethics matter to one another.

Racialization may be an unfamiliar word — it is less common, certainly, than race,

or racism. We follow sociologists like Michael Omi and Howard Winant in thinking of



race as “racial formation,” which they define as “the process by which social, economic
and political forces determine the content and importance of racial categories, and by
which they are in turn shaped by racial meanings” (Omi & Winant 1994: 61). This means
that what we think of as “race” arises out of social relations, instead of coming from
some biological reality “underneath” those social meanings. Racial formation is a way to
understand the way that physical, social, and material things in the world are classified as
racial — things like people’s hair, bodies, ways of speaking, and so on. This sort of
conception of race as a dynamic, in-process social effect is also often termed
“racialization.”

The Study is a useful starting point for thinking about racialization and bioethics for
several reasons. First, reference to the Study has been important in formulating critical
conceptions of the importance of informed consent in medical research and clinical
treatment; talk of it circulates widely. Second, invocations of the Study within bioethics
may well be deficient precisely in their considerations of race, and so extending the
considerations of race in bioethics using the example of the Study may be instructive. As
Susan Reverby writes in her exhaustive history of Tuskegee:

Bioethicists kept knowledge of the Study alive in research publications and

teaching, but only in narrow ways. ... A survey of the key bioethics encyclopedias

in their multiple editions and the major edited collections and texts reveals that the

Study came in and out of use, primarily named as an example of the lack of

informed consent and the ability of researchers to take advantage of the vulnerable.

It provided a way to say that race matters and then to never really interrogate in

what ways (Reverby 2009: 193).



So, centering the Study can help us interrogate in what ways race matters to bioethics. In
particular, the Study opens more adequate ways to understand the racial content of our
bioethical judgments than can be encompassed by talk of consent in situations of
inequality.

Yet taking the Syphilis Study as a touchstone for a discussion of bioethics and
racialization may also problematically limit understanding. Much of the time, discussions
of race focus primarily or exclusively on the United States, and within that context,
narrowing to a near-complete focus on Black/white racial inequalities. For example, the
promisingly-titled but ultimately limited article “Why Bioethics Cannot Figure Out What
to Do with Race” concludes that the main problem with the discipline of bioethics’
failure to adequately treat race is a failure to decide whether to include the (US) Black
Church in bioethical debates (Burton 2007: 10). While the specific historical context of
the US is very important for understanding the relation of race and bioethics, it would be
a serious mistake to accept that the only forms of racialization relevant to bioethics arise
from the US Black/white context. Our hope is that in taking the Tuskegee Study as a key
example the discussion below provides multi-use conceptual tools for thinking about
racialization in many contexts even while it skirts these dangers.

In looking at these early cases, we can see that some of the legal and cultural
norms that established the professional and academic field of bioethics are entangled with
race. And though it is not obvious that race is at work in every bioethical question we
face, we will argue that race is intimately bound up in even the most everyday bioethical

judgments.



Race and racisms

Although this chapter focuses on the question of how race matters to bioethics, from the
start we need to nuance central concepts — “race” and “racism.” As described above, a
commonsense way to think about race is as biological differences between people — and,
indeed, historically this has been one way of understanding what race is. In this chapter,
we reject the idea that there are bright lines of biological difference between groups that
could delineate one race from another. When we say that we hold a racial formation or
racialization view of race we don’t mean that there’s no such thing as race, or that race
has no effects. We mean, though, that bioethicists should understand the effects and
material realities of race as not biologically determined. Indeed, we agree with writers
like Anne Fausto-Sterling, who argue that biology itself takes shape through and with
social formations (see Anne Fausto-Sterling 2005; 2008).

For its part, racism is often understood as the direct, explicit expression of
interpersonal ill-will, which can take the form of explicitly discriminatory policies or
hateful speech (Garcia 2004). It is also seen as ignorance, whether actively shaped or
passively absorbed (Mills 1998; 2007; Outlaw 2007; Sullivan and Tuana 2007; Types
2007). Of course, even people with the best intentions can be racist. There are other
sorts of racism, which are not formulated in words. There is another sense altogether in
which we might understand racism as not thoroughly described by explicit expressions of
personal ill will or prejudice. Structural or systemic racism may never take the form of
racist expression; indeed, perhaps more racial wrongdoing is effected by seemingly
bloodless bureaucracy than self-proclaimed or subtle individual racist people (Arendt

2006).



Interlocking systems of oppression
Whenever discussing the process of racial formation, we do best to also remember that
other markers of social identity change the experience and meaning of the social dynamic
we call “race.” Individuals’ experiences of gender, sexuality, class, disability, religious
orientation, and more will shape their experience of race — and, indeed, attending to any
of those axes of oppression and liberation requires concurrently attending to race. This
mode of taking complex social relations into account in our theorizing and understanding
is known as having an “interlocking oppressions” or “intersectional” analysis (see Collins
1998; Crenshaw 1991; Razack 1998). Because different forms of oppression and
privilege are bound up with each other, we cannot think effectively about only one bit of
the whole picture as though it is disconnected from others. In this chapter, we will for the
most part use the phrase “interlocking oppressions” to name the relational co-production
of social relations of inequality. This is a departure from some of the ways such analysis
has been codified and made part of a feminist intellectual canon (see Carastathis 2008).
There are (at least) three levels on which we can see the importance of taking
racialization into account in bioethics: Individual, group/collective, and systemic. At each
level, many different social relations come together to shape the particular experience or
problem under consideration. In thinking about racialization and bioethics it is
particularly useful to note the ways someone may be harmed or oppressed in some ways
while being benefitted or privileged in others. For example, someone may be harmed —

or even oppressed — because of their gender, while receiving social goods because they



are not disabled. Thus, people can be simultaneously, unevenly, oppressed and

benefitting from oppression.

Individual experiences of racialization

On an individual level, racialization matters to bioethics. Individual physicians and
researchers may have responses and make medical decisions based on their and their
patients’ racial position. After controlling for socioeconomic and access-related
discrepancies between individuals belonging to different racialized groups, there remain
significant disparities in health care across racial and ethnic lines. The Institute of
Medicine (of the US National Academy of Sciences) investigated these disparities and
concluded that “racial or ethnic differences in the quality of health care” resulted at least
in part from physician bias, stereotyping, or prejudice (Smedley et al 2003; Balsa and
McGuire 2003; Brody 2009). Current work on the concept of “implicit bias” indicates
that even — and perhaps especially — people who do not believe they are discriminating
based on race and other social identities actually do respond differently relative to these
social categories (Wear; Jost et al.; Stivers and Majid; Penner et al.). More
fundamentally, when discrimination based on race arises in health contexts, whether
treatment or research, it always manifests in individual people’s actual bodies and
experience. So we must think about racialization on what Brody et al call the “micro-
level,” at the scale of people experiencing illness in part because of how they are
racialized (Brody et al 2012: 309). Although the force of racialization may be more
obvious as it manifests in the lives of people of color, we could see every experience of

health or illness as racialized — people who hold the social position of whiteness will have



a different interaction with their doctor than will people of color. And other things being
equal, a white patient’s interaction will have more dignity and show more respect for
patient autonomy (Cooper et al 2012). A white patient’s interaction will also likely
produce better health outcomes. The U.S. Department of Health and Human Services’
(2012) National Healthcare Disparities Report tracks specific disparities in acute
preventive care for numerous conditions, by race and other markers. Of course, other
things are rarely equal, and white people living in poverty, disabled white people, queer
white people, will almost certainly have health outcomes worse than, for example, higher
class, non-disabled, straight white people based on their entanglement with the harmful
aspects of interlocking systems of privilege and oppression.

In the Tuskegee Study, recall, doctors followed a group of African-American men
who had untreated syphilis in order study the progression of the untreated disease.
Participants in the Study were told they were signing up to receive free health care, and
they were also guaranteed a funeral paid for by the Study. We can see that individual-
scale racialization manifested most obviously in the interactions between the doctors
running the study and the people participating in it. The Black men enrolled in the Study
were told that they were being treated, though not what for, when in fact they were being
given merely aspirin and iron supplements. Most damningly for the doctors overseeing
the Study from the Public Health Service (PHS), in cases when the men could have
received effective treatment, they were not informed of these possibilities. For example, a
number of the men enrolled in the Study pursued enlistment in the US armed forces.
Unbeknownst to them, the PHS had provided a list of their names to the Army with an

explanation of their participation in a valuable medical study (Jonsen 2003: 148; Reverby



2009: 61). The US Army had a policy of treating incoming recruits for syphilis, so when
it rejected men from the Study we can see that they were directly denied treatment. Far
more of the participants, along with their sexual partners, were indirectly denied proper
treatment through relations of omission.

Race shaped the Study in terms of who was enrolled, how they were denied
treatment, and how physicians, nurses, and researchers interacted with the participants.
On an individual level, particular black men were enrolled in the study not treated for
syphilis. The men who participated in the PHS Tuskegee Study were never provided with
the opportunity to give anything like informed consent, because they were not told that
they had syphilis, or that they were not being treated for a disease they had, or that
treatment was available, or a host of other salient facts. This failure to secure informed
consent has been the central focus of much of the response in bioethics. The doctors,
nurses, and researchers who participated in the Study were ignoring the broadest duty to
provide a clear account of what facts were known, possible treatment options, and likely
future results of engaging in the Study. In some cases their behavior exhibited disbelief
that study participants were capable of understanding their situation (Reverby 2009: 55,
60, 116, 128; Brandt).

How race and racism were involved in these ethical failures is not, however, as
simple as it might seem. There were now-obvious problems with the failure to allow for
informed consent and with the exploitation of a vulnerable population for research
purposes. There has been a temptation to tell the story of the Study as though the racial
dynamics were simple: bad, racist white doctors lied to and took advantage of illiterate

Black sharecroppers to secure their careers (see Brandt 1978 for an early and important



intervention in the racial dynamics of the Study). This story is accurate, but it is not
complete. Not only was the Study hosted at the pre-eminent Black research institution in
the US South, and not only were there Black medical personnel involved all the way
through, but the participants and practitioners were working within the constant
background of everyday, unacknowledged racism. If, as we hope to show, health care
and health research always functions within the context of racialization, it will not be
enough for medical ethics to ask about the intentional actions and omissions of “bad
racist” practitioners. Bioethicists must consider the broader questions of ethical action in

relation to group identity as well as in relation to systems of inequality.

The implications of racialization for groups

On a group or collective level, medical practice may be informed by racialization in
harmful ways. In virtue of their group membership, and perhaps also in ways that define
their group membership, racialized people can be picked out for differential treatment.
For example, historically, racialization was involved in group-level decision making in
the form of eugenicist medical practices. Forced sterilization — and a concomitant valuing
and encouragement of white women to have children — interact with racialization in the
medical domain not only in terms of the individual-level effects to the women sterilized
(Silliman et al. 2004; Smith 2005). Other invasions of women of color’s reproductive
health include research informed by racialization, as in the case of Dr. J. Marion Sims
(1813-1883), an Alabama surgeon who conducted experimental surgeries on black slave
women in his development of treatment for vesicovaginal fistula (Axelson 1985; Wall

20006).



In much bioethics training today the way that students and clinicians are taught to
engage with group-differentiation uses the language of cultural competency for working
with multicultural populations in health situations (Carrese and Sugarman 2006; Paasche-
Orlow 2004; Washington 2009; Wear 2003). Although often there is some commitment
to think about cultural competency as relevant to queer, disabled, non-majority language-
speaking, or elderly patients, the term “culture” frequently supplements and, often,
actually stands in for “race.” Although it is important for medical practitioners to be
competent to treat people who come from various backgrounds, there is a difference
between racialization and culture (or ethnicity). This is particularly the case in medical
contexts in which researchers and medical practitioners believe that there are biological
differences between races (Kahn). An early, and still-important, definition set out cultural
competency as “a set of congruent behaviors, attitudes, and policies that come together in
a system, agency or amongst professionals and enables that system, agency or those
professionals to work effectively in cross-cultural situations” (Cross et al. 1989; cited in
Brach 2000: 182). Much racial grouping, even when it is framed as cultural, takes the
form of treating people as though racial identity were a biologically determinable reality.
Given this, it is striking that much clinical practice focuses on better managing the
interpersonal manifestation of racialized group identities through increasing cultural
competence in the medical professional. The PHS Syphilis Study should not be seen as
primarily a failure of cultural competence.

As a symbol of paradigm racialized wrongdoing, “Tuskegee” grouped Black
people in a particular place into a racialized group that was then understood as

biologically distinct. A danger is that such clumping solidifies an implicit or explicit



belief that there are biological differences between races. This was certainly a dynamic at
the outset of the Study — researchers believed that African Americans had different
(deficient) brains, and thus that the neurological effects of late-stage syphilis would be
different by race (Reverby 2009: 45; see also Crenner 2012). Further, at least some of the
individual wrong-doings on the level of consent and exploitation were the result of a
perception that it was acceptable to sacrifice the interests of the men involved in the
Study to the interests of Black people in the US more generally. At the time of the study,
there was a belief that Black people were biologically categorically different than white
people, and therefore that it was medically beneficial to others to follow the progression
of the disease (Reverby 2009: 159-161). Presumed group identity can, in cases like these,
degrade the care individuals receive. The Study serves, in the present, as a short-hand for
talking about group-differentiated distrust of medical authority; racialized people in the
US, especially Black people, are represented as holding Tuskegee in mind (Brandon et al
2005; Gamble 1997; Freimuth et al 2001; King, W. 2003). Some writers argue that
medical practitioners should be knowledgeable about Tuskegee specifically in order to
show knowledge of why race matters to medicine (i.e., as part of cultural competence)
(Chiu and Katz 2011; Corbie-Smith 1999).

A perhaps surprising example of this slide is marked by the first drug approved by
the FDA for race-specific administration in the US, BiDil (two previously-approved
generic drugs, hydralazine and isosorbide dinitrate, which when combined are meant to
treat heart failure in African Americans). As Johnathan Kahn has argued (see Kahn 2005;
2007), the specification of this drug as effective for, and only for, African-American

cardiac patients has dubious beginnings and some pernicious effects. The dubious



beginnings help us think about the difficulties in grouping people by racial group. The
researcher who patented the BiDil combination re-examined past data, theorizing from a
small (53 person) sample that the drug was more effective for African Americans. A
second study was conducted with 1,050 self-identified African American participants,
and based on that data, the drug was approved for use in only African-Americans. BiDil
costs nearly six times its generic equivalents, leading some to believe that the re-
patenting did not arise primarily out of a desire to benefit Black heart patients. The
pernicious effects of the approval include the medical reification of social groupings
based on self-identification (Lee et al 2001). Since there is no scientific definition of who,
in BiDil’s terms, counts as “black people,” it is difficult to say who would be appropriate
subjects for its administration. Since there is no biological test for racialization, there can
be no biological ground for prescribing BiDil — leaving anyone from the patient’s doctors
to their insurance company to the FDA responsible for their racial classification for
medical purposes. As Kahn argues:
Researchers using race to develop drugs may be motivated by good intentions, but
such efforts are also driven by the dictates of an increasingly competitive medical
marketplace. The example of BiDil indicates that researchers and regulators alike
have not fully appreciated that race is a powerful and volatile category. When used
to bolster the commercial value of a drug, it can lead to haphazard regulation, sub-
standard medical treatment and other unfortunate unintended consequences. The
FDA should not grant race-specific approvals without clear and convincing
evidence of a genetic or biological basis for any observed racial differences in

safety or efficacy. Approving more drugs such as BiDil will not alleviate the very



serious health disparities between races in the U.S. We need social and political
will, not mislabeled medicines, to redress that injustice (Kahn 2007: 45).
Kahn here points to a third way in which we can understand racialization as significant

for bioethics: health disparities arising out of systemic or structural inequality.

Racialization and systems of oppression

Systemically, race, in concert with other systems of privilege and oppression, is one of
the most significant determinants of health or illness. As Ruth Wilson Gilmore has
argued, we can track racialization in part by examining the statistical likelihood of dying
young; this political point is underlined by the now vast public health literature
addressing health disparities (see Institute of Medicine 2002; Fiscella et al 2002; Lasser
2006). Racial and socio-economic status differentially shapes the health of children
(Chen et al), making it necessary to track both race/ethnicity and class status in giving an
account of health inequalities (Kawachi et al 2005; LaViest 2005). As such, further close
attention must be paid in bioethics to how multiple systems of inequality function
together to affect health, with care to not neglect the importance of race in such

processes.

We mentioned the US Institute of Medicine’s report on health disparities (“Unequal
Treatment: Confronting Racial and Ethnic Disparities in Health Care”) above; as Alan
Nelson, a member of the committee that prepared the report said, the committee “finished
its work convinced that the real challenge lies not in debating whether disparities exist,

because the evidence is overwhelming, but in the developing and implementing of



strategies to reduce and eliminate them” (Institute of Medicine 2002, 667). However, the
recommendations the committee makes remain at the level of improving doctor-patient
communication, patient empowerment, allocating more resources for civil rights
investigations about health wrongs, with relatively scant mention of changing the US’s
health system. To address the health disparities created and sustained by racialization,
bioethics must take into account the complexities of racism at individual, groups, and

systemic levels.

Future directions
Encouragingly, bioethicists have begun to examine the impact of social and racial
inequality on health. They have begun to highlight how the following kinds of questions

must be asked in order to develop anti-racist approaches to bioethics.

How can bioethicists address racism beyond concerns about informed consent, self-
determination, and autonomy?
Patricia King (1998; 2004; 2007) argues that despite widespread recognition in US
bioethics that the Tuskegee Syphilis Study stands as a common trope for recognizing
racism in medical research:
There has been inadequate attention paid to race, either in the sense of negative and
differential treatment or in terms of pervasive scientific racism, in the construction
of bioethics in the United States. American bioethics, from its inception, has
resisted taking account of social context. In American bioethics, individualism,

self-determination, and autonomy are paramount. Other values, and other ethical



issues, have historically enjoyed lesser status. Even today, the failure to obtain
consent from the Tuskegee subjects continues to receive greater attention than the
social and economic conditions in which the subjects found themselves (King, P.
2004: 149-150).
The central insight here is that all our ethical decision-making happens in a context of
relations with other people and longstanding social realities (e.g., racism). Aiming to
correct racism in health care practice by focusing only on the one-to-one level of
interpersonal interaction (e.g., making sure that a physician is trained not to say anything
racist) fails to attend to this broader social and historical context. In situations of
systemic inequality, systems of oppression and benefit, all parties involved in health care
practice would do well to take the social and historical context into account. Take the
case of the Study, seen from a health equity perspective (and see Braveman 2006 on
terminology). As even some doctors involved reflected, while they were not providing
care to the men they studied, in some real ways focusing on their own individual wrong-
doing is a red herring. Most, and perhaps all, of the men who participated in the Study
lacked access to basic health care. With the exception of the men who could have joined
the military, they would not have received care for syphilis even if they weren’t enrolled
in the Study. Would it have been better to not study (and not treat) people who were not
being treated anyhow? (This argument fails at the point at which penicillin was available
in public health clinics, from which many of the men seem to have been turned away.)
Focusing on the ethical wrongdoing of the doctors and nurses leaves the ethical wrongs
of an inequitable system uninterrogated. A focus on issues of informed consent and

vulnerable populations obfuscates the bigger ethical problem, which is not seen as ethical



at all: How can we have bioethical reasoning in a situation of fundamental inequity

distributed by race?

How might bioethicists be well positioned to investigate the ways health care, economic,
educational, criminal justice, carceral, and other systems work together to harm
racialized individuals?

Bioethics might be well-positioned to take a quite expansive role in re-defining the
meaning of race. We can think about race as a social fiction with material effects — a
construct that becomes social reality. When we say “race” from this point of view, we
mean “racialization.” Recall that racialization names the social process through which
individuals and groups of people come to be defined as a racial group. This is a process
that brings together ways of talking about people (or discursive practices) with material
conditions in order to define a group of people as a race. Such ways of talking have used,
for example, biological explanations (there are real biological differences between races);
geographical explanations (where a group of people live shapes their racial ontology);
phenotypic explanations (physical morphology makes someone “really” one race or
another); social or cultural explanations (how people live either comes from or produces
their racial identity). To use the concept of racialization is to see the production of race as
not a biological or cultural given, but rather a social process through which people’s
bodies, cultural practices, and social/geographical locations come to carry and hold
particular racial meanings. Bioethicists have the potential to be able to think relationally

and holistically about how multiple social systems work together to harm racialized



individuals — and about how multiple systems would need to coordinate to prevent harms

or meaningfully benefit such groups.

How can public health ethics correct narrow understanding of health disparities and the
harms of racialization in health care practice, research, and theory?

Many bioethicists write persuasively in the field of public health, some arguing
compellingly for the need for bioethical accounts that focus on the way power dynamics
shape relationships at all levels in health care (Fagan 2004; Baylis et al 2008). Madison
Powers and Ruth Faden argue that the health inequalities arising from “systemic patterns
of disadvantage are the inequalities that are most morally urgent to address. Justice here
demands aggressive public health intervention to document and help remedy existing
patterns of systemic disadvantage and their detrimental consequences” (Powers and
Faden 2006: 87). Annette Dula and Sara Goering’s It Just Ain’t Fair: The Ethics of
Health Care for African Americans (1993) offers a sustained consideration of race and
health disparities in the US context, including discussions of infant mortality, HIV, rural
health care, homelessness, black medical students, and surrogacy (see also Dula 2003;
2007). With increased focus on narrative medicine (Gotlib 2009), further attention
should be paid to how narratives of experiences of racialization and racism could be
important parts of improved health care. For example, when medical practitioners started
listening to the people affected by the Tuskegee Study, they better understood the
severity of harms experienced and could better anticipate where similar harms might be
experienced in the future. The hope for public health ethics approaches is that they will

begin already at a group-level of understanding oppression in health care ethics, and so



may be more able to resist reducing questions of race in health care practice to the

imperative that individual racist health care providers become more racially competent.

How can race and racism shape diagnostic categories, including (and not only) in
domains of mental health and illness?

Bioethicists have worked from insights in science studies, biology, philosophy, and other
domains to offer critical reflections on how classification systems can shape the health
and lives of individuals subject to them. Of particular interest have been contentious
diagnostic systems (e.g., classifications for sexual and reproductive illnesses; the
Diagnostic and Statistical Manual of Mental Disorders). Bioethicists have highlighted
the ways in which categorization and diagnosis has the power to shape not only the kind
of treatment individuals receive, but the ways individuals perceive their own experience,
and the possibility of individuals receiving care for conditions at all. Some bioethicists
have investigated, for example, the ways perceptions of gender, class, and sexuality shape
diagnoses of mental illness and the likelihood that individuals will be harmed by
diagnostic categories. For example, bioethicists now know to be concerned about how
readily characteristics of ‘sexual deviance’ have been made diagnosable as mental illness
(Martin 2001; Nissim-Sabat 2001; Potter 2004, 2005). New directions in bioethics will
further attend to the ways racialization has shaped diagnostic categories in ways which

harm individuals subject to them.

How do questions of race and racism arise in the development and use of medical

technologies?



Bioethicists have become able to appraise technological advancements in medicine and
health research with a critical eye to what drives the development of technologies, what
populations they are meant to aid, and how they can be used for goals beyond those for
which they were intended (Gillis and de Melo Martin 2010). Attention to racialization
could be productive in further considerations of all these questions. For example, how do
genetic technologies intersect with racialization (Braun 2002)? How can practices of
‘biobanking’ biological samples for research harm racialized groups in ways not obvious
to those whose specimens are taken (Halverson and Ross 2012; Tutton 2009)? If
researchers discover differences in how diseases and illnesses affect people by ethnic
group, will health insurance coverage for different groups be affected? How do
reproductive technologies reinforce racialization (Russell 2010)? In the domain of public
health, area-based research and technologies of ‘geo-coding’ can investigate the ways
location/place intersects with race, gender, and socio-economic status to lead to health
disparities (Kreiger et al 2003). Engaging further with extensive literature on how
medical technologies affect populations could facilitate future bioethical investigations of

race and medical technologies.

How does racialization limit communities’ ability to direct and conduct research to
reflect their needs?

In questions of research ethics in medicine, bioethicists have been deeply critical of
research conducted on communities that are not likely to benefit from the research, and of
strategic neglect of the research questions of communities that are not likely to be

profitable or universally relevant. Racialized communities have been harmed by both of



these phenomena, and bioethicists could offer directions for building the particular needs
and vulnerabilities of racialized communities within public and private medical research
agendas. How does racial grouping by researchers affect an individual participant’s
willingness to participate in a given study (Goldenberg et al 2011)? How can bioethics
help clarify the successes and challenges of research directed by racialized communities

themselves?

Are models based on ‘cultural competence’ adequate for understanding race and
racism?

There are numerous problems with “cultural competency” approaches as a way to engage
group differentiation by race. (For critical assessments see Kumagai and Lypson 2009;
Beagan and Kumas-Tan 2009.) One problem is that in attempting to describe medically
salient features of different cultures the full heterogeneity of those cultures is occluded; it
can become received wisdom that all Native Americans prefer to not have end-of-life
decisions talked about explicitly, when in fact that preference may be specific to one tribe
or nation, or to non-Christian first peoples. Another problem arises from the documented
prevalence of implicit bias and stereotyping among white, Christian, Anglo nurses and
doctors (Cooper et al 2012) and how difficult it is to overcome bias even once it is made
explicit. As we have discussed, perhaps the most significant problem with focusing
primarily or exclusively on cultural competency training as a solution to the harms of
racism in health care is when such a focus eclipses broader structures and systems that

perpetuate inequality.



In sum, the challenge for bioethicists committed to developing anti-racist approaches in
all domains of bioethics is to see racial inequities as a problem both perpetuated and
partly addressable by clinical and theoretical bioethics. Bioethical thinking and practice
can be improved, particularly with regard to the complex manifestation of race and
racialization as health and illness. Doing justice to the individual, group, and systemic
levels of racialization is difficult work, but both bioethics as a field and the lives of the

people about whom bioethicists think and care would be better for it.
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Transgender

Jamie Lindemann Nelson



A recently coined term that has already developed a somewhat complicated and
controversial history of meanings, “transgender” will be used in this chapter to
characterize people who are uncomfortable—sometimes deeply so—with the gender to
which they’ve been assigned at birth, as well as a loose collection of ways in which some
of those people express that discomfort.

For some transgender people, medicine plays a significant role in how they deal
with their unwelcome identities as women or as men—as it has in Karl’s life. On the
basis of the standard indications that are so carefully noted at birth, Karl was identified as
female, and raised in one of the many ways that are more or less distinctive for girls. As
life went on, however, Karl found that he could not find a rewarding or even coherent
way of living as a woman, and that it made much more sense to see himself, and be seen
by others, as male. Eventually, he obtained some rather invasive medical interventions—
in his case, his ovaries and uterus were removed, his chest re-contoured and he was
started on a regular regimen of testosterone—that helped him to do so.

Carrie has lived out an analogous story. Identified and reared as a boy from the
start, growing up into what almost everyone thought of as just one guy among others,
Carrie had a private but powerful conviction that life as a man simply could not be made
to fit with her own grasp of who she was and wanted to be. As part of finding a way of
living that seemed more in keeping with her feelings and hopes, she also turned to
medicine: Carrie started taking estrogen and a medication that reduced the effects of
testosterone. She later underwent a number of surgical procedures that reshaped her
genitals and otherwise provided her with physical traits associated with women, and rid

her of those associated with men.



For present purposes, then, “transgender” will be taken to include people like Karl
and Carrie, who are also often referred to as “transsexuals,” and in whose experience
medicine plays a special role. Yet there are also people who, while rejecting (or at least
revising) the gender identities thought to be determined by their bodies, don’t look to
medicine to provide physical changes, perhaps because they have no access to the kind of
intensive interventions required, or possibly because they don’t like the balance of risks
and benefits involved, or maybe because they don’t accept that a person’s genitals,
hormones or other “sex characteristics” necessarily determine gender. They use medicine
largely for more ordinary kinds of health care, although they can face some extraordinary
barriers to getting it.

Some transgender people take themselves to have permanently “migrated” from
one gender to another, using clothing and accessories, verbal and nonverbal forms of
expression, and self-ascription, rather than hormones and surgery, to help provide
passage. Others cross back and forth between gendered presentations, perhaps because
the ways in which they most value their lives overall won’t accommodate permanent
moves, or perhaps because they don’t see gender as a deep identity-determining fact
about who they are, but as something that should be treated less seriously, as a set of
tools for access to different experiences, for personal growth, for amusement, even for
profit. Still others are resistant to the seemingly relentless drive, at least in contemporary
Western societies, to fix everyone as female or male. Rather than “migrating” from
femaleness to maleness, or “visiting” femaleness from maleness, they tend to be

suspicious about whether those very categories are good places for them—or perhaps for



anyone—to inhabit. Some such people might selectively use surgery or hormones; many
do not.

These people often identify themselves as transgender, too—in fact, in some uses
of the term, they occupy the center of the concept, while people who are transsexual are
admitted to the term by courtesy if at all. So, while all transgender people will have
health care needs like anyone else—and perhaps more so on average than people who
confront less stigma (IOM 2011)—there is not a necessary connection between
transgender and scalpels or syringes.

Yet, while some transgender or otherwise gender-variant people have tried to
dismantle or at least substantially reconfigure gender, and some theorists have
recommended people adopt skeptical or ironic attitudes towards it, gender remains a
gravely important status socially as well as subjectively. Transgender people often
strenuously try to understand themselves and be understood by others as women or as
men as these notions are typically used. Success can be vital to transgender people, in
part because being seen as gender-ambiguous or nonconforming can make a person
vulnerable to various harms: harassment, vocational insecurity, and violence, including
deadly violence (Beemyn and Rankin 2011). Further, the disharmony between how some
transgender people feel, how their bodies are shaped, and how others see them can
threaten their ability to live lives they see as authentic. For some of those people,
medicine does play a centrally important role.

Yet if medicine is not a necessary means for expressing transgender objections to
some of the standard ways gender is understood and enacted, neither are all objections to

gender’s operations necessarily examples of transgender. Feminism, for example, might



also be a name for some people’s deep discomfort with how the gender to which they
have been assigned plays itself out in their lives. It may be tempting to say that many
feminists’ objections to gender are inherently political, whereas transgender peoples’
dissent tends to be fundamentally personal. Yet feminist theories and practices
themselves have made the “personal/political” distinction difficult to see as very helpful.
It might be more accurate to suggest that feminism’s range of complaints against how
gender is practiced is broader than those typically pressed by people insofar as they are
transgender.

Further, some feminists see these forms of objection to standard gender practices
as operating at cross-purposes. They have complained that transgender practices and
understandings don’t really grasp how deeply gender structures lives—one’s identity as a
woman or a man, so the complaint goes, is not something that decisions, or desires, or
dress, or even surgery and hormones, can change. This line of thought has led to general
critiques of medicine’s involvement in gender reassignment procedures as exploitive of
those who seek them out, and as disrespectful to women generally (most notably,
Richards, 1979). Some feminists have worried that forms of transgender expression
reinforce what’s objectionable about gender categories: a transgender woman’s concern
about high heels, for example, may end with the fact that she can be punished for wearing
them, while a feminist’s objection may start with the fact that they can be punishing to
wear. The tendency to construe genital surgery as the heart of gender reassignment strikes
some feminists as reducing gender from a complex, encompassing social phenomenon to
mere bits of biology that are themselves quite inoffensive; an authoritative social

institution, medicine, that provides the interventions and the mental health screening that



“justifies” access to the operating room, has been charged with reinforcing such naive
and politically retrogressive attitudes (See, for instance, Hausman, 1995).

Yet it may not do to press the notion that the scope of feminist objections to
gender is wider that those of transgender people too hard. Transgender individuals who
see themselves as demonstrating with their lives that gender is as porous as it is
problematic have also criticized many of the uses made of gender categories. Some
transgender people are themselves explicit feminists: transgender-based dissatisfaction
with how gender is practiced may be influenced by feminist convictions (e.g., Aragon,
2006; Bettcher 2009); some feminists have written sympathetically and insightfully
about transgender and its possibilities for enriching feminist thought. (e.g., Scheman
1997; Salamon 2008). Despite the many ways that gender can limit and damage human
lives, many transgender people’s experiences testify to how vital a habitable gender
identity can be to a rewarding or even merely tolerable life.

At the same time, transgender desires and actions may help undermine what some
writers have identified as fundamental “natural attitudes” about gender: that being male
or female is given, and exclusive and immutable. Everybody gets one and only one
gender and the one they get is unchangeable. Medicine contains a wealth of experience
with various disorders of sexual development that put enormous pressure on this “natural
attitude”—as do the lives of people with intersex conditions. The interest in medical and
surgical interventions on the part of some transgendered people however, in part perhaps
because such interventions are often sought by people whose bodies seem perfectly
“normal” physically, may make it harder to ignore just how much social stage-setting and

personal effort is required to maintain gender distinctions in their familiar forms. In light



of what’s been done by people such as Carrie and Karl (and the health care professionals
helping them), any effort to insist that gender distinctions, roles, identities, or practices
are as natural as breathing, rather than complicated and carefully monitored social

practices, becomes much harder to defend (Kessler and McKenna 1978).

Medical Practices, Transgender Goals, and Bioethics

While some transgender people, then, do not take medicine to be a special ally in how
they express their genders, others do want substantial interventions: surgeries on genitals
and reproductive organs, and procedures aimed at changing body contours or rendering
faces more typically feminine or masculine; the use of hormones and hormone blockers
to suppress menstrual cycles or erections, or to stimulate mammary growth or facial hair.
Some physicians were providing some such services as early as the 1920s (Meyerowitz
2002; Ebersoff, 2000). More recently, medicine in many parts of the world has largely
regularized how it responds to such requests; there are diagnostic criteria and treatment
protocols that are widely accepted as constituting good practice. There is, further, at least
some ongoing research into the social and physical impact of transgender interventions,
as well as into just why some people are so powerfully convinced that their given gender
assignment is so profoundly wrong for them.

Bioethicists, it seems, should find these ways in which medicine so dramatically
connects with such a central and problematic organizing concept of human life a rich
source of fascinating moral and philosophical questions. Is “gender reassignment
surgery” a paradigm of problematic “medicalization” of a social problem? Is it an

effective treatment for a bona fide disease? Or, rather, might it best be seen as a way of



reducing unhappiness and releasing human potential? Might medicine’s response actually
increase the incidence of the condition, channeling various forms of intense discomfort
with gender norms that might be expressed politically into a single diagnosis-treatment
pair? Or is gender reassignment itself a kind of social and political action against
prevalent understandings of gender? Do people who ask for medical help with their
gender crossing show themselves by that very request to be mentally ill? Or are they
exhibiting a valuable form of human diversity that ought to be respected and facilitated,
rather than tolerated and treated?

Oddly enough, although other scholars have raised questions of this sort,
bioethicists for the most part have not. (Nelson 1998; 2012). Academic efforts to come to
grips with medicalized gender transitions were readily available though the 1980s—in
addition to work by feminists, cultural theorists interested in gender and social scientists
interested in health care made contributions (e.g., Billings and Urban’s sharp skepticism
about the motives of professionals involved in gender identity clinics in their 1982)—but
the amount of bioethical attention to the issue, was meager in quantity if not quality.
(Lavin’s 1987 critique of the idea that “sex change” procedures were inherently
mutilating or deceptive stands out for its thoughtfulness, but also for its simple
presence.). In the early 1990s, an interdisciplinary field of transgender studies started to
emerge (touched off by Stone’s 1996 reply to Raymond), and social trends started to
make transgender a less outlandish topic generally. Yet bioethicists still showed little
interest. While some attention focused on a related area—*gender normalization”
procedures performed on children born with disorders of sexual development (Dreger,

1999, Chase 1998)— bioethics failed to keep pace with other bodies of scholarship. Until



very recently, such bioethical literature as did address specifically transgender issues
often relied on older theoretical understandings, rather than trying to develop or even
question them (e.g, Draper and Evans 2006, drawing importantly on Raymond 1979).
Well into the first decade of the 21% century, it would not have taken long—certainly the
inside of a non-taxing fortnight, more likely a moderately paced week—to read with due
care all the literature on transgender related themes contained in the twenty or so most
prominent journals publishing bioethics.

There are, however, signs that bioethics is finally starting to take a closer, more
considered look at medicine’s efforts to help transgender people to achieve or consolidate
their desired gender identities, and about health care’s broader interactions with
transgender people as well. An initiative started in 2010, “Bioethics, Sexuality, and
Gender Identity,” spearheaded by Autumn Fiester and Lance Wahlert from the University
of Pennsylvania, aims to enrich bioethics with research from queer studies, an
interdisciplinary field that includes the study of lesbian, gay, transgender, and related

forms of sexual or gender expression. (See http://www.queerbioethics.org.) The initiative

now involves a large number of bioethicists from many centers and programs, some of
whose work includes an interest in transgender. In 2012, it sponsored a conference, and
has organized special issues of bioethics journals around its themes. Further, at the
national meeting of the American Society for Bioethics and Humanities (ASBH) held in
Washington DC in October of 2012, there were for the first time several presentations
explicitly addressing bioethics and transgender.

Then, of course, there is this very entry in the Routledge Companion to Bioethics

-- apparently the first general discussion of the issue to appear in an anthology designed


http://www.queerbioethics.org/

for a general readership in the field. Essays of this sort often provide something of a
critical summary of the leading issues and contributions of a given field to a particular
issue. Yet this strategy hardly fits bioethics and transgender, precisely because the record
of engagement is so sparse. If there could be said to be a standard topic for bioethics and
transgender, it most likely has been whether it is legitimate to use medicine to facilitate
gender reassignment, either at all, or for special populations, such as children. Against
this background, however, new issues are starting to emerge.

For example, Alison Reiheld’s ASBH paper (2012) reminds the field that
transgender people have “ordinary” health needs too, and that some have faced serious
obstacles in the way of getting quite standard kinds of care; track records of disrespect or
rejection by health care professionals, or even the anticipation that a bad experience may
be in store when a person’s gender-nonconformity is revealed, can delay or derail needed
treatment. (See also Harbin, Beagan, and Goldberg 2012). Reiheld argues that some of
those obstacles may not be just plainly poor practice, but ethically more complex: a
provider may understand her refusal to care for transgender people as a matter of
“conscientious objection,” the result of a considered ethical judgment that transgender is
sinful or otherwise immoral and that providers ought not to be compelled to support such
forms of life by providing health care.

At another session of the same meting, Cameron Waldman in effect argued
against seeing any such objection as an ethically complex issue; he maintained that it
ought to get no more hearing than would a professional’s claim that she could not in good
conscience treat people of color. Waldman also was skeptical about whether bioethics

had anything of substance to contribute to society’s achieving the sort of moral progress



that would be marked by such questions about the treatment of transgender or otherwise
queer people being simply placed off the table (Waldman 2012).

This exchange hints at the rich payoff bioethics might expect to gain from taking
on transgender issues more fully; consideration of what might seem a straightforward
issue—abandoning patients—quickly develops into deeper questions about tensions
between personal integrity and professional values, about what moral issues decent
societies ought to regard as definitively settled, and about what bioethics’ role might be
in constricting the set of open moral questions.

Research that focuses on transgender people also poses ethical issues that are
starting to attract notice. The Institute of Medicine’s recent report on the health care
needs of lesbian, gay, bisexual, and transgender people called for further investigation of
relevant topics—for example on the long-term health impacts of continued hormone use
by transgender people (IOM 2011). To aid research on such relatively small populations,
the IOM report recommended that transgender people be routinely identified in their
medical records; this proposal raises questions about how to define such a fluid and
contestable term, about who has the authority to use or withhold the label, and about
privacy and safety for a group of people whose gender identities put them at risk for
suffering from just the kinds of stigma the IOM report itself carefully notes.

Perhaps a more fundamental issue is whether the “causes” of people’s
understanding themselves as transgender is an appropriate target of research at all. Such
investigations have gone on, often generating considerable controversy, although not
typically among bioethicists. Some transgender scholars and activists for example have

expressed vehement opposition to investigations supporting the view that the desire to



change gender is a form of paraphilia—i.e., what is sometime called by lay people a
“perversion,” a phenomenon driven by fundamentally erotic desires, targeted at an
unconventional object.

A substantial part of the criticism in that particular case surrounded issues of
research methods and research ethics used by Michael Bailey in his defense of his
paraphiliac analysis of transgender (Bailey 2003); apart from a 2008 article by Alice
Dreger, the dispute did not generate much attention in the bioethics literature. Yet the
deeper research ethics issue may lie simply in seeing transgender desires and behaviors as
inherently more puzzling than why our gender identities have the shape and significance
that they do to people in general. Singling out transgender as a kind of gender identity
particularly in need of explanation can convey the thought that there is something
problematic with transgender ways of making sense of oneself—for example, that
transgender is, or may be in some of its forms, a kind of mental disorder (cf. Wahlert and

Fiester 2012).

Transgender and Mental Disorder

Whether transgender identities as such, or some ways of expressing those identities,
should count as an illness or a disorder (terms that are used as rough synonyms) is a
question falls properly to the philosophy of medicine. It has ethical implications, though,
perhaps chiefly for what was earlier identified as the basic question that bioethicists have
tended to ask when transgender has been considered: is gender reassignment an ethically
defensible use of medicine? The “illness or not” issue also has some significant personal

implications for transgender people. As the passionate debate that surrounded the de-



listing of homosexuality from the APA’s Diagnostic and Statistical Manual testifies, the
difference between being considered mentally ill and being thought of as simply part of
life’s rich pageant can matter deeply to people (Bayer 1981).

Karl and Carrie, along with several tens of thousands of other people (Olyslager
and Conway 2007), chose to undergo extensive surgeries on biologically healthy tissue
that at least compromised their reproductive abilities, and subjected them to the standard
dangers of surgery, including the possibility of death. They elected hormone treatments
that may increase long-term risks of certain serious illnesses. They were well informed
about the possible consequences. Were their informed choices sufficient to authorize
professionals to provide the desired interventions?

Not if those professionals are guided by standard treatment protocols. The
accepted standards of care pivot on a diagnosis—*“gender identity disorder,” or, in more
recent diagnostic manuals and clinical guidelines, “gender dysphoria” (APA 2013,
WPATH 2011)—as diagnosed by mental health professionals. According to the
guidelines then, a person’s own reflective and informed choice is not sufficient to
authorize gender reassignment interventions. What is perhaps more troubling is the hint
that, if a person wants such interventions, her choice may not be a necessary part of the
authorizing conditions either.

The problem is that the idea of being mentally disordered is often associated with
the notion that your ability to make good decisions is doubtful, at least in areas affected
by the illness, if not globally. Having a mental disorder does not mean that a person
cannot make authoritative choices about her life. Yet a psychiatric diagnosis, and the

insistence on using mental health professionals as gatekeepers to hormonal treatment and



genital surgeries, can carry powerful stigmas. The transgender desires and choices of
people in Karl or Carrie’s position then, might not be regarded as authentic expressions
of who they most fundamentally and rationally take themselves to be, authorizing willing
providers to intervene. Rather, they might be seen as symptoms of an illness, whose
appropriate therapy is to be determined by professionals.

If mental health professionals involved in gender reassignment thought their job
were to help people make a complicated and consequential decision well, that would
probably not prompt great controversy. If they took themselves to be determining
whether people requesting transgender medical procedures were suffering from serious
depression, or other mental disorder that might impair decisionmaking, might seem
somewhat less contestable. Yet as things stand, if a candidate completes the screening
with the authorization for surgery in hand, she or he hasn’t emerged with a clean bill of
mental health. What the candidate gets is a potentially stigmatizing psychiatric diagnosis.

Yet incorporating the desire to “change sex” into medicine’s list of pathologies
also came with advantages to both providers and recipients. Physicians and other health
professionals could feel that their efforts were not merely glorified plastic surgery,
serving idiosyncratic desires. Rather, their aim was to ameliorate a very serious mental
disorder that, untreated, was extremely painful, correlated with serious depression and
even suicidal behavior. Further, practicing under a recognized diagnosis, secured via
official criteria applied by mental health professionals, reduced anxiety that a person who
had received surgery might change her or his mind about whether the interventions had

really been beneficial.



For their part, transgender people in search of medical interventions could feel
that they weren’t merely in the grip of some private perversion. Rather, they could
understand themselves as ill with a recognized disorder, for which medicine had reliable
responses. They were not “bad,” then, merely sick. In principle, at least, they could
approach physicians, not as supplicants, but as sufferers, for whom appropriate treatment
could be regarded as a reasonable expectation built into the social contract between
physicians and the public—at least for those who could afford it. And a recognized
diagnosis could help there, too. Even though some insurance plans explicitly rule out
coverage for transgender interventions, some have covered hormones, and even
surgery—as the American Medical Association, explicitly advocates (AMA 2012).

Yet many transgender people do not see their discomfort with their assigned
genders as warranting a psychiatric diagnosis and are not particularly keen to be seen as
mentally diagnosable by others. The stresses in dealing with social stigmas and
expectations surrounding what is normal for women and for men to be, to do, and to
appear—Ilike many forms of stress—may make someone prone to illness; various forms
of gender transition may bring medical problems in their wake—surgical complications,
for instance, or the impact of long-term use of hormones. Yet at most these
considerations suggest that being transgender can be a health risk, not that it is itself an
illness. The thought that people seeking transgender interventions were simply
delusional—*“this person with a penis thinks that he is really a woman”—have become
less plausible, as understandings of what constitutes “reality” in this area have become
more sophisticated, and as the ways available to transgender people to understand their

own experience have also developed. While transgender desires can cause intense



discomfort, this may not be diagnostic of an illness, but simply reflect that people
typically are hardly indifferent to their gender. It seems reasonable to imagine that many
non-transgender people would find life quite difficult if they found themselves having to
live out a gender role that felt thoroughly alien to them.

Can bioethics—aided, perhaps, by the philosophy of medicine—help resolve this
issue? Not conclusively, or at any rate, not so far. Consider, for example, Jerome
Wakefield’s “harmful dysfunction” analysis. Wakefield’s account is attractive in that it
incorporates biological and social elements in its understanding of disorder, rather than
trying to assimilate disorder to one or the other of these categories, as earlier theories
have attempted (e.g, Boorse 1977, Englehardt 1975 ). His thought is that for a person to
count as having a mental disorder, two conditions must be fulfilled: at least one of the
person’s physical or mental systems must not be operating according to its naturally
selected function, and the effects of that failure of to operate are generally regarded as
harmful, in the disordered person’s social context (1992). As Wakefield sees it, then, both
biological and social considerations must be met for a condition to count as a mental
disorder.

Transgender desires and feelings can clearly meet the social condition. In ways of
life that make so much of gender distinctions as do contemporary societies, many people
who feel that the gender they were assigned at birth does not fit them experience pain,
and other substantial limits to their ability to form and pursue their interests. It is,
however, at least unclear whether Wakefield’s biological clause holds. Gender identity is
such a socially shaped, varied, and—in particular—such a heavily monitored status, that

it is curious to see it as a natural result of a well-functioning biological mechanism



emerging from evolutionary processes. The amount of social pressure that is exerted to
police gender norms, punishing those who stray too far, seems peculiar if gender identity
reliably emerges from some properly functioning neural structure.

The case that transgender desires, even if they are intense enough to prompt
people to seek medical interventions, constitute a mental disorder, then, is under some
strain. It might seem in the interests of transgender people, simply as a pragmatic matter,
to let the current situation stand, if it keeps open the possibilities for receiving desired
interventions—and maybe even having their costs reduced. Yet taking such a wholly
strategic approach the diagnosis and treatment enterprise may be experienced by some
transgender people as damaging to their integrity; some health care professionals might
feel something of the same sort themselves.

Consider the “clinically correct story”—the kind of transgender life story that
many gatekeeping mental health professionals have seen as diagnostic for bona fide
gender dysphoria (Nelson 2001). According to classic versions of the story, the desire to
change sex emerges early and enduringly; it concerns identity rather than sexuality,
involves revulsion at discordant body parts, includes cross-dressing and cross-living, and
comes complete with a set of plausible accounts of the teller’s actions and decisions that
might not seem to fit in to a narrative of life-long conviction that down deep, where it
mattered, one was really a man or a woman (e.g., “Joining the Marines/ Getting pregnant
was part of my struggle to suppress the truth about myself.”)

Unsurprisingly, many transgender people came to be able to relate this narrative
by heart, whether or not the story accurately captured their own experience. Equally

unsurprisingly, canny professionals knew that the narrative was no secret, and had



strategies to detect the overly glib (Stone, 1996). Those who were focused on getting
medical interventions might then anticipate and counter the detection strategies. And so
on. The problem, however, was not only staying ahead of the game. The deeper problem
is that there is something deeply dissonant in having to falsify the story of one’s life in
order to obtain medical interventions, when for many the drive to obtain those
interventions is rooted in a powerful commitment to authenticity.

Requiring strict adherence to the clinically correct story may have eased as
people’s notion of what behavior is acceptable in women and men, and thus transgender
people, became more accommodating. Still, as Judith Butler noted:

It won’t do, for instance, to walk into a clinic and say that it was only after

you read a book... that you realized what you wanted to do, but that it

wasn’t really conscious for you until that time. It can’t be that cultural life

changes, that words were written and exchanged, that you went to events

and to clubs, and saw that certain ways of living were really possible and

desirable, and that something about your own possibilities became clear to

you in ways that they had not been before. You would be ill-advised to

say that you believe that the norms that govern what is a recognizable and

livable life are changing, and that within your lifetime, new cultural efforts

were made to broaden those norms, so that people like yourself might well

live in supportive communities as a transsexual, and that is was precisely

this shift in public norms, and the presence of a supportive community,

that allowed you to feel that transitioning had become possible and

desirable (Butler 2004: 80-81).



Yet this may be the kind of narrative that most adequately does capture a given
transgendered person’s experience and sense of self.

The most recent edition of the Standards of Care of the leading organization of
medical professionals involved in transgender care, the World Professional Association
for Transgender Health (WPATH) is sensitive to the stigmas associated with mental
disorder, and reads very much seems as if it is trying to split the difference between the
benefits and the liabilities of diagnosis (WPATH 2011). That edition—the seventh—
states clearly that transgender self-understandings are not, simply as such, to be regarded
as symptoms of mental disorder. It is eloquent about how transgender and analogous
phenomena are human variations widely distributed among cultures and throughout
history, and are to be respected. However, it retains the idea that when a person’s
transgender feelings make surgery or hormone treatments seem like a good way to live
better, that person has gone from being (merely) “gender noncomforming” to “gender
dysphoric,” in the terms WPATH borrows from the 5" edition of the American
Psychological Association’s Diagnostic and Statistical Manual (APA 2012; 2013). And
when a person becomes gender dysphoric, then their unhappiness with their bodies and/or
their lives has crossed the threshold from a human variation to be respected, to a medical
problem that requires the services of mental health professionals and the confirmation of
a diagnostic category before surgery or hormones would be deemed appropriate.

The WPATH standards are clear that a diagnosis of this kind should not be
thought of as grounds for taking away anyone’s rights or diminishing their dignity: “A

disorder is a description of something with which a person might struggle, not a



description of a person or a person’s identity” (WPATH 2011: 5). Yet there remains the
danger that in continuing to assert that the desire to obtain medical interventions for
gender transitions constitutes a mental disorder, the authoritative professional group will
undermine transgender people’s sense of acceptance of their own identities, and may
delay fuller measures of social respect.

Further, there are available alternatives for how medical professionals and
transgender people might see their relationship. Jacob Hale has argued that the
gatekeeping position assigned to mental health providers by the WPATH standards
violates “the dominant principles of bioethics in the contemporary United States”—in
particularly, non-maleficence, beneficence, and respect for autonomy. (Hale 2007:493).

There are, as Hale acknowledges, risks to long-term hormone use as well as to
invasive surgery, including the possibility of regret (Pfafflin and Junge, in their 1998
article relied on by Hale, report an incidence of post operative regret of less than 1
percent for people obtaining female-to-male procedures, and of 1 to 1.5 percent for those
undergoing male-to-female procedures.) Yet he suggests that health care professionals
who have developed and enforced these standards overstress the risks, while
underplaying the value of the potential benefits, and that properly weighed, the risks do
not justify curtailing respect for the autonomous choices of patients. Hale notes that other
decisions people make carry serious risks as well, offering the example of vasectomy, to
which might be added the decision to bear and rear a child. It is also worth noting that
although neither unwanted fertility nor pregnancies count as diseases, physicians are
involved in how people respond to them, and insurance plans, both private and social,

very often cover them.



Since the publication of Hale’s article, the newest WPATH Standards of Care
have relaxed the requirement that surgical candidates undergo extensive psychotherapy,
which is a significant alteration. However, the Standards still require mental health
screening, particularly when genital or gonadal surgery are in prospect. Portraying the
difference between gender nonconformity and gender dysphoria as a difference between
healthy and disordered states remains a controversial feature of the relationship between
transgender people, and health care providers, and a live topic for bioethics. Arguments
for understanding the difference in this fashion drawn from the philosophy of medicine
appear at best to be inconclusive, and the possibility of reinforcing stigma cannot be
taken lightly. At the same time, the low levels of post-operative regret cited by Hale
himself might be understood as strong evidence that the current procedures, relying on
mental health screening for surgical candidates, are working very well to avoid bad
outcomes.

Further, there are cases where reasons separate from the very desire to transition
prompt concern about some people’s ability to make self-regarding decisions. In
principle, this includes transgender people who uncontroversially suffer from certain
forms of mental illness, or who are cognitively or emotionally handicapped. In practice—
or at least in the literature—the brunt of bioethical attention has fallen on gender variant
children.

Some young people, including pre-pubertal children, report strong and persistent
transgender desires; sometimes those desires persist into adulthood, and sometimes they
do not (Meyer 2012). In such cases some clinicians have advocated the use of puberty-

delaying drugs (e.g., Spack, et al, 2012). The effects of such drugs are reversible if



suspended, and they buy time for children to mature, and for their sense of their gender
identity to consolidate, without their having to deal with physical changes that are deeply
unwelcome, and whose impact they might have to try to reverse if they did elect gender
reassignment. Some bioethicists (e.g., Giordano, 2008) have defended this response, and
called for it to become a more widely available option for transgender children.

Both the clinical and the bioethical justifications offered in the literature
concerning puberty suppression hinge on the claim that such children have a serious
problem that is made worse by social forces, but is at base medical. As such, they have a
substantial claim to available medical care. It seems quite possible that any successful
effort to de-pathologize gender dysphoria could make it harder for them to get hold of
that resource. The main alternative justification pressed on behalf of transgender adults,
stressing their right to make informed and free choices about their lives, is less clearly

applicable to children.

Bioethics and Transgender: Coming out From Behind the Curve?

The founding of university-based gender identity clinics began during the mid to late
1960s—roughly speaking, the same historical moment that saw the founding of research
centers dedicated to the development of bioethics as a distinctive, interdisciplinary
approach to understanding and guiding the growing power of medicine (Meyerowitz,
2002; Jonsen, 1998). While there was always a regulatory strain in its practice, bioethics
was from the first interested in medicine’s impact on how people understood and dealt
with questions posed by our embodiment: what constitutes life, and what signals death;

what distinguishes health and illness. Unlike questions concerning the nature and value of



natality, mortality, and morbity, gender stayed off the bioethics map for a long time. It is
interesting to speculate on how contemporary discussions in transgender heath care, but
perhaps more generally about gender and social life as well, might have gone on had
bioethics risen to that particular occasion, and interesting too, to speculate on why it did
not.

It seems plain, however, that whatever thicket surrounded the topic and kept it
insulated from bioethics is down now. Bioethicists are starting to take on a number of
pertinent questions—e.g., about the authorization and financing of transgender-focused
medical interventions, about the stigmas that may be inherent in transgender-oriented
research agendas, as well as about the relationship between disorder and health. Newer
issues are starting to come to light, too. For example, there is a small but growing
literature concerning the interest of people undergoing gender reassignment in preserving
their fertility and becoming parents (e.g., Hembree et al, 2009; Murphy 2012). There is
reason to expect theoretically significant and practically helpful results from such work.

However, bioethics may now be less likely on its own to make as big an impact
on how transgender is understood by medicine and society generally as it once might
have done. In the past decade or so, many people looking to medicine for help with
achieving a more desirable gender identity have started develop a political consciousness
that resembles how many people with disabilities, or with intersex histories think of
themselves. Many transgender people now regard themselves more as agents empowered
by their identification with a social group, than as individuals significantly defined by

their connection with surgeons and endocrinologists.



Bioethics has much to contribute to responsible thinking about the uses of medical
power in connection with gender transitions; its contributions may well grow. However,
the future relationships of transgender people with health care providers may be affected
more by the political clout of a LGBT movement that is successfully transforming other
central features of social life than by academic or clinical reflection.

For example, whether or not future editions of the DSM or the WPATH Standards
of Care include “gender dysphoria” as a psychiatric diagnosis, the advantages and
disadvantages of doing so as weighed by bioethicists may be less important than how
transgender people themselves respond to the question. Insofar as they and their allies
refuse to see health care concepts or practices as stigmatizing, forge their self-
understandings chiefly from their own shared experiences, and assert the legitimacy of
their own place in social life, bioethical thinking about transgender will need to go on
with transgender people not merely as subjects of analysis, but as partners in

conversation.
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43.
Organ Transplantation Ethics From the Perspective of Embodied Personhood
Fredrik Svenaeus

Transplantation Ethics
Organ transplantation is a medical procedure that presents stunning possibilities in saving
and improving the lives of ill and suffering people (Tilney 2003). Although organ
transplantations are in this sense are ethically commendable things to do, the procedure
has presented doctors and law and policy makers with a series of problems that have
engaged medical ethics ever since the first transplants were carried out about half a
century ago (Munson 2002). The ethical issues can roughly be grouped under four
headings.

First, there are questions about the form of consent required from donors of
organs. These questions regard both living donation — primarily kidney transplantations —
and donation after death. Should consent be explicit or may it in cases of dead donation
be presumed? What say should relatives have in the case of dead donation? How well
informed must a donor be and what risks should he or she be allowed to take in the case
of living donation? Should any form of compensation for the gift of organs be permitted?

The issue of compensation brings us to the second heading, namely questions
regarding the buying and selling of organs. Should trade in human body parts be
permitted? In nearly all countries of the world it is forbidden to buy or sell human organs,
but the black market is large and growing. Kidney trafficking is a big business and the
reason for this is the shortage of organs available for transplantation in rich parts of the

world. Those in favor of lifting the ban on organ trade point out that legalization would



improve the situation of vendors in poor parts of the world (Radcliffe-Richards et al.
1998). Under a legal organ trade vendors would receive a bigger share of the money that
now ends up in the hands of organ brokers and they would presumably receive better
medical treatment if selling was made legal. In addition to this, legalization would
increase the supply of kidneys for transplantation in the world to a point at which the
present lack would possibly cease. Costs for dialysis and other health care measures for
people with kidney failure could be reduced, and the patients in question could live much
better lives with a new organ in their body. In many cases a new organ would mean life
rather than death to these patients (Tilney 2003).

Arguments against a legal organ trade can be made in different ways. The claims
that trade would lead to better consequences for everybody involved can be challenged.
Would not donation rates fall if people expected to get paid for their organs instead of
giving them away for free? Will not poor people be forced to sell their organs, having no
better options to relieve their present misery, especially if they are in debt to
unscrupulous profiteers who could now make use of this new opportunity of income
(Wilkinson 2003)? Another way of defending a prohibition on selling and buying body
parts is to point towards ways in which legalization of an organ trade would expand
market behavior into yet another zone of human interaction (Waldby and Mitchell 2006).
To give an organ — or several organs if we are talking about posthumous donation — is a
way to contribute to the life and well fare of other human beings without profiting from
it. It is a commendable act that serves as a model for how we should live together in a

society (Campbell 2009).



The third heading involves questions about when persons are dead and/or when
they have any interests that could be violated by letting them die by way of removing
their organs. Most countries in the world have changed their legal definition of death
(primarily, though, admittedly, not only) as a consequence of the new opportunities of
treatment with which organ transplantation presents us. The brain has succeeded the heart
as the organ that needs to be functioning if the person should be considered to be alive.
Presently it is the functions of the whole brain that should be determined absent and
beyond chances of recovery for the person to be proclaimed dead in the legal definitions
of most countries (Russell 2000). But the possibilities of keeping patients alive (or dead)
in respirators have also raised the question whether persons who are beyond chances of
regaining consciousness (although parts of their brains are still functioning) should not be
considered in lack of any interests to be kept alive, whereas their organs could be used to
favor the interests of many other persons who are presently conscious and suffering
(Singer 1995).

The fourth heading concerns what we owe to people who are ill and suffering.
The concept of justice is, indeed, central to all questions of organ transplant ethics, since
the question if anybody deserves to be in need of a new organ (being ill and facing death)
is a pressing one. Does not the principle of justice oblige us all to give the needy that
which we could dispense with and still go on living a good life (i.e., one kidney)? Does it
not oblige us to give them that which we do not need ourselves once we are dead (i.e., all
our viable organs)? Whether people are obliged to become organ donors as a matter of

justice is a central ethical question in the organ transplant literature (Fabre 2006).



Embodiment and Selfhood

The ethical questions grouped under the headings above all touch upon the relationship a
person (a self) has to his or her body. It seems to be presumed by most philosophers that
organs are something that belong to each person respectively. That is presumably why the
persons must always consent to their organs being removed, although they may not be
allowed to do anything they like with their organs for various reasons — consider the
prohibition against selling. The two latter headings — the questions regarding when a
person is dead and if we are obliged to give away our organs when we do not need them
anymore — also concern issues of what belongs to the self. Can ownership rights be
overruled in certain situations when the person is no longer there and/or parts of his or
her body can be used to save the lives of others? These are the fundamental questions of
transplantation ethics as it is currently pursued.

But what if our organs — kidneys and hearts will be my main examples in what
follows — are not things that belong to us as commodities, but instead are to be looked
upon as something that we are? How would such a phenomenological view upon
selthood, as fundamentally embodied, change our views on the ethics of organ
transplantation? This is the question I will explore in this chapter, introducing some
concepts from phenomenological philosophy and giving detailed descriptions of two
cases of kidney and heart transplantation, respectively. Phenomenologists take their
starting point in the first-person perspective when exploring an issue and I will try to stay
true to this ideal in what follows (Zahavi 2005). This first-person perspective includes the

second-person perspective (the dialogue with other persons), but it is to be contrasted



with taking an impersonal third-person perspective of science as your philosophical
starting point.

At first it may look as if the phenomenological view on the body would weaken
the incentive or duty to give away one’s organs when one can dispense with them,
because it would equal giving away something of one’s self instead of merely giving
away one or several things that belong to you. However, as [ will attempt to show, an
embodied account of organ transplantation will rather make apparent that although
different organs contribute to our embodied selfhood in various ways, this essential
belonging of the person to his or her organs — rather than the other way around — shows
us that our embodiment connects us to the lives and sufferings of other people in a
fundamental way (Leder 1999).

The connectedness by way of the body goes back to the way we are delivered to
the world as fundamentally dependent on other persons, a predicament made obvious in
situations in which we become ill or disabled in various ways and need the support of
others (Mackenzie 2010). We share the same fundamental needs and desires as human
beings because we are embodied in similar ways. This does not mean that we are unable
to, or, should not, care about other embodied creatures than humans, but our particular
form of embodiment is an essential part of the life form in which we develop an ethics of
human interaction. The “face of the other”, as the phenomenologist Emmanuel Levinas
puts it, is the basic source of ethical obligation, and it is not by accident that this
metaphor is connected to embodiment (Diprose 2002). I encounter the other person by
seeing, hearing, touching, even smelling him or her, and by this bodily encounter our

belonging together is made possible. If not embodied, we would not desire and fear



things that may happen to us, as a matter of fact, in order to have any kinds of feelings at
all, we need to be embodied (and not just “embrained”) (Damasio 1999). It is doubtful
whether radically enhanced, post human persons, who have left the current limitations of
human embodiment behind, will ever come into being, but if they do, they will probably
not have an ethics that is similar to ours (Agar 2010).

Kidneys, hearts, and other types of organs, according to such an embodied view,
are not just functional parts of the biological body; they are parts of what the
phenomenologist calls “the lived body” (Zahavi 2005). The lived body is the body as it
appears from the first-person perspective of the person being it, enabling the person to
encounter and understand things around her in the world as meaningful for her in various
ways. Our “being-in-the-world,” as the phenomenologist Martin Heidegger puts it
(1996), is consequently basically a bodily phenomenon, an insight elaborated by yet
another influential phenomenologist, Maurice Merleau-Ponty (1962). The body to a large
extent organizes my experiences already on a preconscious level by way of neurological
systems centered in the brain that coordinate my movements and perceptions (Gallagher
2005). To the ways of the lived body also belong the processes of my biological
organism: breath, digestion, blood flow, etc., which are mostly absent from my awareness
but nevertheless provide the backdrop for my intentionality — my being directed towards
different things that I engage with (Leder 1990).

Normally, when we engage in the world, busy doing various things, we do not
pay much attention to our own bodies. They perform their duties inconspicuously in the
background and make it possible for us to encounter things and other persons in the

world around us, a world that we share as embodied, human beings. Sometimes,



however, the lived body shows up in resisting and disturbing our efforts to do things. It
“dysappears,” rather than disappears, to use a term coined by Drew Leder (1990). The
body plagues us and demands our attention by revealing itself, not only as our home, but
as an alien creature. Organ transplantation, and also the process of falling ill, which in
most cases (if one does not end up in the operating room because of an accident) precedes
the transplantation, to a large extent inflicts such changes in self-being when our bodies
display an unhomelike character. As phenomenologist Richard Zaner writes in his study
The Context of Self:
If there is a sense in which my own-body is “intimately mine”, there is
furthermore, an equally decisive sense in which / belong to it — in which I am at
its disposal or mercy, if you will. My body, like the world in which I live, has its
own nature, functions, structures, and biological conditions; since it embodies me,
I thus experience myself as implicated by my body and these various conditions,
functions, etc. / am exposed to whatever can influence, threaten, inhibit, alter, or
benefit my biological organism. Under certain conditions, it can fail me (more or
less), not be capable of fulfilling my wants or desires, or even thoughts, forcing
me to turn away from what I may want to do and attend to my own body: because
of fatigue, hunger, thirst, disease, injury, pain ... (Zaner 1981: 52)
I will now proceed to a more direct phenomenological analysis of organ transplantation
in developing examples of what it is like to have a kidney and a heart transplant,
respectively. In the examples I will attend to the ways the body shows up as “other”
(unhomelike, alien) in situations preceding and following transplantation and the way

these different types of otherness should be understood. The phenomenological analysis



of organ transplantation situations will then be reconnected to the ethical issues

concerning the relationship to one’s body and the bodies of others surveyed above.

The Kidney Transplant
In the book Holograms of Fear, Slavenka Drakuli¢ tells the story of her first kidney
transplantation, which takes place in Boston in 1986 (Drakuli¢ 1993). Drakuli¢ has left
her homeland of Yugoslavia, her family, friends, and even her young daughter, in order
to live in New York as a journalist. This radical decision is forced upon her not by
political oppression but by a genetic disorder affecting her kidneys: polysystic kidney
disease. The medical care she is getting in Yugoslavia is not sufficient (she watches her
fellow patients in the dialysis ward deteriorate and die), and she has poor chances in
Yugoslavia of getting the transplant she needs to survive. In the book she tells how the
disease and her dysfunctional kidneys force her to undergo dialysis every second day in
the hospital for several hours:
I had no choice. Every other morning at five o’clock I went for my dialysis at the
hospital on 72™ Street. I didn’t consider the possibility of not going. The healthy
can choose. Life is simple when you’re sick, as it is for people in jail or in the
army. There are rules that are more than rules because breaking them can only
mean one thing. At first this is non-freedom but later, it is just certainty. . . . Here
the blood flows in streams: in veins, capillaries, pumps, rubber hoses, in clear
plastic tubes, in cylindrical dishes with filters. As if the white room was woven
with a red web. Everyone is quiet, deathly tired. They communicate in code, in

subdued tones. (Drakuli¢ 1993: 3-4)



To be in dialysis treatment means that your life becomes regimented in a new way. This
concerns not only the hours you have to spend connected to the dialysis machine but also
the way you have to watch and regulate your body, considering diet, how much to drink,
sleep, exercise, etc. to keep the disease under control. But the most thoroughgoing effect
of the kidney disease is that the body shows up in new and disconcerting ways that
become central to your everyday experience, self-reflection, and life story:
The thing moved from person to person like bad luck. No one could tell who it
would attack. It attacked my father. It attacked me. It left my brother unharmed.
We almost thought that it had skipped us, too, that those ancestors who had died
in the past had nothing to do with us. But at the first signs — nausea, vomiting,
tiredness — I knew that it had come. The doctors didn’t tell me right away
although they suspected it. | was already pale, my pulse was fast and every time I
lay down I thought I might not be able to get up. Later my father came down with
it as well. They told us that these days it was possible to live with it, that there
were machines, kidney transplants. Various deals could be struck with the
sickness, negotiating with bad luck. (Drakuli¢ 1993: 6-7)
The uncanniness of such experiences is hard to deny. The body reveals itself as
incorporating alien, unhomelike elements in illness (Svenaeus 2000). The uncanniness
concerns the way the body becomes an obstacle and a threat, instead of my home territory
and basic affordance, but in this (and most other severe) case(s) of illness it also concerns
the ways I address the meaning of my life and my relationship to others. Bodily

connectedness is made even stronger in cases of inherited diseases in which the family



bonds are not only the source of security, joy or annoyance, but of a possible deadly
curse.

Waiting for the transplant, knowing that you are on the waiting list but with no
knowing when, if ever, the doctors will find a suitable kidney for you, is a pressing
experience in itself. So is the fear of pain or dying as a result of the operation. You long
desperately for a life with more freedom and fewer symptoms, but at the same time, the
regime of dialysis might become a habit and a kind of security you are afraid of leaving
for the uncertainty of the operation, which is, certainly, a dramatic event:

“Breathe, breathe.” An English voice penetrates the darkness in which I’'m

floating. . . . Terrified I try to suck in air, catch it with my open mouth, but

something is inside, something is inside. It is smothering me, I have to retch it
out. They are pulling out a long tube with a sudden jerk from my throat, tearing
the membranes. A deep sigh. Then a sharp pain under my stomach cuts me in

half. “Your kidney is functioning.” (Drakuli¢ 1993: 42)

Only slowly does Drakuli¢ recover after the operation; it takes hard exercise and a lot of
time to be able to sit up, stand, walk, eat, etc. Even the routine of going to the toilet is an
effort and, in the specific case of kidney transplants, also a new and remarkable
experience for the patient, since the kidneys have not been producing any urine for a long
time.

Even in the successful cases, when the new kidney works properly and is not
rejected by the immune system, life after a transplant is not like life before the onset of
disease. To suffer from a disease that destroys your kidneys and to get a new kidney

means that life becomes prolonged and normalized, but it does not mean that life



becomes the way it was before the onset of the disease, since you are at constant risk of
renewed kidney failure. To live with a foreign kidney in your body means to lead a life
that is extremely self-controlling as regards the relationship to your body. It often means
a more anxious life, in the sense that the basic trust in the body is gone, but it could also
mean a more self-reflected life, in the sense that the finitude of your life and the question
of what is of real importance in it have come to the surface (Frank 1995). Finally, it will
lead to thoughts about the life of others and how they are connected to you, particularly
the person whose death (in the case of cadaveric transplant) and generous gift means life
for you:
“Her kidney came from a woman,” the doctor said to someone. He was leaving
the room. He thought I was asleep. ... I don’t care who it belonged to, I am not
curious. I think of it as an organ, not as part of a person. I must not be sentimental.
My life is on the line. But the picture reappears. Her smiling face, gone forever. A
lot of time will pass, then in a subway somewhere, a tall man will stop me. . . .
“Excuse me, I couldn’t help myself, but you look so much like my late wife.” I’1l
stare at him, indifferent at first. I’ll pretend that [ have no idea what he is talking
about. Perhaps I'll say I don’t know any English. But something will force me to
change my mind and I’ll say: “Yes. Yes, I probably do look like her. We are
sisters, almost twins — you didn’t know that she had a sister? You see this thin
scar? It has almost disappeared, but this is where she moved in. We live well
together, the two of us. Sometimes she gets a little obstinate. I can’t keep her from

spreading. Sometimes she chooses a smile, other times a gesture, or a walk — to



show that she is here, that I am in her power. I think perhaps she wants to make

me feel grateful. It’s not my fault that she was killed.” (Drakuli¢ 1993: 73-74)
To sum up: already the kidney disease leads to experiences of bodily alienation — the
body behaving in painful ways that I cannot control — which have implications for the
way I think about myself and my life in relationship to others. However, the otherness
displayed by my own body in severe disease has repercussions for my entire life, making
it hard, sometimes impossible, to be at home in the world in carrying out everyday
activities. It also affects my relationship to other persons and sometimes the way I think
about my entire life and its purpose. Why did this happen to me? What kind of a person
am I and who do I want to be? After having the transplant this reflection in many cases
leads to feelings and thoughts about the origin of the new kidney I now bear in my body
(Sharp 2006). The scientific attitude to my new organ as a thing among other things, an
attitude that will be encouraged by the doctors, can easily be conquered by an attitude in
which the kidney of the other person harbors his or her identity in some way that has now
been transposed to me. It might also lead to a thankfulness that becomes transformed into

guilt (How have I earned this life that was made possible by the other person’s death?).

The Heart Transplant

In the case of the heart, things are slightly different, not only when it comes to the
symbolic character of the heart (life, love, goodness) in comparison to the kidney (what,
really, is a kidney symbolic of?) but also regarding the extent to which the heart shows up
to me, in illness, and also in health. In contrast to the case of the kidney, it is possible to

direct one’s attention to the activity of one’s heart at any time, and in situations that make



us react strongly emotionally it is almost impossible not to notice one’s heart pounding in
association with other bodily processes, such as blushing or sweating. In exercise, the
heart (together with the rest of the body, of course) sets the limit for what we are able to
accomplish, and these limits are clearly felt on the embodied level as intense heart and
lung activity or pain and weakness of muscles when, for example, I run fast for a long
time.

Heart disease does not always make itself known through the experience of pain
in the heart itself; a heart attack is experienced as a chest pain radiating out through chest
and arms, for example. But the possible irregularity in the rhythm of the heart’s beating,
which can be a very powerful and frightening experience, nevertheless marks out the
heart as something that appears in a more singular manner than the kidney does, in at
least some cases of heart disease.

Human hearts have been transplanted since the late 1960s while the history of
kidney transplantation dates back to the 1950s. A heart transplant is an even more
dramatic and difficult operation than a kidney transplant, and it was not until the 1980s
that surgical techniques and new immunosuppressive medications made it possible for
patients to survive a heart transplant for a longer time (Tilney 2003). To find a new heart
for a dying patient is even harder than finding a new kidney, for two simple reasons. Each
person only has one heart, which makes living donation impossible (as long as we do not
allow killing one person to let another live). Furthermore, hearts deteriorate much faster
than kidneys outside the body, which means that we have only a very limited time in
which to carry out the transplant (kidneys last much longer if they are kept the right way).

Hearts for donation will most often come from patients who have been put on respirators



as the result of accidents or sudden occurrences of disease (stroke) and have then been
declared brain dead while they are still connected to the machine that assists the breathing
and the circulation of the blood that keep the organs of the deceased person fresh.

In the early 1990s, the French philosopher Jean-Luc Nancy underwent a heart
transplant after a period of severe illness. He wrote about this event and the cancer that he
was subsequently taken with — probably as a result of the heavy doses of
immunosuppressive medicines that post-transplantation patients have to take to prevent
rejection of their grafts — in the essay “The Intruder,” which I will make use of in what
follows (Nancy 2008). Nancy’s main figure for understanding the process he is
undergoing is found in the title of his essay:

The intruder introduces himself forcefully, by surprise or ruse, not, in any case, by

right or by being admitted beforehand. Something of the stranger has to intrude,

or else he loses his strangeness. If he already has the right to enter and stay, if he
is awaited and received, no part of him being unexpected or unwelcome, then he
is not an intruder any more, but neither is he any longer a stranger . . . To

welcome a stranger, moreover, is necessarily to experience his intrusion. (Nancy

2008: 161)

This way of conceptualizing the intruder (as a person, but also, as we will see, as a thing
that intrudes in me, such as an organ) is very similar in structure to the analysis of bodily
alienation 1 have developed above. When Nancy’s analysis is coupled to the experience
of illness and transplantation, the overlap becomes almost total:

If my own heart was failing me, to what degree was it “mine,” my “own” organ?

Was it even an organ? For some years I had already felt a fluttering, some breaks



in the rhythm, really not much of anything: not an organ, not the dark red

muscular mass loaded with tubes that I now had to suddenly imagine. Not “my

heart” beating endlessly, hitherto as absent as the soles of my feet while walking.

It became strange to me, intruding by defection: almost by rejection, if not by

dejection. I had this heart at the tip of my tongue, like improper food. Rather like

heartburn, but gently. A gentle sliding separated me from myself. (Nancy 2008:

162-63)

In comparison with the kidney failure experienced by Drakuli¢ we can see that the failing
heart penetrates the experiences of Nancy to a far greater extent, as regards the perception
of the organ itself. But the alienation is also driven by the unique symbolic quality of the
heart as the essence of life, goodness, and personal identity (Lakoff and Johnson 2003).
Despite living in a scientific age, it is almost impossible to view the heart as a pure
biological entity among others, a “pump” only, rather than the center of our emotional
life. The heart is loaded with meaning and identity; therefore the intruding heart (still his
old one) separates him from himself.

A new heart (the transplanted heart) is certainly also an intruder, but it is an
intruder that we would like to welcome. This is possible, however, only by “experiencing
his intrusion,” as Nancy writes (2008: 161). This means the pains and plagues following
the procedure of having the sternum cracked and the chest cut wide open in an operation
that lasts for several hours and during which the blood is circulated and oxygenated by
way of an external device, a heart-lung machine. It also means suppressing the body’s
immune system to prevent it from attacking and rejecting the graft, something that will

otherwise happen immediately after the operation or in due time. The graft is foreign, an



“intruder” in the body, which we have difficulties welcoming. But the
immunosuppressive actions taken mean that other intruders (bacteria, viruses), lying
dormant in the body or entering from outside, become a major threat. It also means that
the regular outbreaks of uncontrolled cell division in the body, which otherwise are dealt
with by the immune system before they grow and spread, can now lead to cancer
diseases. Nancy describes this multiple intrusion by organs, viruses, and cancerous cells,
but also by medical technology and therapies. The latter make him objectify his own
body, and in this way he becomes alienated from it in a way that aggravates the physical
suffering (Nancy 2008: 169).

To sum up: the heart is “mine” in a way that the kidney is not, despite their both
being hidden under the skin, rarely visible, except in the extreme situations of accidents,
operations, and autopsies. This is probably due to the heart’s being an organ that can be
felt to a greater extent than the kidney can, and, also, due to the symbolic connotations of
the heart in comparison with the kidney. Heart transplants may therefore evoke questions
of identity in an even stronger way than kidney transplants will sometimes do (as in the
case of Drakuli¢). Two good illustrations of how such questions of identity surface and
lead to new bonds being formed between people as the result of heart transplants are the
movies A/l About My Mother by Pedro Almodovar, from 1999, and 2/ Grams by
Alejandro Gonzales Innarritu, from 2003. In both movies, stories are told about heart
transplants and the attempts made by patients and family members of donors to find out
more about the identity of donors and recipients of hearts, respectively. In these
interactions new connections and relationships between persons are formed as a result of

the transplant.



Embodied Selfhood and Transplant Ethics

Getting a new organ — a kidney, a heart, a lung, a liver, a pancreas, a hand, a face, or
some other part of the body that the doctors are able to transplant — will help a patient to a
better life in most cases, at least when the new body part is installed in the patterns of the
lived body in a successful way. It follows from the phenomenology of organ
transplantation, unsurprisingly, that donating organs is a good thing to do because it will
help other persons to be more at home with their bodies, enabling them to live a richer
life (and survive). To donate posthumously may even be an obligatory thing to do, at
least in situations when the transfer of organs can be brought about without violating the
dignity of the embodied self (Campbell 2009). To what extent a body with an irreversibly
damaged brain, kept “alive” through artificial measures, can be violated depends on the
cultural practices of caring for and taking leave of the dying (Lock 2002). Dignity is a
tricky concept (The President’s Council on Bioethics 2008), but in the situations of organ
transplantation, to violate dignity would primarily mean to treat brain dead bodies as
entities that are first and foremost useful things — or collections of things — instead of
bodily traces of persons that are connected to family members and friends by histories of
life-long interaction. Dead bodies, however, have been treated in various ways in
different cultures throughout human history, all found respectful in their particular
contexts, and it should not be impossible to successively install practices that can be
combined with donation of organs. Indeed, this is already happening in many parts of the

world, but the issue of how and why the dead body is more than an organ bank needs to



be addressed in bioethics rather than being hidden or dismissed as bad metaphysics or
religious superstition (Svenaeus 2010).

The phenomenological idea that we in a fundamental way belong to our own
bodies, rather than the other way around, can work as an antidote to the influential organ-
commodity paradigm in contemporary bioethics. The phenomenological account can
deliver an argument explaining why body parts are not just yet another type of things to
be traded, but rather fundamental parts of our self-being. We are born as a body coming
from another body. The body makes our existence and appearance as persons possible
and it does so in a way that is related to how we depend on each other as finite human
beings having to die. This explains why organs are not things that belong to us in the
same way as outer things in the world do. Organs are identity bearing in the sense that
they belong to the processes of selfhood — the lived body — rather than being things that
the self (the brain) controls and makes decisions about. Therefore, according to an
embodied, phenomenological view, organs should not be traded in, even though they can
and should be shared by way of transplants. “Giving life”, as the slogan for encouraging
organ donation goes, is a sharing of life, not an offer of a valuable commodity. Rather
than fearing that a view upon grafts as anything but useful biological material will create
confusion and feelings of guilt in patients who receive new organs, health care
professionals should perhaps to a greater extent acknowledge the bonds that are created
between people and families by organ transplantation, also in cases of posthumous
transplantation (Sharp 2006).

My attempt above to develop a phenomenological framework in which to place the ethics

of organ transplantation is far from complete and the theses put forward here may not be



directly applicable to the writing of ethical codes or guidelines. Many questions about the
implications of a phenomenology of the embodied, interconnected self for bioethics in
the case of organ transplantation have been left unanswered in this chapter. They concern
the exact responsibilities embodied bonds put on individuals in different situations. Do I
have the same obligations to all human beings in need? Are the obligations stronger in
cases of people I connect to in my everyday life and meet face to face, than in cases of
people far away whom I hear of or watch on television? The phenomenological ethics to
guide organ transplantation certainly remains to be worked out in more detail.
Nevertheless, I hope to have shown that phenomenology is a viable way to go in
searching for theories in bioethics to complement autonomy, welfare and virtue-based

approaches in an interesting way.
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