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all knowledge and every intention desire some good . . . Most 
people are almost agreed as to its name; for both ordinary and 
cultivated people call it “happiness.”

—aristotle, Nicomachean Ethics



This page intentionally left blank 



Contents

  acknowledgments xi

  introduction. Disciplinary Limits: Philosophy, Bioethics,  
  and the Medical Management of atypi cal Sex 1

 1  The trouble with intersex: History Lessons 19

 2  “in Their Best interests”: Parents’ experience of atypi cal Sex  
  anatomy in Children 44

 3 tilting the ethical Lens: Shame, Disgust, and the Body in Question 65

 4 reassigning ambiguity: Parental Decisions and the Matter of Harm 88

 5 a Question of ethics as/or a Question of Culture: The Problem of  
  What is and What Ought to Be 110

 6 neutralizing Morality: nondirective Counseling of Parents of  
  Children with intersex Conditions, 2006– 133

 7 Practicing Virtue: a Parental Duty 153

 8 Protecting Vulnerability: an imperative of Care 175

  Conclusion. Lessons from Physicians 193

  notes 211
  references 237
  index 255



This page intentionally left blank 



acknowledgments

among the virtues that aristotle discusses in the Nicomachean Ethics is 
generosity. its practice is essential for the promotion of happiness—or human 
flourishing— that aristotle took to be the purpose of a good life. i am grateful to 
so many whose sustained, and sustaining, generosity made this project possible.
 Most of the central chapters have their origins in invitations that took my 
thinking to unexpected places. My thanks first to eva kittay, whose insistence 
that i keep my promises resulted in the research that became chapter 2. This chap-
ter no doubt would have been the last i wrote on the ethical questions raised by 
the standard of care were it not for erik Parens’s invitation to participate in the 
Hastings Center project on Surgically Shaping Children (2002–2004). in retro-
spect, i see that participation in this two- year project marked the beginning of 
this book; i have continued to rely on the insight of those involved in the project 
and am glad to have had the opportunity to work with and among the commit-
ted group erik assembled.
 i would also not know until sometime later how influential Lewis gordon’s 
2006 invitation to present in Philadelphia at Heretical nietzsche Studies would 
become in my thinking about the place of shame and disgust in the standard of 
care. His admonition to reconsider my criticism of normalization also shaped my 
thinking about the new nomenclature. Subsequent presentations of the work that 
became chapter 3 benefited from the criticism of those attending the Workshop on 
Sexual Difference and embodiment at Mcgill University later that year, as well as  
the McDowell Conference on Philosophy and Social Policy on “Philosophy and the 
emotions” at ameri can University in 2008. My thanks to alia al- Saji, Marguerite 
Deslauriers, and Cressida Heyes for their invitation to  Mcgill, and to Jeffrey rei-
man for his invitation to present this work at the McDowell conference. it was there 
that i was fortunate to meet Jane Flax, whose advice that i address the question 
of envy in the context of this analy sis was especially productive in leading me to 
the questions i pursue over the rest of the project. The chapter that resulted bene-
fited immensely from the encouragement and criticism of gail Weiss and Debra 
Bergoff en in developing the shorter version of chapter 3 that appeared in  Hypatia.
 The invitation from Lisa käll and kristin Zeiler to the conference on Femi-
nist and Phenomenology and Medicine at Uppsala University in 2011 resulted in 
my beginning chapters 5 and 6 and working out the substance of chapter 4, which 
appears in the edited collection resulting from that conference. Comments from 
the conference participants, especially the prepared response of kristin Zeiler and 

xi



xii    |    acknowledgments

Lisa guntram, helped further clarify my analy sis. i am grateful for gail Weiss’s 
always spirited, and generously criti cal, presence through developing the last sec-
tion of this book, usually on the road, but also at home, where i depend on her 
steadfast presence.
 Janice McLaughlin’s timely invitation to present at the Policy ethics and Life 
Sciences Center symposium at the University of newcastle in 2012 was the impetus 
for the central arguments in chapters 7 and 8. it is fitting that eva kittay was in-
strumental at both the beginning and end of this project, for it was her work that 
got it started and to which i returned.
 i am fortunate to have received significant institutional support. i prepared 
the paper that i describe in the introduction very soon after i started teaching 
at ameri can University, and i was awarded a research grant that allowed me in 
2000 to undertake the first interviews that resulted in chapter 2. The flexible time 
granted by the dean of the College of arts and Sciences allowed me to complete a 
first draft of the manuscript. i am especially grateful to my colleagues in the De-
partment of Philosophy and religion who have encouraged the direction of my 
research. Particular thanks are owed to gershon greenberg, Jeff reiman, and 
andrea tschemplik, who so willingly provided guidance in their areas of exper-
tise, and to amy Oliver, whose persistently helpful comments were sec ond only 
to her tireless support as chair of our department. Debra Bergoffen’s arrival at 
ameri can University coincided with the publication of her book, which shaped 
my thinking about the meaning of human rights. i have relied on Shelley Harshe’s 
wide- ranging expertise and her assistance, which is characteristically above and 
beyond. i thank my students with whom i have grappled over many of the prob-
lems in these pages, particularly those in the graduate seminar in Modern Moral 
Problems. i hope their influence and the depth of my gratitude are clear to my 
colleagues and students alike. i thank the ameri can association of University 
Women for their award of an ameri can Fellowship at a crucial moment in the 
development of this project.
 My department has afforded me the opportunity to work with a number of 
students over the years i have worked on this book. These include kiersten  Batzli, 
John Fantuzzo, Martina Ferrari, abigail goliber, elizabeth McDermott, amy 
Mckier nan, and Lauren Zahn. i had the privilege of working with amy, Lauren, 
and Martina at the point when the research and writing for the project was at its 
most intense, and their efforts were essential for maintaining the momentum nec-
essary for its completion.
 Several individuals provided assistance with special areas. The afternoon i 
spent with Wilfried Ver eeke discussing Jacques Lacan made me wish i were for-
tunate enough to have taken a class with him. On genetic counseling, i’m in-
debted to Caroline Lieber and taylor Sale, both of whom provided insight and 
helpful direction. i hope to pay forward David Brodzinsky’s immediate willing-



acknowledgments    |    xiii

ness to answer my questions about adoption. Carol Bakkhos provided help with 
my understanding of Halakha, as did kenneth Prager, who provided insight into 
its employment in bioethics. Faye ginsburg and rayna rapp helped me think 
more clearly about the responsibilities of researchers whose scholarship relies on 
the experiences of individuals. My discussions with Fuambai ahmadu not only 
provided a corrective education but also deepened my understanding of questions 
concerning culture and violation.
 The substantial beginnings of a project that began and ended with think-
ing about ethics and parenting took place before i was a parent myself. among 
the gifts of the parents i interviewed were early lessons in the hard and reward-
ing work of parenting as well as keener appreciation of the ethical reflection it re-
quires. Friendships with other parents—in clud ing those that began before any of 
us had children—have provided occasions for developing the thinking that became 
the focus of the last part of this book. For their interest and their  expertise— in 
law, medicine, and philosophy, as well as in parenting—i am grateful to Susanna 
Baruch, Jeanie Bhuller, Sally Bloom- Feshbach, Barbara Butterworth, Bill ecen-
barger, Jeremiah gallay, elysa gordon, Bridgette kaiser, Matt kaiser, Meri kohl-
brener, Pei Jen Wang, Jeff Weaver, and Steven Wexler. i am especially grateful for 
the consistent moral and material support provided by members of the Feder and 
Di toro families.
 There are, in addition, many whose input and careful readings have been in-
valuable over the course of this project. arlene Baratz, Carolyn Betensky, Debo-
rah Cohen, katrina karkazis, rory kraft, Bo Laurent, kimberly Leighton, Hilde 
Lindemann, Sharon Meagher, iain Morland, Uma narayan, Mary rawlinson, 
Falguni Sheth, Jim Stam, Dianna taylor, roberto toledo, and Cynthia Willett 
have provided insight, encouragement, and good advice at key junctures over the 
course of this project.
 Dee Mortensen’s enthusiasm and support at indiana University Press were 
invaluable, and i am grateful for the ready and capable assistance of Sarah Jacobi, 
June Silay, and Jill r. Hughes through out the book’s production. i thank Michael 
Wyeztner for his vision of the cover art, Laura Szumowski and Mary Blizzard for 
their support in making it all work, and Liz Connor for her good advice. Special 
thanks to DeFD for his contribution and the inspiration it provided.
 Some of the support and participation in this project cannot adequately be 
described in terms of generosity. aristotle describes a particular kind of gener-
osity that only those with great means can offer, what he calls “munificence.” The 
generosity demonstrated by those whose lives have been profoundly affected by 
the medi cal treatment of atypi cal sex who have shared their experiences is of this 
order. i have encountered the munificence of those who have been willing to think 
about that experience in ways that may have been unfamiliar. i hope my discus-
sions of their accounts have done some justice to their gifts.



xiv    |    acknowledgments

 The sustained intellectual and moral support i have received is also a gener-
osity of this order. alice Dreger’s invitation to collaborate with her and others to 
oppose the practices associated with the administration of prenatal dexametha-
sone provided new insight into the ethical challenges posed by the medi cal man-
agement of atypi cal sex anatomies of children. Her careful readings at vari ous 
points have been essential for shaping the final work. eileen Findlay has been a 
close reader and patient instructor in history. karmen Mackendrick has cheer-
fully and willingly served as first reader, seemingly effortlessly discerning my in-
tentions. Without andrea tschemplik’s repeated readings and her insistent and 
kind questions, i would not have been able to complete many of the arguments. 
alison Flaum did me the honor of reading the completed manuscript from be-
ginning to end. For love and forbearance in equal measure, i thank Jennifer Di 
toro. and a lifetime of gratitude, too, to Dominic, Zoey, and enza Feder Di toro, 
who have taught me a thing or two about the dignity of vulnerability.
 earlier versions of chapter 2 were published as “‘Doctor’s Orders’: Parents and 
intersexed Children” in The Subject of Care: Feminist Perspectives on Dependency, 
edited by eva Feder kittay and ellen k. Feder (Lanham, MD: rowman and Little-
field, 2002), and “‘in Their Best interests’: Parents’ experience of atypi cal geni-
talia” in Surgically Shaping Children: Technology, Ethics, and the Pursuit of Nor-
mality, edited by erik Parens (Baltimore: Johns Hopkins University Press, 2006). 
a shorter version of chapter 3 was published in “tilting the ethical Lens: Shame, 
Disgust, and the Body in Question,” Hypatia, special issue “ethics and embodi-
ment” 26:3 (2011). a shorter version of chapter 4 is in the collection Feminist Phe-
nomenology and Medicine, edited by kristin Zeiler and Lisa Folkmarson käll (al-
bany: SUnY Press, 2013)



M a k i ng SenSe of i n t er Se x



This page intentionally left blank 



  introduction
Disciplinary Limits: Philosophy, Bioethics, 
and the Medical Management of  
Atypi cal Sex

“the birth of a child with ambiguous genitalia constitutes a social emergency.” 
So begins the statement published in 2000 by the ameri can academy of Pediatrics 
(aaP) titled “evaluation of newborn with Developmental anomalies of the ex-
ternal genitalia.” What the aaP means by “social emergency” appears to concern 
the emotional confusion and distress that parents may immediately experience 
upon learning they have a newborn with atypi cal sex, meaning a sex anatomy that 
is neither clearly male nor clearly female. “Words spoken in the delivery room,” 
the statement continues, “may have a lasting impact on parents and the relation-
ship with their infant.” it is especially important that medi cal personnel take care 
in discussions of “the infant [who] should be referred to as ‘your baby,’ or ‘your 
child’—not ‘it,’ ‘he,’ or ‘she’” (2000, 138). as damaging as a mistaken assignment 
of gender would be for the parents and the child is the kind of treatment that de-
nies the infant’s personhood. We may readily appreciate the difficulty parents and 
medi cal professionals face when they are so challenged by an infant’s anatomy 
that they risk causing harm to the child and to the relationship between the child 
and those charged with caring for the child.
 The term “social emergency” conveys the urgency of a situation that can ef-
fect considerable damage to the vulnerable child and to the fragile—for newly 
forming— bonds between parents and children. Without saying so outright, the 
aaP’s description of the birth of children with ambiguous genitalia as a social 
emergency expresses the apparent, and apparently obvious, discomfort that atypi-
cal sex generally provokes. But the term also raises the question of the place of 
medicine in addressing a matter not of medi cal urgency, but of social urgency. in 
seeking a response to this question, perhaps we may be guided by the aaP’s state-
ment itself, which goes on to detail the variety of diagnostic and surgical tools 
that may “fix” the problem of sex that bodies with ambiguous genitalia present.
 Contemporary French philosopher Luce irigaray famously opens her book 
An Ethics of Sexual Difference with the claim that “sexual difference is one of the 
major philosophical issues, if not the issue, of our age” (1993 [1984], 5). While i 
think many people believe that the urgent status attributed to the birth of a child 
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with atypi cal sex gives truth to, or perhaps exemplifies, irigaray’s claim that sexual 
difference is the problem of our time, each of the chapters that make up this proj-
ect treats the medi cal management of atypi cal sex not as a problem of sexual dif-
ference, but as a problem of ethics.
 There is no mention of ethics or ethical treatment in the 2000 aaP state-
ment concerning the treatment of newborns with ambiguous genitalia. This is 
hardly remarkable, since there is little explicit discussion of ethics in medi cal lit-
erature concerning treatment of most any other condition. it appears that, for 
many, it goes without saying that good medi cal care is “always already” ethical 
medi cal care. But perhaps the identification of “good” care with “ethical” care is 
too quick. However skilled or nuanced, a fair amount of medi cal practice could 
be described in mechanistic or technical terms, something we may hesitate to de-
scribe in ethical terms at all (the language of “compliance” seems more apt). De-
scribing something as “not ethical” may confuse matters, however, for we tend to 
think that such a characterization somehow implies that something is unethical—
in other words, that it violates accepted ethical principles. it is probably fair to say 
that most physicians are like the rest of us with respect to the conduct of our pro-
fessional and personal lives. We do not, as John Stuart Mill pointed out, actively 
and continuously question our motives and scrutinize our behavior; instead, we 
rely on habituated tendencies—for example, in treating others with respect. We 
tend to believe that we know what is right and that we will act in ways that con-
form to what immanuel kant called “the moral law.”
 But because of the confidence that most of us have, and on which we rely, it 
can be difficult to appreciate where we might go wrong ethically, especially when 
our actions—and the understandings that ground those actions—are thoroughly 
embedded in what we might describe as a “social sense” of what is right and good. 
as perhaps no era more than our own has taught us, it is precisely in the failure 
to identify an ethical problem as an ethical problem that grave violations may oc-
cur and be allowed to persist. in the case of atypi cal sex, serious ethical violations 
have occurred in the course of the development of the “standard of care,” which 
has functioned to treat a social problem as a medi cal issue. accepted medi cal 
practice in the care of individuals with atypi cal sex anatomy is intended to con-
ceal the variation of sex anatomies—something that occurs far more oft en than 
most of us have been led to believe.1 Over the last sixty to seventy years, physi-
cians have recommended and performed genital surgery and gonadectomy and 
prescribed hormone replacement specifically to normalize the bodies of infants, 
older children, and young adults with atypi cal sex. The concealment of atypi cal 
sex anatomies that these interventions aim to achieve, i argue, makes of the bodies 
of those with atypi cal sex “the problem” when we should better see the problem, 
not as one concerned with gender and genitalia, but as an ethical problem—that is 
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to say, a problem located with those who find intolerable the variation that those 
with atypi cal sex anatomies embody.

* * *

 Those working in the humanities or social sciences are oft en asked—some-
times repeatedly—how it is that they came to be working on whatever comprises 
the subject of their research. given the range and sometimes obscurity of the areas 
of our work, the question is not unexpected. i too want to know, for example, how 
someone decided to write her dissertation in anthropology on the experiences of 
guatemalan foster mothers of children who will be adopted in the United States, 
or why another became interested in the mid- twentieth- century history of Puerto 
rican beet farmers in Michigan. Why the fascination with “bourgeois compassion” 
in Victorian novels? The question may be merely polite or may express genuine 
interest; it may also be a way of asking why anyone but the author should be in-
terested in someone’s research. Why is it important or interesting or significant? 
What’s to be gained from it? For those of us who have worked in vari ous ways 
on the ethical problems of the medi cal management of atypi cal sex, the question 
may also be prompted by a baser sort of curiosity concerning our own embodi-
ment, or perhaps that of someone close to us—a sibling, a partner, a friend. it may 
also be a question provoked by suspicions or worries about what could motivate 
someone’s interest in such bodies, especially when the person asking is someone 
with an atypi cal sex anatomy or the parent of a child with atypi cal sex anatomy.
 i understand these suspicions. When Margaret McLaren, a senior colleague 
and friend i had admired for years, called me in the spring of 1999 to ask that i 
participate in the first panel on intersex at the ameri can Philosophical associa-
tion, it took me only a moment to say no. it wasn’t that her invitation was unwel-
come or inappropriate somehow. She knew i had worked for some time on the 
development of the diagnosis of gender identity disorder in children. it is also 
possible that we had spoken years earlier about my teaching of social psycholo-
gist Suzanne kessler’s groundbreaking 1990 article, “The Medical Construction of 
gender: Case Management of intersexed infants.” Like almost every other femi-
nist i knew, i regularly included this article in the courses in feminist theory and 
women’s studies i taught as a graduate student in the early 1990s.
 Drawing on interviews with physicians she conducted in the late 1980s, kessler 
brought to light the rationale guiding decisions about sex assignment in the cases 
of children with ambiguous genitalia, an area of medi cal practice that was almost 
entirely unknown outside of medicine at that time. The prevailing standard of care 
meant that nearly every child born with atypi cal sex anatomy—includ ing 46,xY 
(that is, chromosomally typi cal) males whose penises fell short of the standard of 
one inch—would be reassigned female. it meant that a girl with complete andro-
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gen insensitivity syndrome would be told by her endocrinologist that her “ovaries 
weren’t normal and had been removed . . . [he] told her that she could marry and 
have normal sexual relations . . . [that her] uterus won’t develop but [she] could 
adopt children” (S. J. kessler 1990, 230). She would not be told that she was ge-
netically male, but because her body lacked androgen receptors, her physical de-
velopment took a path that made her look, and (probably) feel, like a girl. instead 
of a uterus and ovaries, she was born with testes that, absent those androgen re-
ceptors, had not descended. Doctors make treatment decisions,  kessler wrote in 
her 1998 book, Lessons from the Intersexed, “on the basis of shared cultural values 
that are unstated, perhaps even unconscious, and therefore considered objective 
rather than subjective” (18).
 Many of us spent a lot of time through the early 1990s arguing about the “con-
struction” of gender and asking what it meant to see gender as constructed. Judith 
Butler’s Gender Trouble (1990)—published the same year as kessler’s article—was 
a frequent topic of our reading groups. We taught kessler’s article not only be-
cause it was so accessible to our students but also because it upset the distinction 
that had taken hold of feminist thinking by that time, namely, the distinction be-
tween gender as “social construction” and sex as a product of “nature.” it was even 
this difference, we instructed our students (and ourselves), that required “prob-
lematization”: We trained students to criti cally examine this concept that func-
tioned as an unspoken foundation for action and understanding. instead, they 
should see this seeing this taken- for- granted thing as a question meriting explora-
tion and interrogation. kessler’s analy sis of the doctors’ belief that sex was some-
thing they could manipulate demonstrated how it was not only gender that was 
affected by social thinking; in “the case management of intersexed infants” it be-
came evident that even sex—supposedly natural, stable, fixed—could be a mat-
ter that was “decided.” Historian Thomas Laqueur’s Making Sex: Body and Gen-
der from the Greeks to Freud (1990), also published in what was evidently a criti cal 
year in thinking about sex, showed us and our students that thinking about the 
putative “immutability” of sex had a much longer history.
 My research project—what eventually became Family Bonds: Genealogies of 
Race and Gender (2007)—took shape in the context of this discussion. My interest 
in gender identity disorder was motivated by my effort to understand the kind of 
power that “produced gender,” that made gender make sense as a category of dif-
ference. The production of gender was different from the production of race, i ar-
gued, and if we were to appreciate how gender and race worked together as cate-
gories of difference, as they were in fact experienced in people’s lives—another 
focus of the thinking of the early 1990s—it was important to see how they func-
tioned differently, how they were the products of different kinds of power. if our 
bodies were the place where those expressions of power came together in indi-
viduals’ and communities’ experiences, a more finely tuned understanding of how 



introduction    |    5

these expressions of power differed could provide a means of talking about gen-
der or race (or gendered or raced experience) in ways that did not promote exclu-
sion of one category at the expense of the other.
 My project was a theoretical one. it sought to make a case for how the work 
of twentieth- century French philosopher Michel Foucault could be used to under-
stand the workings of these different kinds of power and their effects. The project 
applied Foucault’s method in recounting histories intended to illuminate these dif-
ferent operations of power. Between the stories of the founding of the first middle- 
class suburb of Levittown, new York, and the story of a federally financed effort 
to coordinate genetic and bio logi cal research into the causes of “violent behavior” 
was the story of the development of the psychiatric diagnosis of gender identity 
disorder (giD) in children. giD is a diagnosis that, starting in the 1970s, began to 
be treated, first primarily in little boys who acted like little girls and soon there-
after to little girls who acted like little boys.2 But while the application of Foucault’s 
concept of power was helpful in understanding the operation of giD, it seemed 
to me that the normalizing practices involved in the medi cal management of in-
tersex conditions could not be so neatly described in these terms.3

 all this is to say that i didn’t refuse Margaret’s invitation because i didn’t 
know anything about the medi cal management of intersex, or because i didn’t 
care about it. in fact, kessler’s long- awaited Lessons from the Intersexed—which 
remains, fifteen years later, a landmark book—had just been published, and i had 
eagerly read it. i refused Margaret’s invitation because i didn’t think the work i 
had been doing on the question of power and the production of gender was of any 
use in thinking about what was going on at that moment in people’s lives. The fact 
that Margaret prefaced her request by telling me that the impetus for the panel 
had been a conversation with Cheryl Chase, the founder of the intersex Society 
of north america, who would also participate, only confirmed for me that i had 
no place speaking on such a panel, which i immediately understood would need 
to address current practices as they affected those with atypi cal sex and to make 
criticism of those practices central to the analy sis. The work that i had done fo-
cused on his tori cal cases for the purposes of making theoretical points; it might 
be—and like most people working in social and po liti cal philosophy, i hoped it 
could be—relevant and useful for social and po liti cal thinking and action. My 
primary aim in examining the cases described in the emerging literature on gen-
der identity disorder was not to expose or criticize practices associated with the 
creation of the diagnosis (though there was no doubt that i found that aspect of 
the work gratifying); these cases served the purpose of clarifying or arguing for 
theoretical points; they were instrumental to my analy sis, not the focus of it. But 
in the case of the treatment of intersex, the relationship between theory and what 
was going on at that moment in people’s lives needed to be reversed: rather than 
the cases serving the theory, the theory needed to serve the cases. and besides, i 
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didn’t see what i could add to what kessler—and to what alice Dreger, the histo-
rian who had published the year before an excellent ethical analy sis in the Hast-
ings Center Report (1998a)—had already done so well.
 That’s a long way of explaining why i declined Margaret’s invitation. She un-
derstood, she told me, and we said good- bye.
 a few weeks later Margaret called back and told me, “You have to be on the 
panel; i can’t find anyone else.” Well, all right, then, i thought. i still didn’t think 
that any of my previous work was really useful for thinking about intersex, and 
i knew that i couldn’t treat intersex as another “case.” So if i was going to think 
about what philosophy could contribute to criti cal thinking about the medi cal 
management of intersex, i had to start from scratch. But Margaret told me i would 
have nearly a year to prepare my paper. Because this was a panel at the ameri-
can Philosophical association, it struck me that figuring out what—or maybe 
whether—philosophy had something to say had to be the task.
 This book is the result of my trying to answer that question of what phi-
losophy has to offer, a task that has occupied me—and with which, many can at-
test, i have been preoccupied—for almost fifteen years. i began by asking what i 
thought philosophers working in medicine, biomedi cal ethicists, had had to say 
about the medi cal management of intersex, and i was surprised to find that the 
answer was, nothing. i found this silence especially surprising in light of what 
began to seem like routine violations of some of the most thoroughly investi-
gated problems in medi cal ethics, especially the question of deceiving patients. 
But the reason—or reasons—why bioethics had had nothing to say surprised me 
even more. i soon learned that my assumptions about biomedi cal ethics, as well 
as the role of philosophy within the field, were not well informed. i did not suf-
ficiently understand the contemporary history of my own profession, which in-
cluded the “confinement” of philosophy in the wake of the McCarthy era that John 
McCumber discusses in his article “time in the Ditch: ameri can Philosophy and 
the McCarthy era” (1996), and i was completely ignorant of the history of the for-
mation of bioethics.4

Philosophy in the History of Bioethics
Beginning in the 1950s, philosophy would be restricted, McCumber writes, to 
 “sec ond- order inquiry . . . [that] also carried through in ethics. Philosophers of 
the day were not to take ethical stands or give moral advice but simply to reflect 
on the meaning of ethical terms” (2001, 38).5 Contemporary work in applied ethics 
might appear to constitute an important departure, and indeed its entrance into 
the field coincides with some significant changes. rather than seeking “truth,” the 
initial aim of applied philosophers generally, and bioethicists in particular, was to 
put the tools of philosophical analy sis to work. Their goal, in the parlance of the 
sixties, was to give new “relevance” to philosophy. albert Jonsen’s account of The 
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Birth of Bioethics (1998) traces the shift from the strictly metaethical analy sis that 
counted as “ethical philosophy,” to the “new vitality” of applied ethical interro-
gation, to the “pub lic agony” provoked by the Vietnam War. Jonsen relates that 
consternation over the war and its implications peaked during the years 1968–
1969 and “swarmed,” as he writes,

into the ordinarily sedate annual meeting of the West ern Division of the ameri-
can Philosophical association . . . [L]inguist noam Chomsky . . . had been in-
vited to open a symposium entitled, “Philosophers and Public Policy.” after 
delivering a stinging attack on the ameri can government for its pursuit of the 
war and for its imperialism, and on the general dominance of a power elite 
wielding technological mastery that it proclaimed to be “value- free,” Chom-
sky challenged the audience of philosophers: “These are the typi cal questions 
of  philosophy . . . philosophers must take the lead in this effort.” (1998, 75)

Jonsen rightly observes that “only a non- philosopher could believe that such issues 
had been ‘typi cal questions of philosophy,’ at least during its recent history.” it is 
not surprising that Chomsky’s exhortation met with strong resistance from the 
philosophers present. John Silber pointed out the error of Chomsky’s character-
ization of his discipline. “as philosophers,” he said, “we can assist in the formation 
of sound pub lic policy by distinguishing appropriately different kinds of ethical 
theories and kinds of moral and po liti cal obligation” (quoted in Jonsen 1998, 76).
 But some philosophers would embark on a new beginning in the early 1970s. 
no longer could the kinds of ethical violations marked by the Holocaust, Hiro-
shima, and the McCarthy purges themselves go all but completely ignored by phi-
losophers.6 Questions of human rights brought to a head by Vietnam and the civil 
rights and women’s liberation movements (the latter of which is almost never ac-
knowledged in histories of bioethics) would come to the fore, and new questions 
would be raised by the growing technologies of the life sciences. at the same time 
that philosophy was seeing a kind of revival, bioethics as a discipline began to take 
shape. and yet it is not entirely clear to what extent the changes in philosophy 
bear upon, or are themselves influenced by, the development of bioethics.
 Most his tori cal accounts of bioethics trace its origins to the pub lic revela-
tions, beginning around 1965, of unpalatable practices that were common in hu-
man experimentation after the Second World War; some involved injections of 
live cancer cells or “artificial induction of hepatitis” into unsuspecting patients; a 
good deal of research involved experimentation on the senile and elderly, as well 
as mentally retarded adults and children.7 The disclosure in 1972 of the forty- year- 
long tuskegee syphilis experiment, examining the effects of untreated syphilis in 
nearly four hundred poor black men to determine the long- term effects of the dis-
ease (Jones 1993; reverby 2009), also spurred federal regulation.8 That same year 
saw news reports of radiation experiments in Cincinnati that over the previous 
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twelve years had exposed more than eighty mostly indigent, black cancer patients 
to radiation—not for therapeutic purposes, but in the interest of national defense 
(Stephens 2002). in the utilitarian terms in which doctors were then schooled, the 
practices were justified by the extraordinary understanding and array of thera-
peutic products that resulted from these studies (D. rothman 1991, 79). in the wake 
of increasing revelations of the questionable use of human subjects, the national 
institutes of Health (niH), which was funding much of the work, and the U.S. 
Food and Drug administration (FDa), with a mandate of “consumer protection,” 
grappled with what sort of standards to apply to human research, making distinc-
tions between therapeutic and nontherapeutic research, invigorating peer review, 
and providing the first standards concerning consent (91–92). toward the end of 
the decade, Princeton philosopher Paul ramsey began to study the problem of 
human experimentation. experimentation involving human subjects, as David 
rothman puts it in Strangers in the Bedside, “presented an unavoidable conflict 
of interest. The goals of the researcher did not coincide with the well- being of the 
subject; human experimentation pitted the interests of society against the inter-
ests of the individual. in essence, the utilitarian calculus put every human (sub-
ject) at risk” (1991, 96).
 Doctors came under increasing scrutiny not only because of questions of hu-
man experimentation but also because of scarcities created by the limited availa-
bility of new technologies. in 1960 a Dr. Scribner in Seattle, Wash ing ton, developed 
a “permanent indwelling shunt” that would permit patients with advanced kidney 
disease to be connected to a dialysis machine. With far fewer machines available 
than eligible patients, Seattle doctors were faced with the dilemma of who would 
live and who would die. Daunted by the prospect of making such  decisions—and 
finding themselves in a position where a doctor’s imperative to “do everything 
possible to enhance the well- being” of his patient might be impossible (D. roth-
man 1991, 151)—a committee of what were described as “quite ordinary people” 
was appointed by a county medi cal society and charged with making the deci-
sions the doctors declined to make. reflecting on the ethical problems posed by 
the committee’s own decisions (which involved preferences for churchgoers and 
married men with children over single women, for example), a pub lic lesson in 
the need for “principles or guidelines” was learned (152).
 Philosophers began to be summoned to help doctors respond to these ques-
tions posed by fast- expanding research programs, new technologies, and the scar-
cities and liabilities they engendered. This call culminated in the founding of the 
Hastings Center, located in garrison, new York, in 1969 (Stevens 2000, 48). The 
center (origi nally called the “Center for the Study of Value and the Sciences of 
Man”) was the first organization dedicated to the advancement of bioethics. its de-
cision to stand independent of and unaffiliated with any university or professional 
school was motivated by a view that such an organization must remain “outside” 
the institutions whose practices it would examine. The vision of its founder and 
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until 1996 its president, Daniel Callahan, was a grand one, infused with the cri-
tiques of technology associated with thinkers such as Herbert Marcuse. it would 
confront the problems emerging from “advances in the life sciences [that] pose 
social and ethical questions touching the fate of individuals and societies, now 
and in the future. The common phrases ‘bio logi cal revolution,’ ‘population ex-
plosion,’ and ‘environmental crisis’ only hint at the terrible complexity of these 
advances and the problems that follow in their wake” (Callahan 1970, cited in 
Stevens 2000, 51). Despite the lofty vision of the Hastings Center’s leading light, 
accounts of bioethics’ origins make clear that even if the new field was not pre-
cisely intended to function at the pleasure of medi cal practitioners and to respond 
to fast- multiplying queries from “legislators, educational institutions, parties to 
pending litigation, and others seeking advice and assistance” (Stevens 2000, 56), 
satisfying the new demand for answers would nevertheless come to function as 
the center’s mainstay and as its most important source of ongoing financial sup-
port (65).
 in the inaugural issue of the Hastings Center Studies, Callahan published the 
first effort to define the emerging field. in “Bioethics as a Discipline,” he writes, 
“The discipline of bioethics should be so designed, and its practitioners trained, 
that it will directly . . . serve those physicians and biologists whose positions de-
mand that they make practical decisions” (Callahan 1973, cited in Jonsen 1998, 
326). Certainly, applied ethical theory should serve practitioners. But in the case 
of bioethics, and clearly as the example of the medi cal management of atypi cal 
sex indicates, the specific nature of that service—to supply guidelines and to seek 
answers to questions framed by practitioners rather than pose independently for-
mulated questions (see also Jonsen 1998, 333)—bears scrutiny.
 One of the forms that these “answers” has taken is the adumbration of prin-
ciples that would guide practices; early discussions of bioethics focused on the 
positing of these principles. These would famously take shape in The Belmont Re-
port, produced at the end of the national Commission for the Protection of Hu-
man Subjects of Biomedi cal and Behavioral research (begun in 1976 and appear-
ing in final form in the Federal Register in 1979), as respect for persons (autonomy), 
beneficence (and non- malificence), and justice (see Jonsen 1998, 333, 103–104).9 
Where Chomsky exhorted philosophers to ask questions, then, bioethicists have, 
in the years since the field’s first emergence, largely limited themselves to pro-
viding answers to questions that they are not permitted to pose themselves. in-
stead of promoting a criti cal stance toward the scientific enterprise, bioethicists 
have been required to occupy a supporting role, to become, as Callahan glumly 
characterized bioethics’ role in a 1996 article, “good team players” (Callahan 1996, 
cited in Stevens 2000, 73).10

 examining the history of bioethics helped me to better understand how it 
was that bioethicists had not intervened in the unethical treatment of children 
with atypi cal sex. But it was not at all clear to me that there was anything i could 
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do about it. at the same time, as i had remarked in my panel presentation, much 
of what makes intersex conditions threatening is not a matter of scientific under-
standing or careful reflection, but issues from that unreflected realm of knowing, of 
what is taken for granted, that has been the object of the work of philosophy since 
Socrates. When at the end of the session at the ameri can Philosophical associa-
tion, intersex activist Chase leaned closer to me and said, “You need to do more. 
it’s time that philosophers say something about what’s happening,” i thought she 
was right, but i also thought, “What could that be?”

telling Stories: History and Method
it would make for a better story if i could report that i experienced some sense of 
personal mission from that moment, but what occurred between that panel and 
today probably looks a lot like how many other book projects come about, in fits 
and starts (and a number of stops along the way). What would make this work dif-
ferent for me was my understanding that however much theoretical analy sis this 
thinking demanded, i wasn’t working on a theoretical issue, but on practices that 
affected people who had experienced violation of their bodies and senses of self. 
Children and adults had endured a kind of suffering that was obviously wrong. 
But if history is any indication, that suffering would be repeated and would spread 
as more specialists were trained in the United States, europe, and all over the 
world. So Chase was right that philosophers needed to say something about what 
was happening. i am not sure it will make any difference, but i began to feel, and 
have felt ever more strongly since, an obligation to try to say something, to use 
the tools of philosophy to make sense of what is happening, to make arguments 
about what i think is wrong and why, and to try to envision a way forward. This 
project is my effort to do just that.
 Unlike much work in philosophy that examines ethical problems in medi cal 
practice, my work makes use of the tools of philosophy in the  continental  tradition—
that is, philosophy that works from thinkers from France and  germany—as well 
as from thinkers in the more extended history of West ern philosophy. it also 
makes use of empirical research that i conducted myself. The former stems from 
my graduate training and to the teaching i do now, but the latter came about as 
a result of the limits on the primary source material that would help me under-
stand the ethical problems the management of atypi cal sex anatomies poses.
 Just at the time i was writing that first presentation for the aPa panel in 1999–
2000, i was working with eva kittay, who had been my mentor as a graduate stu-
dent, on a project on the ethics of care and questions of dependency, particularly 
what kittay describes as the “sec ondary” or “derivative” dependency of one whose 
caring for a dependent other renders the caregiver vulnerable. it was the coinci-
dence of what initially seemed entirely separate projects that led me to ask how 
we might better understand the extraordinary character of the medi cal manage-
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ment of intersex by attending to the situation of those charged with making de-
cisions on behalf of their infants and young children: the parents. Parents have a 
criti cal and complex role in their children’s experience of normalization, one that 
is explicitly recognized in the standard of care. and yet we knew little about how 
physicians were treating the parents of children with atypi cal sex. There was at 
that time only some material from kessler’s 1998 book, as well as an article from 
1970 by psychologists elizabeth Bing and esselyn rudikoff, that considered the 
role cultural differences may play in persuading parents that it would be in their 
children’s “best interests” to undergo normalizing genital surgery. existing em-
pirical literature could not serve as the basis of my analy sis. i would need to talk 
to parents themselves.
 This prospect was not a little daunting. talking to people had played no sig-
nificant role in my training in philosophy. Furthermore, i had scant knowledge 
of social scientific method, and i would be faced for the first time with submitting 
my research plan for review, a process that was at that time, and arguably remains, 
ill- defined for those working in the humanities. i did not have particular ques-
tions to ask parents. i wanted them to describe their experiences as they them-
selves understood them. i asked Chase if she would provide some direction, and 
she suggested i begin with a Listserv that a technologically capable parent of a 
child with atypi cal sex had established shortly before, at a time when such List-
servs were relatively new. Having received the institutional go- ahead, i posted 
the letter i had written. it explained that i was interested in speaking to parents 
of children with intersex conditions who wanted to share their stories for a proj-
ect that sought to understand parents’ vulnerability.
 My efforts to be honest and clear about my project and its aims were soon 
eclipsed by what was received as an entirely unwelcome and offensive query. My 
posting erred in every way: i used the term “intersex”: parents took this to mean 
that i intended to focus on their children’s “abnormal sexuality,” which had been 
effectively concealed by sensitive and compassionate doctors the parents trusted; 
i had attributed vulnerability to parents who saw themselves as their children’s 
capable protectors. The Listserv lit up with vociferous criticism of my request and 
the questionable intentions parents read in it. There was also deep suspicion that 
my interest was not genuinely in the parents, but in the children for whom they 
rightly felt protective. Some misread my post entirely, believing that my interest 
was in their children’s vulnerability, or even in their children’s “disability,” which 
they protested. i had committed a grave insult, most agreed, and i would not be 
permitted to post again.
 i immediately extended my sincere and pub lic apologies, but that didn’t stop 
additional postings, in clud ing one suggesting that a careful reading of my request 
would reveal that i was “fishing for circus freaks” for my project on dependency. 
not only this, but the poster also added that some internet investigation revealed 
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that i had published feminist work that made obvious the “direction” my research 
would take.11

 i felt terrible. However “honest” my mistake, it seemed to me that the ire i 
had provoked was a measure of the vulnerability that had motivated my ques-
tion. rather than a better understanding of that vulnerability, i had managed 
only to aggravate it, and with it the pain and distress these parents felt. i really 
didn’t have any business doing this sort of work. But that anger, and perhaps also 
the repeated expression of fear in the posted threads—not so much for the health 
of the children, many of whom faced genuine medi cal challenges, but fear that 
their children might turn out to be gay—turned out to be the real beginning of 
the work i had proposed. Just when the members of the Listserv declared an end 
to the project before it had begun, one adult with atypi cal sex sent me a one- line 
e- mail message that read, “My mom will talk to you.” That mother was the woman 
i call ruby, in chapter 2. it was hearing her story that made me feel that i really 
needed to write that article, and it is her story to which i have returned most fre-
quently over the years that i have been working on this project.
 We initially spoke by phone, and i had intended to travel to meet her in person. 
However, having not spoken about the protracted ordeal she had experienced 
with her daughters, who had each been announced male at birth, she began to tell 
her story and didn’t stop until it came out. i’ve never written so fast, and as the 
story spilled out of her, i worked to blink back my own tears. When we hung up i 
knew i had to write her story immediately, not only because i wanted to capture 
her voice, which i could still hear, but also because i knew i might not be able to 
read my own barely legible writing the next day. i sent her what i wrote and she 
made minor corrections, adding details about long car rides with her two young 
 children.
 a couple of years later we finally met face- to- face, along with her two adult 
daughters, and we have maintained sporadic contact over the years since. i spoke 
with other parents that year, mostly in person but also by phone. i recorded our 
conversations with their permission and transcribed our conversations using 
pseudonyms. Three of the families who did not participate in that Listserv con-
tacted me after being alerted of my request by friends or acquaintances who had 
seen my posting; other families were parents of adults i had gotten to know.
 it would be a few years after publication of the work on parents and depen-
dency that i decided to go forward with completing a book. However, i had no in-
tention of pursuing additional interviews for the project i then envisioned. i had 
sought the opportunity to speak with parents when i did, because i could find no 
other means of pursuing the questions i was asking with respect to dependency 
and care. Since completing that first essay, a wealth of first- person narratives and 
new scholarship in anthropology and sociology would, i believed, make any forays 
i might make into social scientific research unnecessary.
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 it wasn’t until 2010–2011—more than two years after i had planned to com-
plete the book i thought i was writing—when i was trying to find out to what ex-
tent the new recommendations that came in the 2006 “Consensus Statement on 
Management of intersex Conditions” (hereafter referred to as the Consensus State-
ment) by the U.S. and european endocrinological societies (Lawson Wilkins Pe-
diatric endocrine Society and the european Society for Paediatric endocrinol-
ogy, respectively) had actually changed the standard of care, that i would again 
find it necessary to seek permission to talk to people as part of my research. i 
spoke with pediatric specialists in urology, endocrinology, gynecology, psychia-
try, as well as psychology—twelve in all—who treated children with atypi cal sex 
anatomies and who could tell me more about whether any changes had been made 
in related clini cal practice since 2006.12 These conversations told me a great deal 
about how care had—and had not—changed; they also yielded a number of sur-
prising insights into the conditions of the possibility of changes in practice that 
significantly shaped my arguments in chapters 5 and 6.
 it was while talking to physicians about their experiences with parents faced 
with making decisions about the care of their children that i began to have ques-
tions regarding the nature of the potential harms brought about by surgeries that 
physicians recommend and perform. Published narratives of individuals who have 
had normalizing genital surgery, as well as accounts collected by social scientists, 
provide evidence that both physical and emotional harm has occurred as a result 
of these surgeries. But these accounts provide little detail concerning the specific 
nature of that harm or what have been characterized as multiple harms. it seemed 
to me that the failure to investigate these harms had implications for efforts to 
secure truly informed consent from parents regarding normalizing genital sur-
geries for their children. i needed to talk not only to those who had experienced 
this harm but also to some of them who would share with me the work of think-
ing about it.
 Since that first panel at the ameri can Philosophical association, i had worked 
in nonacademic settings with individuals who identify themselves as intersex ac-
tivists. The informal conversations i had had over those years suggested some-
thing of the nature of the harm that is not recorded in current research. i asked 
two of those individuals—Jim and andie—whom i first met separately more than 
ten years ago, if they would be willing to think about what is meant when we 
talk about harm resulting from the medi cal management of atypi cal sex. each 
of these conversations was in some respects a lot like the initial conversation i 
had had with ruby, but they also differed in that i was asking these individuals 
not only to recount their stories but also to try to identify what they meant when 
they talked about harm. These were difficult conversations. The thinking that is 
reflected in the chapters in which their stories appear (chapters 4 and 5) is a result  
of their analy sis, together with mine, and like so much of the work of this project, 
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it moved in directions i could not have anticipated when we began these conver-
sations.
 i also did not expect to have the conversations i did with the mother whose 
story appears in chapter 7. She and her husband reached out to me and to alice 
Dreger following the publication in Bioethics Forum of short essays we had writ-
ten. The first essay criticized questionable research practices involving the admin-
istration of dexamethasone to women at risk of giving birth to girls with congenital 
adrenal hyperplasia (Lindemann, Feder, and Dreger 2010). The sec ond described 
the work of a pediatric urologist who was conducting genital sensitivity exams 
on young girls after surgical reduction of their clitorises in infancy, usually those 
with the same condition (Dreger and Feder 2010). Sonja and her husband wanted 
to tell their story in part because they wanted to record for their daughter the de-
cisions they had made and the reasons for those decisions. When i spoke with 
them, i did not anticipate that our conversations would provoke yet more ques-
tions for me—concerning the ethics of parenting, autonomy, dignity, and hu-
man rights—which would result in the addition of what would become chapters 
7 and 8.
 Over the course of this project i came to understand that the conversations 
that i had had over these years constituted fragments of oral history. it wasn’t 
that i was trying to write history or conduct a sociological study, but in order to 
understand what questions philosophers should be asking, i needed insight into 
the meanings of decisions that had been made, to understand the assumptions 
that guided the practices of physicians and the parents they advised, and to learn 
more directly than the literature provided the consequences of these practices. 
at the same time, following Foucault, i saw that the questions i posed should 
be informed by what he called a “history of the present” (1979 [1975], 31). My re-
search into the history of bioethics had already revealed my misunderstanding 
of the work of bioethics. a similar history lesson could help make sense of what 
was meant by hermaphroditism, intersex, or “disorders of sex development,” and 
how these meanings had changed over time. in addition to the personal narra-
tives i had gathered, i needed a broader understanding of the history of medi cal 
practices regarding people with atypi cal sex anatomies and the medi cal thinking 
about these individuals.

* * *

 We know that terrible violations of ethics are oft en recognized only in ret-
rospect; for that reason, ethicists must take history seriously. attending to the 
his tori cal development of the standard of care that sought to make individuals’ 
sex of assignment consistent with their body’s appearance is essential for under-
standing the ethical questions that standard poses today. Chapter 1, “The trouble 
with intersex,” traces the changing views of the stories of “the problem” of atypi-
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cal sex anatomies. although through much of the nineteenth century atypi cal 
sex anatomies were taken to be a social danger rather than a medi cal danger, 
“hermaphroditism” was fig ured as a problem for medicine. in the early twenti-
eth century physicians recognized that the most frequent cause of atypi cal sex 
in females, congenital adrenal hyperplasia, poses a genuine health risk—and in 
many cases a mortal danger—to an individual. This recognition may appear to 
have displaced the preceding view of atypi cal sex as a social threat; however, the 
standard of care crafted at mid- century suggests instead that this standard re-
sponds to a problem fig ured as a risk both to an affected in di vidual and to the so-
ciety in which that in di vidual lives. in other words, the early twentieth- century 
advances may appear in many respects to have displaced the Victorian treatment 
of what was called “doubtful sex,” but the standard of care crafted in the 1950s 
suggests that what actually occurred was a revitalization of a nineteenth- century 
fascination with or curiosity about those with atypi cal sex constituted as a social 
danger. rather than adults found to be occupying a social role that was discordant 
with their anatomies, this threat came in the form of infants most oft en identi-
fied at birth or soon after. it was this convergence of social and medi cal danger, 
i argue, that made of these conditions “extraordinary” cases, or “disorders like 
no other,” and has apparently justified the routine violations of well- established 
ethical principles through the end of the twentieth century, a period when what 
we might have expected to be the keenest moral sensitivities were awakened and 
regulation of ethical practice was institutionalized. The chapters that follow “The 
trouble with intersex” proceed chronologically and trace the changes to the con-
temporary standard of care that have occurred as this project was underway from 
their proximate origins in the mid- 1950s till today.
 The first conversations i had with parents became the primary sources for 
the sec ond chapter, “‘in Their Best interests’: Parents’ experience of atypi cal Sex 
anatomy in Children.” The chapter joins the work of a feminist ethics of care and 
the analy sis of habitus provided by social theorist Pierre Bourdieu in an effort to 
understand the operation and consequences of a singular norm of gender forma-
tion in the lives of people with atypi cal sex anatomies and their families. “Habi-
tus” is a term that describes that understanding we take to be “common sense,” 
of what goes without saying. The fact of sexual difference has functioned as that 
background of intelligibility that orders our social world and the sense we make 
of it. although this common sense has indubitably shaped the standard of care, 
Cheryl Chase (2003) famously challenged the understandings steadfastly main-
tained by proponents and critics of the imperative of normality and claimed that 
“the problem” of intersex is one of “stigma and trauma, not gender.”
 Chapter 3 is my effort to take seriously Chase’s characterization of the problem 
of intersex and to emphasize the moral significance of this characterization. i argue 
that in Friedrich nietzsche’s Genealogy of Morality (1998 [1887]), we may find a 
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framework that allows us a transformative view that directs us to shift our focus 
from the bodies of those born with atypi cal sex anatomies, which have been the 
privileged objects of attention both in medi cal practice and in criticisms of it, and 
moves us to consider instead the bodies of those whose responses constitute the 
motivating force for normalizing practices in the first place. This chapter is at the 
center of the text because the question it seeks to address is what i take to be the 
most confounding question posed by the medi cal management of atypi cal sex: 
what can account for the urgency “to fix” children in ways that have been dem-
onstrated to promote harm rather than flourishing? This question becomes more 
confounding still, i propose, when we take into account the fact that we know 
there are individuals whose atypi cal sex anatomies have not been medicalized.13 
and yet the sort of criticism that nietzsche offers does not suggest a simple re-
sponse, or, put another way, it doesn’t provide direction in a manner that can be 
readily articulated within the terms of the discussion of the medi cal treatment of 
atypi cal sex anatomies today. That is to say, there is not an obvious way of tack-
ling the issue of ressentiment head- on. Thinking practically (as is ultimately my 
goal), one may reasonably ask how to combat (an unconscious) ressentiment in 
parents, doctors, even society? The inability to do so may lead one to conclude 
that if the philosophical analy sis nietzsche offers cannot lend itself to a direct re-
sponse, what good is it?
 it was not my principal aim to respond to the question of what good theory 
in the continental tradition could do. nevertheless, i found that the work of Bour-
dieu and nietzsche offered tools for understanding how the standard of care that 
made surgical and hormonal “normalization” of children’s atypi cal sex anatomies 
come to be regarded as necessary, and why, in the face of compelling arguments 
for change, these beliefs persisted. The work of these thinkers did not, however, of-
fer obvious resources for shaping that change. What might be characterized as the 
defensive tackling of “the problem” of intersex—what i suggest we see in terms of 
nietzsche’s concept of ressentiment—has not proved as successful as intersex ac-
tivists once hoped. i propose that what is required is a kind of offensive end run 
of the sort i develop in the final chapters of the book, which focus on the ethical 
construction of meaningful change. Before moving to the possibilities for change, 
however, we must understand the nature of the harm effected by that standard, to 
consider more carefully the role of culture in the development of both the stan-
dard of care and challenges to that standard, and to know more about the clini cal 
practices that continue to promote a medi cal treatment that has resulted in harm.
 The harm effected by the medi cal management of atypi cal sex anatomies has 
now been documented at considerable length. Physicians, parents, and patients 
agree that physical and psychological injury has resulted from castration and sex 
reassignment in boys with micropenis, as well as from clitorectomy or clitoral re-
cession in girls with a clitoris determined to be “too big.” Uncomfortable or pain-
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ful vaginal dilation in young children following vaginoplasty or the construction 
of a neovagina, repeated genital exams, and medi cal photography have produced 
trauma. There is also emotional harm caused by the intentional misrepresentation 
of a condition or procedure and the insistence that parents maintain the secrecy 
of a child’s atypi cal sex from the child and extended family. But the enumeration 
of harms may have proved insufficient to convey the nature of the injury.
 in chapter 4 i propose that French phenomenologist Maurice Merleau- Ponty’s 
concept of “the body schema” offers a resource for a deeper appreciation of the 
violation that normalizing interventions for atypi cal sex anatomies effect. This 
concept encompasses the ground for Merleau- Ponty’s understanding of who and 
what we are as embodied subjects, which is neither reducible to nor separable from 
our somatic being. Merleau- Ponty (1962 [1945]) makes much of what he calls the 
“ambiguity” of our human being as subject and object, perceiver and perceived. 
in his view, human consciousness cannot be understood purely as a function of 
cognition, of “i think that,” but should be conceived instead as an embodied con-
sciousness, of “i can”—that is, what i am able to effect—in order to engage in the 
world and with others. For Merleau- Ponty, thinking and understanding are never 
separable from our being in the world, in culture and society, and among embod-
ied others. if this phenomenological approach helps us to better appreciate the 
experience of Jim, who had been born male and was reassigned female as an in-
fant, and that of his sister, Mary katherine, who was not informed of Jim’s his-
tory until she was an adult, i think it is because Merleau- Ponty’s thinking about 
our embodied consciousness provides a means of thinking about harms that are 
inadequately described in the limited—and limiting—terms of “the physical” or 
“psychological” to which we usually resort.
 although i had initially spoken with andie to gain better understanding of 
harm, our conversation led me to consider more carefully the way that “ethics” 
may be understood to fig ure in the care of children with atypi cal sex anatomies. 
The extent to which a conception of ethics is continuous with the rules of “cul-
ture” was something i had begun to explore in chapter 2, but andie’s account 
provided the impetus to reflect in a more considered way how cultural rules or 
expectations may conflict with ethical imperatives. in the bioethical literature, 
questions about the role that cultural difference may play are more frequently dis-
cussed with respect to intercultural difference—for example, when the cultural 
expectations governing patient care in a given context are at variance with ex-
pectations of a patient’s culture of origin. intracultural rules and expectations of 
the sort that Bourdieu discusses are more rarely a source of conflict or worry, as 
they proved to be in the case of atypi cal sex anatomies in children in the West at 
least since the 1950s.14

 This tension between the rules of culture and those of ethics may explain why 
physicians’ accounts have come to increasingly portray parents as “demanding” 
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or “insistent on” surgical intervention. i wondered how changes announced in the 
2006 Consensus Statement had transformed care. Based on the conversations i had 
with physicians in 2010–2011, chapter 6 provides a good idea of the state of care at 
this time. Physicians’ accounts of their discussions with parents of children born 
with atypi cal sex anatomies for which surgery is an option demonstrate changes 
consistent with the recommendations of the Consensus Statement. rather than 
providing clear recommendations in favor of normalizing surgery, however, doc-
tors now appear to provide what is known as “nondirective” counseling. analysis 
of the apparently value- neutral options that involve what is presented as a choice 
between either aggressive and active medi cal intervention aimed at securing a 
child’s well- being or “doing nothing,” as one clinician has put it, may contribute 
to parents’ experience of urgency or certainty with respect to decisions to pursue 
surgical intervention.
 My discussions with doctors at this time coincided with my meeting of Sonja 
and her husband, elias, whose careful thinking about parenting their daughter, 
Shai, evoked a tradition of moral reflection grounded in what philosophers call 
virtue ethics. Sonja and elias’s reasoning stands in stark contrast to what was in 
2010 the most developed statement of an “ethical” approach to normalizing inter-
ventions for children with atypi cal sex anatomies, produced by the german Bio-
ethics and intersex group. My criticism of the limits of this approach through the 
moral framework employed by Sonja and elias forms the basis of chapter 7. Privi-
leging the question of parental rights, the approach of the Bioethics and intersex 
group fails to promote both the well- being of children with atypi cal sex anato-
mies and the bonding that is in the best interests of parents and children alike.
 Chapter 8 extends the analy sis begun in chapter 7 to develop a more detailed 
philosophical ground for the concept of human rights implicit in the approach 
of Sonja and elias. it makes central the ethical value of human vulnerability and 
investigates what duties are entailed in what contemporary philosopher Debra 
Bergoff en describes as the obligation to honor the “dignity of the vulnerable body.” 
The conclusion of this project is dedicated to the stories of those physicians whose 
reflection on their medi cal practice is a moving demonstration of the recogni-
tion of this obligation and what we may hope is the promise of change already 
under way.



 1 The trouble with intersex
History Lessons

in a short talk he delivered in 2000 at the ameri can association for the His-
tory of Medicine, pediatric endocrinologist Jorge Daaboul reflected on the reve-
latory character of history in his own practice. He recounts that he had begun to 
have serious doubts about the standard of care that made imperative the surgical 
normalization of atypi cal genitalia in children. Though this was the standard in 
which he had been trained—in the tradition of Lawson Wilkins, the founder of 
pediatric endocrinology, and John Money, the preeminent psychologist of sexual 
difference—he began to pose to his colleagues the questions he had come to ask 
himself, namely, whether the standard was genuinely in the best interests of their 
young patients. The uniform responses to his questions, he told his audience in 
2000, yielded two arguments in defense of the standard. First, “intersexed indi-
viduals,” his colleagues told him, “could not possibly live normal lives as intersexed 
individuals and . . . the only chance they had for happiness and psychological well 
being was the establishment of a secure male or female gender identity. Second, 
there simply was no precedent for [such individuals] living as normal people in 
our society” (Daaboul 2000).
 Just at the time that he was engaged in these conversations, Daaboul went on 
to say, he read Hermaphrodites and the Medical Invention of Sex (Dreger, 1998b), 
alice Dreger’s account of the Victorian “discovery” of hermaphroditism. From 
Dreger’s history he learned that until the late nineteenth century, individuals with 
intersex were not automatically objects of medicine as he had been trained to see 
them; until the start of what Dreger calls the “age of gonads” (1870–1915) (29), 
people with atypi cal sex anatomies in england and France lived unremarkable 
lives. it couldn’t be, Daaboul realized, that it was necessary to correct the bodies 
of individuals with atypi cal sex in order to secure their happiness. The category 
of “the normal,” which he had been trained to see as natural and necessary, was 
all at once a his tori cal artifact. “For me,” he concludes,

the study of history proved invaluable in my formulating an approach to in-
tersex. The moment i realized that there was a his tori cal precedent for in-
dividuals with intersex leading happy, normal productive lives i revised my 
 approach . . . and have become a strong advocate of minimal intervention. The 
study of the history of intersex gave me the knowledge to improve and refine 
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my approach to this condition. Consequently, i am a better doctor to my pa-
tients. (Daaboul 2000)

 Daaboul’s account is compelling. it is a remarkable personal story of trans-
formative insight ignited by the study of history and an understanding that truths 
one has taken for granted may be contingent—that is, neither necessary nor inevi-
table, but the result of human practices, actions, and ideas. in the case of atypi cal 
sex, these include truths about sex and gender, about normality and abnormality, 
about sickness and health. That is not to say that these categories, and what we 
take to be our natural responses to them, do not matter; they obviously do, for 
these categories are the ground from which we make sense of ourselves and each 
other. it is to say that what we may take to be “the way things are” could be dif-
ferent. Daaboul’s reading of Dreger’s his tori cal account belied the training that 
had inculcated in him a certain vision of the way things are, of how they always 
would be. He now understood that many of the ways he had been taught to see 
the world and his patients ought to be challenged. it was this understanding, he 
says, that enabled him to be a “better doctor to [his] patients.”
 Daaboul’s lesson in history invites a closer look at the meaning of the changes 
that prevailing beliefs, attitudes, and treatment concerning those with atypi cal sex 
have undergone. What may not be clear from Daaboul’s account is the his tori cal 
tension between competing views of atypi cal sex anatomies as a threat to the so-
cial body literally embodied by those with what was called “doubtful sex”  (Dreger 
1998b, 41), on the one hand, and the view that intersex is a danger to the health 
and well- being of those individuals with atypi cal sex anatomy, on the other. if this 
tension is not fully evident in his account, i would suggest that it is because the 
history turns out to be more complicated than Daaboul could have known at the 
time of his presentation. Daaboul’s identification of his own training in the tra-
ditions of Wilkins and Money is right, i suggest in the first part of this chapter, 
but unraveling the threads that identify Wilkins and Money so closely lays bare 
important tensions in the ways that atypi cal sex anatomies are constituted as a 
“threat,” first to the social order, and then to the in di vidual who bears the alleged 
affliction. These competing views—the first marking the late nineteenth and early 
twentieth centuries, and the sec ond the emergence from that period— intertwine 
in the mid- twentieth century, precisely at the point when the training Daaboul 
himself underwent as a physician was shaped. existing his tori cal accounts sug-
gest that it was this dual constitution of the threat posed by atypi cal sex that pre-
vailed at least through the end of the twentieth century. Using Daaboul’s presen-
tation as a guide, i want to clarify the his tori cal developments that can help to 
make sense of how the commitments to care for “in di vidual well- being” and what 
we might call “social adjustment/accommodation” may be at once in concord and  
conflict.
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 it is not oft en that ordinary people recognize that they are at a crossroads of 
his tori cal change, and it is not entirely clear that when Daaboul made his presen-
tation he was aware of the position he occupied in this regard. The explicit aim of 
his presentation was to argue for the importance of an his tori cal sensibility, but 
more than a decade later we know that it is also evidence of his own place in the 
recent history of the medi cal management of atypi cal sex that begins with the 
founding of the intersex Society of north america (iSna) in 1993. in the sec ond 
part of the chapter, i discuss another important element of this history: normali-
zation. Michel Foucault’s understanding of the power of “normalization” can help 
us make sense of the history of medicalization and its repressive influence; it can 
also guide our understanding of the significant changes that occur at the beginning 
of the twenty- first century, when the work of activists, academics, and a growing 
number of physicians criti cal of the standard of care resulted in the meetings of 
the U.S. and european endocrinological societies in 2005 and the publication of a 
groundbreaking Consensus Statement in 2006 (Hughes et al., 2006). These meet-
ings heralded significant change, in clud ing the replacement of the nineteenth- 
century diagnostic nomenclature. Foucault’s account of normalization is perhaps 
particularly helpful in examining and reckoning with what are evidently “repres-
sive” effects of the history of medicalization, which in his view begin in the Vic-
torian period, as well as what i argue we should regard as the positive possibili-
ties marked by the changes announced in the 2006  statement.
 Focused on removing sexual ambiguity, medi cal management of atypi cal sex 
anatomies since the mid- 1950s has emphasized medi cal (and especially surgical) 
fixes for what might otherwise be understood in contemporary terms as social, po-
liti cal, or psychological matters of sexual identity. One might reasonably ask why 
it wouldn’t be simpler to take intersex conditions out of medicine altogether, to 
“demedicalize” conditions that might otherwise count as ordinary human varia-
tions. The case for understanding differences in genital appearance as matters of 
variation is undeniably convincing, and yet there is an equally compelling case that 
some of the conditions with which genital variation are associated bring genuine 
health challenges that require not less, but substantially more, medi cal attention 
than has been afforded them. The best example, and the one on which this chap-
ter focuses, is the case of congenital adrenal hyperplasia (CaH), a condition that 
in some forms poses grave dangers to an individual’s health. Understanding the 
history of the medi cal management of atypi cal sex anatomies in general requires 
careful study of the treatment developed by Lawson Wilkins at Johns Hopkins 
University for treatment of CaH in particular. Wilkins’s work is significant not 
only for the consequential advancements in the care of children with CaH for 
which he is rightly celebrated, but also because the surgical normalization of af-
fected females with CaH became a generalizable model for managing atypi cal 
sex anatomies fig ured as a problem to “fix” in early childhood. While pediatric 
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research on the pathophysiology of CaH begun by Wilkins still thrives today 
and continues to advance in major medi cal centers nationwide, in clud ing at the 
national institutes of Health, it is striking that, given that CaH is a disease that 
may require lifelong management, there is no comparable work that investigates 
the effects and management of CaH into adulthood.1 to understand how care for 
those with atypi cal sex continued to emphasize matters of appearance over those 
of health through the end of the twentieth century, we must look more closely at 
the history of medicalization of atypi cal sex. as different historians have provided 
detailed accounts of key eras that make up this history, we may trace a develop-
ment in the treatment of atypi cal sex anatomies, but this history does not move 
in linear fashion. rather, there is a kind of cyclic movement constituting atypi cal 
sex as a threat, first to society, then to in di vidual well- being and back again.

From the Victorian age to the Clinical age: Circling Forward  
and Back into the Past
Dreger’s Hermaphrodites and the Medical Invention of Sex recounts the moment 
at which the threat of doubtful sex becomes, for medicine, something that must 
be carefully measured, classified, and mastered. interest in hermaphroditic bod-
ies was at once entirely characteristic of the modernization of medicine that took 
place in West ern europe in the late nineteenth and early twentieth centuries, in-
terested as it was in measuring, classifying, and mastering knowledge of the hu-
man body and its functions, normal and aberrant. it was also distinctive: her-
maphroditism would prove an inordinately rich object of scientific and medi cal 
interest that combined medi cal and scientific curiosity and concern with man-
aging a social menace.2 The publication of the cases of hermaphroditism that fas-
cinated and preoccupied late nineteenth and early twentieth- century physicians 
occurs just at the time that transcontinental dissemination of one’s observations 
and findings became a mark of one’s professional distinction (Dreger 1998b, 61). 
it is no coincidence that this period coincides with what Foucault identifies as the 
shift in medicine from a reliance on the judgment of in di vidual patients with re-
spect to their health to the expertise of the physician authorized to make judg-
ments and to treat them. as Daaboul notes, it does not appear that immediately 
preceding the period that Dreger studies, atypi cal sex was the problem he and 
his cohort understood it to be. Furthermore, the cases that span the develop-
ments Dreger traces—of Marie- Madeline Lefort or Herculine Barbin in France, 
and Louise- Julia- anna or “S. B.” in england, for example—were cases of “mis-
taken sex” that posed significant challenges to a social order that depended on the 
clear and verifiable distinction between the sexes. Cases that did not present such 
challenges, one expects—because they were not written up and disseminated, or 
because people did not consult doctors or surgeons to the extent that they even-
tually would come to—were not extraordinary. in an era without sophisticated 
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surgical practices, and in the absence of any genuine uncertainty of sex assign-
ment by an in di vidual or a physician, one would expect that the majority of cases 
of “genital ambiguity” that Daaboul would encounter in his practice at the end of 
the twentieth century would not have caused particular consternation in a social 
climate where anatomical variation would be unremarkable and not regarded as 
the problem it would become in the middle of the next century.
 attending to the gap that Daaboul identifies between practices at the end of 
the twentieth century and those preceding the “age of gonads”—before “her-
maphroditism” became an object for modern european medicine to diagnose 
and to manage—requires that we look at the interval between the Victorian era 
and the period Daaboul locates in the mid- 1950s, when John Money began work 
at Johns Hopkins University’s pediatric endocrinology clinic. Daaboul’s recount-
ing of history falters here—not because he traces the origins of his own discipline 
to the work of Wilkins, the “father” of pediatric endocrinology, but because he so 
closely identifies the criti cal part of Wilkins’s work at mid- century, when, we learn 
from historian Sandra eder, it belongs to an earlier period, preceding the Second 
World War. The error turns out to be consequential for the understanding of the 
history, as we will see, because the objects of medi cal practice in the mid- 1930s 
differ significantly from those twenty years later. Understanding that difference, i 
argue, is criti cal for identifying the ethical problems we must confront today. But 
there is a further wrinkle in the history of pediatric endocrinology (and psycho-
endocrinology) that we find in the corollary history of normalizing genital sur-
gery with which pediatric endocrinology is also bound. Wilkins shared a number 
of pediatric patients with his senior colleague at Johns Hopkins, renowned sur-
geon Hugh Hampton Young, “the Father of ameri can Urology,” as described in 
his 1947 obituary (Wesson 1947, cited in kenen 1998, 37). Young earned this title 
with his treatment of men with enlarged prostates, but he was also a founder of 
the Journal of Urology, still the leading journal in the field today. Young’s exten-
sive practice of surgical sex reassignment—what usually entailed the reshaping 
of sex anatomy of a child with typi cally male (46,xY) chromosomes so that the 
child could appear, and function, as a girl—locates him fundamentally as a late 
nineteenth- century fig ure who brings urological surgical practice into the modern 
era, even as his concerns and interests appear to have remained in the preced-
ing era. in contrast to what appears to be Wilkins’s interruption of the prevail-
ing concern with doubtful sex as a threat to the social body, we might understand 
Young’s to be a dogged insistence on this view, one that may have been motivated 
and reinforced by the surgical advances he pioneered.
 in his account, Daaboul traces his once- secure faith in the standard of care 
to the specialized training he received, a training established by Lawson Wilkins. 
it was Wilkins’s founding of a fellowship in pediatric endocrinology in the 1950s 
at Johns Hopkins Hospital that produced the leaders in the field whose influence 
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continues still. according to Daaboul, Wilkins had trained nearly every physician 
who in the 1960s would go on to become program directors of pediatric endocri-
nology; for this reason, most pediatric endocrinologists practicing today, he says, 
are “descended” from Wilkins. That the Pediatric endocrine Society was, from 
its founding in 1972 until 2010, called the “Lawson Wilkins Pediatric Society” is a 
testament to the abiding strength of Wilkins’s legacy and its continued influence.
 Wilkins’s opening of a fellowship program occurred precisely at the point 
when the newly minted psychologist John Money began work at Johns Hopkins 
to assist Wilkins in the psychological counseling of, and research concerning, 
Wilkins’s patients. Most anyone who knows anything about the medi cal manage-
ment of intersex today will readily identify the prevailing standard of care with 
the work Money carried out from that time until his death in 2006. But those out-
side of the field will likely not recognize the importance of Wilkins’s work, which 
occurred in the interval between the end of the european era that Dreger’s his-
tory details (in the 1910s) and the beginning of the mid- 1950s, the point to which 
Daaboul traces the origins of his training.3 indeed, the history in which Daaboul 
locates himself should more precisely be understood to have begun two decades 
before Wilkins’s establishment of the fellowship in pediatric endocrinology, in 
Wilkins’s 1936 opening of the endocrinology clinic in the nation’s first pediatric 
medi cal center, Johns Hopkins University’s Harriet Lane Home.
 Sandra eder’s history of Wilkins’s work fills in a picture that validates Da-
aboul’s and his colleagues’ loyal faith in their founding father and, by extension, 
their high regard for Wilkins’s treatment of children with CaH, still the most 
frequent cause of atypi cal sex in girls through out the world. CaH is a genetic 
disorder that involves malfunction of the adrenal glands. it affects males and 
females in equal numbers, and both may suffer from metabolic problems soon 
after birth (when it is usually detected) and through out one’s life. in the “classic,” 
salt- losing form, it results in vomiting and dehydration and, if left untreated, can 
lead to death. increased vulnerabilities—caused by ordinary illness or injury that 
can exacerbate vari ous sorts of imbalances associated with CaH—are among the 
problems that require careful attention in early childhood and beyond. CaH also 
prompts premature development of bone growth, which ultimately results in adult 
short stature—a particular concern for affected boys—and of sec ondary sex char-
acteristics. in addition to metabolic problems, what Wilkins called the “androgen 
push” may result in virilization of sex anatomy, which can make a male look, as 
Wilkins put it, like an “infant Hercules” (eder 2012, 71) and can make a genetic 
female appear more like a male.
 Wilkins’s treatment was groundbreaking in a number of ways, but first and 
foremost for the detailed clini cal understanding he developed of the disease and 
its effects. Wilkins’s years of study of the disease led, in 1949, to his first attempt 
to determine whether CaH would be responsive to cortisone, reported by a Mayo 
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Clinic physician to bring dramatic relief of rheumatoid arthritis (eder 2012, 73). 
Wilkins refined the administration of cortisone over several years. it did not lead 
to the promised cure of the condition, but when administered in the dose appro-
priate to each in di vidual patient, cortisone could control the effects of CaH, which 
encompassed a range of what most would regard without controversy as ailments.
 examination of the history of CaH is a complicated matter. Though today it 
is clear that there is a close identification of genuine medi cal problems caused by 
CaH with the social problem atypi cal sex is taken to present, this was not always 
the case. indeed, there is little evidence that “hermaphroditism” during the period 
Dreger studies was associated with any condition we would regard as a disease 
or malady, as most forms of CaH obviously are now recognized to be.4 in other 
words, it was not the fact that atypi cal sex posed a medi cal danger that brought 
these bodies under special scrutiny in the Victorian period; instead it is their de-
viation from a standard of “the norm” that comes to be identified at this time and 
that is identified as a threat to the social body (Dreger 1998b, 166).5 rather than 
a concern with health, Dreger notes that the fascination with hermaphroditism 
was likely connected to challenges to sexual boundaries coming from new direc-
tions, particularly from first- wave feminists and homosexuals (26).6

 The threat posed by the bodies of those with “doubtful sex” exemplifies what 
bioethicist erik Parens calls “bad medicalization.” Where medicalization takes 
non medi cal problems—“life or human” problems—and casts these in medi cal 
terms, bad medicalization constitutes the commission of a category mistake—
that is, taking something to be a medi cal issue or problem that is really a social 
problem, for example. in other words, where medicalization is a matter of express, 
if problematic, translation, bad medicalization represents a more subtle and sinis-
ter phenomenon; mistaking one problem for another at the outset, a subconscious 
sleight of hand may result—and, indeed, has resulted—in the sorts of objectifica-
tion that constrain people’s lives (Parens 2011, 2–3). By stark contrast, the focus 
of treatment and investigation in Wilkins’s clinic, from its founding through the 
end of the 1940s, was, according to eder, not so much on genital anomaly as on 
the health and flourishing of his patients. Thus much of the treatment of CaH 
exemplifies what Parens calls “good medicalization”—that is, the identification 
of a malady or disorder that had not been previously identified, or had been mis-
identified, for example, as an in di vidual moral failing. indeed, the identification 
of CaH in the case of those with the salt- losing form of the disease would, in 
Wilkins’s hands, become literally life- saving.
 The his tori cal trajectory that Daaboul briefly sketches in his account turns out 
to be a far messier business than was understood when he gave his presentation in 
2000. Dreger documents the simultaneous fascination, disgust, and resentment 
regarding what appeared to be a sudden and dramatic increase in cases of her-
maphroditism in France and england in the late nineteenth and early  twentieth 
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centuries (1998b, 27). Physicians’ voluminous studies during this period made 
hermaphroditic bodies a spectacle, both titillating and threatening, and one that 
would be controlled by medi cal authority. This is perhaps best illustrated by Dre-
ger’s discussion of the photographic display of genitals literally presented by the 
hand of the unseen physician, a common motif in both photographs and draw-
ings of atypi cal sex anatomies (47; see, e.g., H. Young 1937, 170). But the properly 
medical—and not only medicalized—treatment of CaH in Wilkins’s clinic stands 
in contrast, which is not to say opposition, to the treatment of those with the iden-
tical condition only a few decades earlier. no longer did physicians theorize about 
the “psychic influence on the part of the mother,” whose thoughts were believed 
capable of malforming the developing fetus in her womb (Dreger 1998b, 70); the 
new specialists at Johns Hopkins Hospital saw conditions that could alter the ex-
pected course of sex(ual) development as natural defects. Such conditions might 
be understood in terms of heredity but would no longer be taken to be a function 
of the “social” heredity of maternal influence, race, class, or education.
 i do not mean to suggest that social mores did not have a criti cal role in 
Wilkins’s understanding of what constituted the health and flourishing of his pa-
tients. Before Wilkins demonstrated the effectiveness of cortisone to manage the 
symptoms of CaH, which included progressive virilization in genetic females, it 
was his concern with the well- being of his patients that led him to support the 
assignment of these patients as boys, since they would “look too male to be able 
to live as women” (eder 2012, 72). as eder writes, even “before psychologist Dr. 
John Money formulated his theory of gender at Wilkins’s clinic in 1955—namely 
that a person’s gender role was learned after birth and could be in contradiction to 
one or more bio logi cal sexual characteristics—the idea of a ‘better’ sex that made 
sense socially but contradicted vari ous bio logi cal sex determinants of a person was 
already put into practice in this clinic” (69). in other words, the “optimal gender 
theory” developed by Money, together with John and Joan Hampson, was not the 
“departure” from prevailing practice that most have taken it to be (e.g.,  karkazis 
2008, 55); rather, in important ways this theory extended Wilkins’s practice of 
permitting virilized females to be raised as boys, to accept the anomaly of their 
atypi cal sex, and to adapt to the prevailing social standards in ways that created 
new possibilities for understanding the distinction between boys and girls, men 
and women.
 One might argue that the assignment of virilized females as male was not a 
recognition of variation, but was instead an accommodation to a gender sys tem 
that requires conformity to a structure that does not allow for the expression of 
“doubtful” sex. One could also argue that Wilkins’s approach was not ethical, that 
it subordinated an individual’s authentic expression of self to social norms that 
could not promote his or her flourishing. and yet eder’s account makes a compel-
ling case that Wilkins’s concern was indeed for the well- being of the in di vidual pa-
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tient, whose care must not be based wholesale on some “normal standard,” but in 
relationship to himself (cf. Canguilhem 1991 [1966], 138). in eder’s words, Wilkins 
appreciated that variation “was a natural part of development and it was pressur-
ing a child into a stage of development that did not fit its own bio logi cal norms 
that caused psychological problems” (2012, 72). For Wilkins, attending to an in-
di vidual child’s well- being should not occur in spite of social norms, but accord-
ing to one’s own individuality understood in relation to others and within one’s 
world. Wilkins’s approach was a departure from that taken by his nineteenth- 
century predecessors who had become focused on the question of “true” sex, the 
question that put the needs of society against those whose health and flourishing 
challenged the order on which it insisted. For Wilkins, the issue of sex assign-
ment was—for good reason in the case of CaH—thoroughly entwined with that 
of a patient’s physical and emotional health.
 to better appreciate the significance of the standard of care for atypi cal sex, 
we must keep in mind that the primary cases in Wilkins’s clinic were genetic fe-
males with CaH. as important as sex assignment was—and there is no doubt of 
its importance, as eder’s work documents (2010; 2012)—the fact that the disorder 
seriously compromised an affected child’s physical health cannot be understated. 
That one of the most conspicuous signs of the disorder was atypi cal sex in females, 
and precocity in both males and females, helps us to understand how atypi cal sex 
could be more firmly established as a medi cal problem rather than a social problem 
at this time. The children treated with the severe salt- losing form of CaH were al-
most uniformly females, since their adrenal crisis was far more frequently iden-
tified by physicians with the “adrenogenital syndrome” than was oft en possible 
in the cases of genetic males, who lacked the more conspicuous geni tal anomaly 
that pointed to the systemic defect.7 The enhanced ability to identify the disorder 
in affected infants together with the discovery of the drug that would make pos-
sible lifelong management of the disorder are rightly regarded as major advance-
ments in pediatric medi cal care, comparable in many ways to the discovery of in-
sulin in managing type 1 diabetes (eder 2012, 75).
 Drawing too bright a line between the treatment of doubtful sex associated 
with the era on which Dreger focuses in her study and that of the children and 
young adults with CaH in Wilkins’s clinic risks obscuring the ways that the ear-
lier treatment of atypi cal sex as a fascinoma and threat appear to be present in 
Wilkins’s clinic. Focusing on the endocrinological advances that occurred with 
respect to CaH at this time, and the careful and individualized care that char-
acterized Wilkins’s model of pediatric endocrinology, it may be easy to overlook 
the ways that the distinctive approach to atypi cal sex that dates to Wilkins’s treat-
ment was partner to the surgical work of another pioneer, Hugh Hampton Young. 
as an his tori cal fig ure, Young has one foot firmly in the “age of the gonads” and 
the other in the period in which Wilkins so prominently appears. Beginning in 
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1897—one year after he came to Johns Hopkins Hospital as an intern to learn 
surgery—he was appointed head of “genitourinary surgery.”8 Johns Hopkins was 
quickly transforming medicine from the low- status profession it had been until 
the late nineteenth century to a prestigious research- oriented profession empha-
sizing publication of research modeled on the sciences (kenen 1998, 38). Young’s 
extraordinary advances—all the more extraordinary because he had had no sur-
gical training before coming to Baltimore—soon made the Johns Hopkins Hos-
pital the leader in urological disorders as well as “the primary center for cases 
of so- called indeterminate sex” (karkazis 2008, 43). in 1916, twenty years before 
Wilkins’s arrival, Young established the renowned Brady Urological institute. He 
began publishing his work on cases of indeterminate sex soon after.
 if Wilkins’s work ushers in a new era with respect to the treatment of atypi cal 
sex, in many respects his senior colleague appears to emerge from the preceding 
one. given the undeveloped state of surgery at this time, normalizing genital sur-
geries had been rare, particularly in the United States. it was Young who began in 
the twentieth century to develop and refine the techniques that would mark the 
standard of care over the coming century. a leading fig ure in the history of the 
treatment of CaH, Young had understood that CaH was a disease affecting pri-
marily the adrenal glands and had aggressively promoted adrenalectomy in the af-
fected patients he saw at Johns Hopkins.9 From eder’s work it appears that Young 
had an active, if sometimes contentious, relationship with the younger Wilkins. 
(Wilkins was skeptical of the value of adrenalectomy in particular, and his dis-
covery of the benefit of cortisone rendered Young’s approach obsolete.) For the 
sake of his patients’ well- being, however, it appears that Wilkins supported the 
normalizing genital surgeries in which Young specialized, particularly clitorec-
tomies of “large” clitorises (eder 2010, 700).
 Of all surgical interventions, the matter of clitorectomy remains today the 
most controversial. The history of clitorectomy in the United States does not begin 
with normalization of atypi cal sex, but has much deeper origins in the Victorian 
era, when “female sexual excess, sexual pathology, hysteria, and other mental 
states became associated with the female genitals” (karkazis 2008, 148). Such pa-
thology or excess could be defined simply in terms of erotic pleasure (see, e.g., 
Webber 2005), but this pleasure also came to be linked to a host of genuine mal-
adies, in clud ing epilepsy.10 it is not entirely clear what relation prevailed between 
what eder describes as the “existing tradition” of clitorectomy at Johns Hopkins 
Hospital generally and its employment in cases of children assigned female in 
Wilkins’s clinic specifically. Clitorectomy was, according to eder, “neither dis-
cussed nor questioned in the patient records” she studied; her account suggests 
that clitorectomy was by then routinized in the clinic and “persisted through the 
introduction of cortisone and Money’s gender concept” (2010, 700). if Young’s 
1937 textbook is any indication, it does appear that clitoral “amputation” was per-
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formed regularly in the case of uncertain sex. But even if the unremarkable use 
of clitorectomy was a legacy of an earlier era, it appears that there is a period in 
the West—which may be located in the early part of the twentieth century—when 
clitorectomy was employed almost categorically to resolve the disturbance that 
“doubtful sex” obviously provoked.
 Young’s surgical textbook, Genital Abnormalities, Hermaphroditism, and Re-
lated Adrenal Diseases (1937), was not only the first to address normalization of 
sex, but it was also “the first ameri can treatise on the types of human hermaph-
roditism” (karkazis 2008, 44). it compiles what was in the United States an un-
precedented number of detailed case histories and accompanying photographs of 
Young’s subjects, as well as careful drawings and instructions for surgical tech-
niques performed on or recommended for them. if this, the main part of Young’s 
text, published the year after Wilkins’s arrival at the Harriet Lane Home in 1936, 
locates Young’s major work at the very start of a new era of the treatment of atypi-
cal sex, the book’s extended first chapter, “Hermaphroditism in Literature and 
art,” seems inspired by the thinkers of the previous century. Young’s is an almost 
rapturous treatment of what he represents as a comprehensive overview of her-
maphroditism beginning with the birth of the “extraordinary child” of  aphrodite 
and Hermes recorded in ancient greek mythology known as Hermaphroditos. 
But “this amazing anatomical combination of both male and female was encoun-
tered long before” this time, in the Hebrew biblical story of adam, origi nally both 
male and female, and then divided—an interpretation found in Jewish scholar-
ship and then among Catholics during the period when innocent iii was pope 
(i.e., at the turn of the fourteenth century) (H. Young 1937, 1). Young presents an 
interesting criti cal reading of Ovid’s story of Hermaphroditus, to which he finds 
“obvious objections . . . especially from a medi cal standpoint” (5), suggesting on 
Young’s part a literal reading of the ancient sources. He also consults vari ous au-
thoritative religious texts that attest to the “fairly considerably frequency” (6) of 
hermaphroditism across the West. ancient greek sculptural representations docu-
ment the presence, for example, of hypospadias (15), the condition in which the 
urinary meatus is not at the tip of the penis, but on the underside or base of the 
penis; statues such as these, he elaborates, inspired seventeenth- century german 
engravings and nineteenth- century French poetry.11 Young ends this first chapter 
with selections from the long poem “The Hermaphrodite,” composed by Samuel 
Loveman the same year Young’s book went to press:

Out of the deep, immortal night
Came to me the Hermaphrodite,
Moonlight- breasted, pale, antique,
He spoke to me in deathless greek:
 . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 
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Long have i tarried, yet to me cries
The flame that follows the flame that dies;
i pass—but worship me, hold me still,
Body and soul inseparable.12

 it does not seem precisely ironic that Young would end the first, presumably 
introductory, chapter of his monumental text with the poetic call to “worship” 
the body (“and soul inseparable”) of one with atypi cal sex anatomy before devot-
ing the remainder of the book to a careful study of the means of correcting the 
defects that constitute it. in this respect Young is a bridge between the two eras 
in which he lived and worked and to which he importantly contributed.
 Whereas the late nineteenth century saw an explosion of scientific discourse 
and interest in both the body generally and the hermaphroditic body especially 
(an explosion that, if Young’s introduction is any indication, also implicated cul-
tural production in broader ways), the period that follows is focused not on gen-
erating discussion but on correcting the signs of difference, of working to ensure 
silence on the matter of doubtful sex. it is not that there would be less interest in, 
or research on, the intersexed body during this time. indeed, research would pro-
liferate, particularly in the United States, not only at Johns Hopkins University, 
where the new field of psychoendocrinology would be established in the 1950s, but 
also by the first of Wilkins’s students at other centers. The production of knowl-
edge aimed now to settle the matter of doubtful sex by normalizing the bodies of 
those with atypi cal sex before they became the problem they had been taken to 
be in the previous period.
 Historian alison redick has argued that Wilkins’s work in the 1950s ushered 
in a new era in which a team of specialists under his direction would shape the 
standard of care for the next fifty years. Wilkins’s team was the first of its kind 
and included Howard Jones and William Scott, Young’s junior colleagues in sur-
gery, as well as the psychiatrists John and Joan Hampson.13 Money had come to 
Johns Hopkins on Wilkins’s invitation. He had been working with Frederick Bart-
ter, an endocrinologist who was a sort of rival of Wilkins’s in Boston, who had 
published work on cortisone and CaH at the same time that Wilkins did (redick 
2005, 293). With the Hampsons, Money made Johns Hopkins the center of re-
search on sex variation, publishing in 1955 the five essays published in the  Bulletin 
of the Johns Hopkins Hospital that comprised the new protocols for gender assign-
ment in cases of atypi cal sex. They set out multiple variables of sex, in clud ing that 
which is assigned or announced at birth, the appearance of external genitalia, re-
productive organs, hormone levels, chromosomes, and “gender role,” that is, the 
sex with which someone identifies. together these articles challenged what was at 
the time the commonsense notion that “bio logi cal markers of sex” told the entire 
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story of one’s sense of self. The theory elaborated there shifted the “truth” of sex 
understood as determined by biology to an understanding of sex as a production 
of society. This understanding provided the theoretical ground for “a treatment 
regime designed to ensure that future generations of intersexed infants developed 
unambiguously masculine or feminine identities” (germon 2009, 24). The domi-
nance of endocrinology and psychology that emerged at this time is also evident 
in the ascension of Young’s junior surgeons, Jones and Scott, culminating in their 
1958 publication of Hermaphroditism, Genital Anomalies, and Related Endocrine 
Disorders, the title only slightly modifying their mentor’s masterwork. in place 
of the history of hermaphroditism in literature and art that opened Young’s trea-
tise, Jones and Scott’s treatment of cases and surgical technique is supplemented 
by significant portions of text authored by Money, in clud ing “his freshly minted 
and rapidly circulating theory of gender role” (redick 2005, 294).
 given the prominence Money assumes in the clinic at this time, it is no wonder 
that in his own his tori cal overview, Daaboul presents the work of Wilkins and 
Money as of a piece. and yet the generalized model for the medi cal management 
of children with atypi cal sex that was developed in Wilkins’s clinic in the 1950s 
appears to constitute a significant departure from the ethos that seems to have 
guided Wilkins’s work during the earlier period, between the late 1930s and the 
mid- 1950s. Wilkins’s practice was focused above all on the in di vidual health and 
well- being of his patients. But centering as he did on the case of CaH, the issues 
of health and of genital appearance became entwined to the extent they were no 
longer distinguishable. as a result, the standard of care formulated from the mid- 
1950s, which becomes entrenched through the better part of the century, seems 
in some ways to hark back to that earlier time, when hermaphroditism fig ured as 
curiosity and threat.

normalizing Medicine
From eder’s account we know that before his success with the administration of 
cortisone, Wilkins oft en supported the assignment of virilized females as male. 
in other words, the work of Money and the Hampsons was not so much an inno-
vation with respect to the notion of “optimal gender,” but in important ways ex-
tended the practice of Wilkins’s clinic that had encouraged virilized females to be 
raised as boys—that is, to accept the anomaly of their atypi cal sex—thus adapting 
to the prevailing social standards in ways that created new possibilities for under-
standing the distinction between boys and girls, men and women.
 in the mid- 1950s we find a moment when atypi cal sex was considered al-
ternately and simultaneously—as twentieth- century philosopher and physician 
georges Canguilhem puts it—an “anomaly,” something that was merely unusual, 
“removed, in terms of one’s organization, from the vast majority to which one 
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must be compared” (1991 [1966], 133), and a “pathology,” something that “inter-
rupts a life course” (138). in supporting the male assignment of those virilized fe-
males, Wilkins effectively treated them in the terms that Canguilhem advanced 
in his study. Wilkins’s response to his patients’ difference took what we might to-
day call the aspect of CaH that resulted in their gender variance (see, e.g., Men-
vielle 1998) as anomalous rather than pathological. as Canguilhem writes, “Patho-
logical implies pathos, the direct and concrete feeling of suffering and impotence, 
the feeling of life gone wrong” (1991 [1966], 137). However unusual it might be to 
be female and live as a boy or man, the lives of Wilkins’s patients—much as the 
lives of those individuals before the age of gonads for whom atypi cal sex had not 
posed a problem—had not entirely “gone wrong.” They—and presumably their 
families, who may well have been aware of their child’s or partner’s difference—
had adapted, which is, for Canguilhem, the condition of an organism’s “norma-
tivity,” the creative capacity to generate new norms of living.
 One may also understand Wilkins himself to have adapted in response to 
his patients’ needs, to have changed, to some degree, his own views of sex and its 
meaning. But when Wilkins understood that female genital ambiguity as a symp-
tom of the generalized disorder of CaH was diminished by successful pharma-
ceutical management, his recommendations in favor of assignment of virilized 
females as boys changes. They are not, however, entirely reversed, as eder finds 
in the case of the toddler “Charles” who enters the clinic in 1958. after diagnosis 
of CaH and confirmation of typi cal female chromosomal pattern are made, phy-
sicians recommended reassignment and cortisone treatment. Because the child 
was already two and a half, and the parents are recorded as feeling “strongly about 
raising [their] child as a boy,” Charles underwent a hysterectomy and was pre-
scribed hormone doses that would manage CaH and maintain his male assign-
ment (eder 2010, 698). But if Charles’s story exemplifies the sort of adaption of 
which Canguilhem speaks, we must recognize that it also validated formaliza-
tion of the treatment rationale that Money was at this time providing Wilkins’s 
clinic, one that did not seek to recognize the distinction between anomaly and 
pathology, but rather imposed a “normalization” that would effect the close iden-
tification, if not conflation, of the two.
 according to the theory developed by Money and the Hampsons, the forma-
tion of gender identity in early childhood is “malleable,” that is, susceptible to so-
cial shaping that would provide the clear gender identity the researchers took to 
be necessary for psychosocial health. “gender ambiguity later in life,” however, 
“was pathological,” as anne Fausto- Sterling observes (2000, 63). The insistence by 
Charles’s parents on his male assignment is consistent with the criti cal role that 
parents play in gender identity development according to this theory, taking one’s 
identity to be a matter of social shaping rather than an expression of an individu-
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al’s essential sense of self. Surgical normalization would ensure that a child would 
have no confusion about his or her assigned sex. as Fausto- Sterling explains,

[While] such anatomical clarity was important for the young child, Money, the 
Hampsons, and those who followed their lead argued, it was even more im-
portant for the child’s parents. as Peter Pan might have said, “they had to be-
lieve” in their child’s gender identity for that identity to become real. Hamp-
son and Hampson write: “in working with hermaphroditic children and their 
parents, it has become clear that the establishment of a child’s psychosexual 
orientation begins not so much with the child as with his parents.” (Hampson 
and Hampson 1961, 1,415, in Fausto- Sterling 2000, 63–64)

even as Charles’s case demonstrates a continuity between the kind of care deliv-
ered in Wilkins’s clinic in the 1930s and ’40s and the standard of care that dates 
to the mid- 1950s, there are subtle yet important differences indicating that the 
recommendations in Charles’s case mark a kind of crossroads in the trajectory 
of care in Wilkins’s clinic. Preceding the period when the role of Money and the 
Hampsons gained prominence, we may see how the standard that Wilkins de-
vised was concerned with his patient’s well- being in the “normative” sense that 
Canguilhem describes. But the reassignment that Charles’s parents were evidently 
pressed to consent to appears far more consistent with contemporary accounts of 
affected individuals and parents treated both at Johns Hopkins and at other cen-
ters whose model of care was shaped at Johns Hopkins during this period. The 
medi cal care in line with this model is better described in the terms of what Can-
guilhem’s student Michel Foucault calls “normalization.”
 “normalization” is not only a term employed by physicians to describe cos-
metic genital surgery for those with atypi cal sex anatomies, but, following Fou-
cault, it also has become a criti cal theoretical shorthand to signify the pervasive 
standards that structure and define social meaning. Medicine has played a cen-
tral role in the modern development of the norm, and “medi cal power,” Foucault 
claims, “is at the heart of a society of normalization” (1996, 197). in the ancient 
period health was conceived in terms of the harmonious functioning of the in-
dividual; medicine was regarded as “a set of techniques for curing ills and of the 
knowledge they require” (Foucault 1994 [1963], 34). This view of medicine would 
persist into the eighteenth century, but medicine would also come to “embrace a 
knowledge of the healthy man, that is, a study of the non- sick man, and a defini-
tion of the model man” (34; origi nal emphasis).14 Medicine assumes, as Foucault 
puts it, a “normative posture which authorizes it not only to distribute advice as 
to a healthy life, but also to dictate the standards for physical and moral relations 
of the in di vidual and the society in which he lives” (34). The formulation of the 
understanding of the model man sets the stage for a further development in the 
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nineteenth century that would see a subtle but important change from a focus on 
“health” to “normality.”
 For Foucault, the eighteenth- century standard of health was concerned with 
qualities that could be understood as specific to a particular being, namely, “vigour, 
suppleness, and fluidity, which were lost in illness and which it was the task of 
medicine to restore” (35). Such qualities were understood to a certain extent to be 
judged and regulated by the individual, through diet and exercise, for example, 
which entailed “the possibility of being one’s own physician” (35)—the possibility, 
that is, that the evaluation of an individual’s health could be determined and regu-
lated only with respect to, and by, oneself, rather than a measure or command 
imposed from without. nineteenth- century health, by contrast, “was regulated 
more in accordance with normality than with health; it formed its concepts and 
prescribed its interventions in relation to a standard of functioning and organic 
structure.” Consequently, Foucault writes, the medicine that previously took as 
its object “the structure of the organized being” was transformed into “the medi-
cal bipolarity of the normal and the pathological” (35; origi nal emphasis). it was 
no longer the judgment of the in di vidual that mattered most, but that of “experts” 
who would be authorized to evaluate and treat the in di vidual as prevailing stan-
dards dictated.
 The late nineteenth- century development of the taxonomic sys tem used to 
classify hermaphroditic “types” (Dreger 1998b) is exemplary of the periodization 
Foucault describes. This taxonomy was in use for more than a century. it dic-
tated that females and males were defined as presenting only standard female or 
male anatomy, respectively, while so- called male and female pseudohermaphro-
dites and “true” hermaphrodites presented different mixtures of male and female 
anatomy (Dreger 1998b, 35–40).15 Such divisions, together with the medi cal prac-
tices aimed to correct the abnormalities they denoted, may be understood to ex-
emplify what Foucault calls “the art of punishing,” an essential component of the 
society of normalization.

The art of punishing . . . is aimed neither at expiation, nor even precisely at re-
pression. it brings five distinct operations into play: it refers in di vidual actions 
[or bodies, in the field of medicine] to a whole that is at once a field of com-
parison, a space of differentiation and the principle of a rule to be followed. it 
differentiates individuals from one another, in terms of following the overall 
rule: that the rule be made to function as a minimal threshold, as an average to 
be respected or as an optimum towards which one must move. it measures in 
quantitative terms . . . the “nature” of individuals. it introduces, through this 
“value- giving” measure, the constraint of a conformity to be achieved. Lastly, 
it traces the limit that will define difference in relation to all other differences, 
the external frontier of the abnormal. (Foucault 1979 [1975], 182–183)



The trouble with intersex    |    35

The language of punishment may seem out of place with respect to treatment of in-
tersex conditions. it would be far- fetched to claim that the physicians in Wilkins’s 
clinic in the 1950s sought to punish children for their physical difference. and yet 
accounts of adults treated at that time and into the three decades that followed 
suggest a subjection to a “punitive operation” consistent with the exercise of power 
Foucault vividly describes in Discipline and Punish. Consider sociologist Sharon 
Preves’s interview with “tiger,” who reports having had sixteen surgeries to cor-
rect hypospadias, spending most of his summer vacations in the hospital while 
friends went to camp and on family vacations (2003, 31).16 Others recount chill-
ing experiences of having their bodies repeatedly displayed in hospitals and pub-
lic clinics. “Carol,” Preves reports, was humiliated by what she called the “pa-
rades” of physicians, residents, and interns—in one visit she counted more than 
one hundred—who “touched, poked, looked, mumbled, and left” (67). anthro-
pologist katrina karkazis’s interviews with adults recount the stern proscriptions 
they received against questions or comments about their surgically  corrected bod-
ies; others who had surgery as young adults report the performance of surger-
ies without their consent, making one twelve- year- old feel, in her words, “freak-
ish” (2008, 221).
 Following Foucault, we shouldn’t see the punitive experience of these indi-
viduals as one that physicians or parents meant for them to have; what Foucault 
understands by punishment is better captured in the passive voice, referring not 
to an action intended by a particular agent or agents, but to an action occurring 
through them. The “offense” that provokes the punishment in the first place is itself 
similarly construed. rather than conceived as a wrongdoing committed by an indi-
vidual, normalization acts on “the whole indefinite domain of non- conforming”—
for example, failing to achieve a certain level of performance or, as in the case of 
atypi cal sex, being born with unusual anatomy (Foucault 1979 [1975], 179). By con-
trast with the more familiar conception of a “judicial penalty” (183), this “penalty 
of the norm” is more helpfully understood as a new “rationality,” a way to make 
sense of the practices and bodies that insists on homogeneity and so both fixates 
on—and aims to correct—in di vidual differences fig ured as abnormal (199). The 
operation of normalization here exemplifies Foucault’s provocative characteriza-
tion of power as “both intentional and nonsubjective.” “There is no power,” he 
claims, “that is exercised without a series of aims and objectives. But this does not 
mean that it results from the choice or decision of an in di vidual subject” (1990 
[1976], 95).
 The work of John Money may be an especially apt illustration of the opera-
tion of power that establishes, as Foucault writes, “the normal . . . as a principle 
of coercion” (1979 [1975], 184). karkazis’s account of Money’s work is among the 
most sympathetic and resists caricature of the psychological paradigm he and the 
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Hampsons crafted and that held sway for more than four decades. Their theory 
should not simply be described as promoting the malleability of gender, she ar-
gues. Money and his colleagues saw gender identity and gender- role formation as 
“complex processes involving both bio logi cal and social factors” (karkazis 2008, 
63). at this point, normalizing surgical intervention became widely accepted, she 
says, “because it seemed obvious to both clinicians and parents that a child would 
experience problems personally and socially with atypi cal genitals” (64).
 Money’s role in shaping the standard of care for treatment of atypi cal sex has 
been addressed in detail by many (e.g., S. J. kessler 1998; Fausto- Sterling 2000; 
karkazis 2008; germon 2009). Most people who know something about the his-
tory of the medi cal management of atypi cal sex know some version of what has 
come to be known as “the true story of John/Joan.” This was the revelation in the 
mid- 1990s that the “success story” of a boy who had been reassigned female after 
a circumcision accident turned out to have been a sham. rather than the success-
fully reared girl Money described in his published reports, Joan had rejected her 
role and was living as a man named David reimer. He had married a woman with 
whom he was raising three children. reimer was not born with atypi cal sex; a pe-
diatrician’s accidentally burning off his penis during a circumcision opened the 
way to the grim experiment with which the standard of care for those born with 
atypi cal sex has become entwined, both within and outside medicine. The truth of 
what had occurred was revealed for the first time in a 1997 article published in the 
Archives of Pediatric and Adolescent Medicine, by biologist Milton Diamond, an 
ardent and longtime critic of Money’s, in collaboration with keith Sigmundson, 
the Canadian psychiatrist responsible for ongoing management of the case near 
reimer’s home. The story was widely disseminated that same year with journal-
ist John Colapinto’s “The true Story of John/Joan” in Rolling Stone and received 
further coverage when in 2000 Colapinto published the extended story, together 
with reimer’s identity, in As Nature Made Him.
 to reimer’s story have been attached many morals, among them (as Oprah 
would tell it) that “boys will be boys,” that no amount of good intentions, surgical 
intervention, or social conditioning will change what is “bio logi cal fact.” Despite 
the efforts made by Joan’s parents, his teachers, the doctors at home in Canada 
who were treating him, or the team at Johns Hopkins to whom he and his family 
made annual visits, he would not be a girl. But the story has also been cast as one 
of the cruelty and singularity of Money’s work. The story of John/Joan—“the true 
story”—is a sad and important moment in the history of the normalizing treat-
ment, both medi cal and social, of atypi cal sex, but its significance now appears 
both lesser and greater than these two versions of the story would have it.
 after the revelation of the outcome of reimer’s failed reassignment, the stan-
dard of care for those born with atypi cal sex anatomies largely remained—and 
in important ways, arguably remains—unchanged. There are at least two reasons 



The trouble with intersex    |    37

for this. First, while many have treated Money’s work as entirely origi nal—he is 
responsible for coining the term “gender role,” which would become influential 
far beyond the bounds of the clinic—eder’s documentation of Wilkins’s influence 
on Money’s understanding of the supposed flexibility of gender role, particularly 
of virilized females with CaH, attests to the ways that Money’s theories were de-
signed to conform with the practices Wilkins had established long before. Mon-
ey’s theory (and that of the Hampsons) that the gender identity of a person born 
with atypi cal sex might not be as settled as that of a typi cal fetus was not new. 
The crucial fact that David reimer was born a typi cal male meant that his failed 
reassignment might not be at all meaningful in the treatment of those whose sex 
anatomies were not typi cal: the putative failure of the experiment of John/Joan 
could not carry the weight it might have where care for children with atypi cal 
sex was concerned. indeed, that experiment alone, which featured Money in “The 
Sexes” column of Time magazine in 1973—by which point “Joan” was as a ten- 
year- old still ignorant of her reassignment and resisting her parents and doctors’ 
attempts to “feminize” her—could be seen as an in di vidual manifestation of hu-
bris rather than cause for wholesale condemnation of the standard of care that was 
developed, after all, by Wilkins. and there are many who do not take the failure 
of this experiment as an invalidation of Money’s theory of gender development, 
pointing, for example, to another case of ablatio penis (penile ablation) to demon-
strate that a chromosomally typi cal male can be reared as a girl (see angier 1997; 
Bradley et al. 1998; glassberg 1999; Meyer- Bahlburg 2005b). However prominent 
he may have been, Money’s role was not definitive of the standard of care for the 
management of atypi cal sex. The same year that the story of John/Joan broke, in-
dependent evidence challenging the routine reassignment in males without an-
drogen insensitivity was also published (see reiner 1997). it is perhaps for these 
reasons that once Money as a fig ure became nearly invisible, the importance of 
theories that had been so closely associated with him was nevertheless undimin-
ished. in place of a robust theory about psychosexual development in children 
came a vague yet unrelenting concern with “normal appearance” and the “normal 
life” this appearance promised.
 But the revelation of the story of what happened to David reimer did have the 
effect of multiplying questions that practitioners like Jorge Daaboul were already 
asking at this moment. First and foremost were questions about the outcomes of 
gender reassignment and normalizing surgery. What happened to girls who had 
had clitorectomies? What of the chromosomally typi cal boys who had been cas-
trated and raised as girls? These questions gave rise to still more questions: What 
had the children been told? What did their parents know; what did they under-
stand? and would it be possible—and ethically permissible—to try now to find 
out the answers to these questions? absent information about what had happened 
to the children and their families after medi cal interventions had been concluded, 
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could the standard of care stand? When Daaboul explains in 2000 that “all of us 
trained in the tradition of Money/Wilkins followed their recommendations. We 
lied to the parents of intersexed children and we lied to the children and we sub-
jected intersexed individuals to ‘corrective’ surgery,” he makes plain the depth of 
the challenge that the standard of care faced at this time. and Daaboul was not 
alone: other pediatric specialists had developed similar criticisms by this point, 
in clud ing Bruce Wilson, William reiner, and Justine Schober, all of whom pub-
lished articles in the special issue of the Journal of Clinical Ethics edited by alice 
Dreger (1998c). in the lead article of that issue, edmund Howe, the journal’s editor 
in chief, reported that Dreger had invited proponents of normalizing pediatric 
 surgeries—John Money among them—to contribute to the special issue, but all 
declined (Howe 1998, 338, 342n3). That same year, Suzanne kessler’s important 
Lessons from the Intersexed appeared, as well as Dreger’s own Hermaphrodites and 
the Medical Invention of Sex. The groundbreaking scholarly work produced at this 
time supported, and was in turn supported by, increasingly sophisticated advocacy 
on behalf of those with atypi cal sex, activism spearheaded by Cheryl Chase, the 
founder of the intersex Society of north america, and by Dreger, who eventually 
joined Chase in leading iSna. Broadening awareness of the harms wrought by 
what these advocates identified as the “shame and secrecy” promoted by the stan-
dard of care was evident. intersex was entering pub lic conversation with reports 
in the mainstream and alternative press, televised documentaries produced in the 
United States and Canada, and new novels such as Jeffrey eugenides’s Middlesex 
(2002). Physicians in the United States and europe were also increasingly con-
cerned about a standard of care that, physicians had finally to acknowledge, was 
based on little evidence of success. Despite what most have regarded as the indis-
putably good intentions of physicians, the routine ethical violations of accepted 
principles of bioethics promoted by the standard of care raised additional ques-
tions. What karkazis describes as the “deep and divisive crisis” into which care 
for those with atypi cal sex had been driven, prompted specialists in the United 
States and europe to convene in Chicago in 2005—a year after reimer would com-
mit suicide—to review and to revise the standard of care in which they had been 
trained.17

From intersex to “Disorders of Sex Development”
The Consensus Statement that resulted from the 2005 Chicago meetings, pub-
lished in 2006, recorded a number of significant changes to the standard of care, 
among them a rejection of the older claim of intersex as a “social emergency.” 
atypi cal sex is not a source of shame, these new standards insisted, and honesty 
on the part of caregivers would be imperative going forward not only for parents 
but also for children, who were to receive developmentally appropriate explana-
tions about their conditions. Just as in 2000, when the ameri can academy of Pe-
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diatrics opened its statement with an acknowledgment of the importance of lan-
guage in guiding care and influencing parents’ understandings of, and relationship 
to, their children, the Chicago group recognized that the nineteenth- century no-
menclature still in use shaped their own practices.
 if variations on the term “hermaphrodite” “place[d] these patients outside the 
mainstream of society, relegating them to the realm of mythology,” and if “inter-
sex, with its connotation that such patients are somehow in an ‘in between’ state” 
(aaronson and aaronson 2010, 443), was likewise inappropriate, a new nomencla-
ture was needed. This need was first identified before the Chicago meetings by the 
group comprised of alice Dreger, Cheryl Chase, aron Sousa, Philip gruppuso, 
and Joel Frader.18 new nomenclature would correct the misleading taxonomy that 
was “scientifically questionable” and “provide[d] little clini cal help” (Dreger et al. 
2005, 730). Based on outdated understandings that had been long proved flawed, 
the old taxonomy was intended not to guide the care of affected individuals, but 
instead “to sort confusing and sometimes disturbing anatomies into clear types.” 
in the era in which the taxonomy was introduced and took root, gonadal histology 
was “a fashionable (though vague) explanation for gender and sexual behavior” 
(730). Classifying, and thus managing this confusion, was a nineteenth- century 
priority that all could agree was out of line with the aims of modern medicine, 
so there was good reason to revisit the issue of nomenclature. The group’s pro-
posal of the term “disorders of sexual differentiation” aimed to correct these prob-
lems, noting particularly the importance of nomenclature in guiding physicians’ 
 practice.19

 The changes announced in the resulting consensus statement, published the 
following year, demonstrate another kind of circling forward and back into his-
tory, refocusing physicians on those aspects of conditions associated with atypi-
cal sex that have consequences for individuals’ health rather than on the achieve-
ment of “normal appearance” that had previously constituted the principal aim 
of care. However, rather than “disorders of sexual differentiation,” the term ten-
tatively proposed by Dreger and her colleagues, the representatives of the U.S. 
and european groups settled on “disorders of sex development,” which, because 
of the ambiguity in the term “sex development,” had the unfortunate effect of 
re- invoking the nineteenth- century taxonomy from which the group apparently 
sought to distance itself.20 Disorders of sex development (DSD) would now de-
scribe “congenital conditions in which development of chromosomal, gonadal, or 
anatomical sex is atypi cal” (Hughes et al. 2006, 554). Understanding something of 
the history of treatment, we can appreciate how this change would be genuinely 
progressive, an important break from the Victorian medicalization of bodies with 
atypi cal sex that saw in their anomalies not a risk to the health of those individuals 
but a threat to the social body. The change was also a response to the history so 
closely associated with the work of the case of David reimer, for which the stan-
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dard of care had so obviously and tragically gone wrong. What Chase, at iSna, 
called “the concealment- centered model” of care had begun to appear more like 
a Victorian throwback than the enlightened medi cal care with which specialists 
in the tradition of Lawson Wilkins had prided themselves. The “patient- centered 
model” of care Chase outlined bore a far closer resemblance to the kind of care 
that Wilkins modeled before 1955, as well as the sort of care that physicians today 
would see as “good care.” 21 For these reasons it is not surprising that the new no-
menclature was embraced by physicians and replaced older terms in the medi cal 
literature (see, e.g., Pasteriski et al. 2010).
 There was nevertheless strong opposition to the term “disorders of sex devel-
opment” as evidenced first by the letters sent to the Archives of Disease in Child-
hood in the months following the statement’s publication. Those objecting to the 
new nomenclature focused on the description of intersex conditions as “disor-
ders,” which they described as “stigmatizing” to the individual, who should be 
spared identification “as” a disorder (e.g., Baechler 2006; Cameron 2006).22 For 
those who saw DSD to apply—largely as it had applied, both in the late nineteenth 
and early twentieth centuries, and then for those who had been labeled “intersex” 
as children—not to a condition, but to their person (e.g., Chase 2006), the appeal 
of taking atypi cal sex outside the domain of medicine altogether, to demedicalize 
conditions that might otherwise count as ordinary human variation, is apparent. 
and yet the proposed alternatives, such as “variations in sex development” (Dia-
mond and Beh 2006) or “divergence of sex development” (reis 2007; 2009), would 
not permit appreciation of the medi cal challenges faced by many individuals with 
intersex conditions during infancy or over the span of their lives.23 genuine health 
concerns have been a particular problem precisely because the focus of DSD has 
been on gender and genitalia that could be “fixed,” supposedly resolved by pedi-
atric specialists who did not follow their patients into adulthood and for whom 
specialized adult care has not been—and largely continues not to be—available, 
most strikingly for the chronic condition for which Wilkins’s legacy is so strong, 
namely, CaH.
 Foremost among the questions raised by objections to the use of “disorders of 
sex development” is the relationship of atypi cal sex anatomy to the constitution of 
personal identity: has intersex taken on in the late twentieth century the status of 
an identity, or is it a condition that is merely incidental to one’s person? The ob-
jections to the change in nomenclature seem to take for granted, first, that there 
is a category of “intersex people” (e.g., Hester 2006, 47; roen 2009, 35), or “inter-
sexuals” (e.g., H. Young 1940, 201; S. J. kessler 1998, 85; Fausto- Sterling 2000, 31; 
Preves 2003, 97) that would render the characterization of the condition as a dis-
order offensive. a sec ond concern is related to the first, namely, that the patholo-
gizing label would limit people’s subjective possibilities by containing them within 
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its terms. Underlying these two claims, i propose, is an implicit understanding of 
intersex(uality) as analogous to homosexuality.
 There is every reason to consider the treatment of homosexuality, both his-
tori cal and contemporary, alongside the medi cal management of atypi cal sex. at 
nearly every moment in medi cal investigation and the popu lar imagination alike, 
each has been implicated in the other. in the nineteenth century, “sexual inver-
sion” was understood as “the tendency to embody physical characteristics asso-
ciated with the opposite sex,” mirroring an idea that “homosexuals were in some 
sense constitutional hermaphrodites” (terry 1995, 135). This close tie between her-
maphroditism and homosexuality has a longer history, however. according to Fou-
cault, it was not the mixing of sexes in individuals that was threatening in sev-
enteenth-  and eighteenth- century France but the crime of making “use of their 
additional sex” through homosexual behavior (2003 [1999], 67–68). While the close 
connection between physical sex and object desire was, as Jennifer terry notes, 
“eventually undermined as Freud’s theories of sexuality gained greater notori-
ety and influence in the scientific community,” fears about homosexuality have 
shaped popu lar discourse and certainly played an important role in the standard 
of care developed at Johns Hopkins even before Money’s arrival (eder 2010, 702). 
as Fausto- Sterling recounts in Sexing the Body, it would make sense for lay people, 
particularly parents of children with intersex conditions at mid- century, to con-
flate homosexuality—still understood as a “disorder of psychologic sex”—with in-
tersex.24 “if,” as she writes, “intersexuality blurred the distinction between male 
and female, then it followed that it blurred the line dividing heterosexual from 
homosexual.” But even if parents made category errors that “pioneers” of medi-
cal management such as Money and John and Joan Hampson did not, Fausto- 
Sterling clarifies that heterosexual orientation nevertheless counted as a signifi-
cant indicator of the success of medi cal management (2000, 72).25

 This his tori cal and psychic connection between homosexuality and intersex 
accounts for why resistance to the new nomenclature made sense on its face. it is, 
after all, the successful battle against the pathologization of homosexuality—its 
criti cal removal from the Diagnostic and Statistical Manual of Mental Disorders 
(DSM)—that has provided the foundation for the ongoing effort to secure social 
and po liti cal acceptance since the era of the “invert” (Bayer 1987). and certainly 
the intersex movement, from its inception in 1993, when Chase announced the 
formation of a support group for those with intersex conditions, has made use of 
the language and practices employed through out the history of gay liberation and 
queer activism.26 The very formation of the intersex Society of north america was 
a reclamation of the term “intersex.” its publication of the newsletter “Hermaph-
rodites with attitude” and the recording of the very first gathering of individuals 
with intersex conditions in the video Hermaphrodites Speak! (Chase 1996) evoke 
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the rallying call for gay men and lesbians to “come out of the closets and into the 
streets,” and bring to mind the contemporaneous activism of the 1990s practiced 
by groups like aCt UP and Queer nation.27

 it is not a mistake to see important differences in the ways that sex and gen-
der are enforced. ignoring the points where the experience and interests of those 
who are in some way “queer” diverge from those with DSD (a divergence that may 
occur as distinctive dimensions of experience even in a single body) risks obscur-
ing the unique needs of those with DSD. These are the kinds of needs that medi-
cine has ignored or marginalized to some degree in favor of a disproportionate, 
or in some cases even hysterical, concern with gender and genitalia. These in-
clude the “ordinary” kinds of health problems associated with diverse DSD, the 
sorts of challenges for which individuals with just about any other medi cal di-
agnosis would expect care as a matter of course.28 CaH is not the only condition 
like this; hypopituitarism, a condition in which the pituitary gland does not pro-
duce typi cal amounts of different hormones it normally produces, is another ex-
ample. Other conditions might require hormone replacement therapies as a result 
of the removal of gonads at risk for malignancy, or because gonads do not func-
tion at all (as is the case with some conditions), or their function is insufficient to 
prompt the pubertal changes that many individuals want.29

 Where homosexuality was, as historian Jonathan ned katz (1995) put it, “an 
invention” of the nineteenth century, and the homosexual was, in ian Hacking’s 
(1986) terms, “a made- up person,” disorders of sex development resist comparable 
characterization as productions of history.30 That is not to say that there should 
not be histories of hermaphroditism. Daaboul’s moving account of how an un-
derstanding of history dramatically changed his view of the standard of care and 
transformed the care he gave his patients is testimony enough of the value of such 
history. even as there are what might be described as cultural constructions of 
hermaphroditism, many DSD are conditions that benefit from, or positively re-
quire, medi cal intervention. in this respect the history of intersex management 
may be more aptly compared with the storied past of a disease such as tuberculo-
sis, as a medi cal condition whose “truth,” as Hacking has put it, was slowly trans-
formed by the late nineteenth- century discovery of the “brute fact . . . that [tuber-
culosis] is a disease transmitted by microbes.” This discovery—of an underlying 
cause of a condition that had previously been attributed to a different sort of in-
di vidual or societal “ill”—changed, but did not immediately displace, the earlier 
belief that “consumption was not only a sickness, but a moral failing, caused by 
defects of character” (Hacking 1986, 227). So while tuberculosis, unlike consump-
tion, was recognized at last to be a disease caused by real and external pathogens, 
it was nevertheless considered in the United States “a disease of only some, not all 
people, essentially the immigrant and the poor, not the middle or upper classes” 
(S. rothman 1994, 181).
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 The comparison between DSD and tuberculosis is a limited one: while some 
conditions (such as CaH and 5- alpha reductase deficiency, or arD) can be herita-
ble, DSD are not contagious.31 tuberculosis was associated with particular popu-
lations and activated government campaigns of pub lic health; DSD are gener-
ally considered in di vidual matters, and secrecy—intended to protect the privacy 
of individuals and families—is maintained.32 The comparison may nevertheless 
serve to underscore the importance of attending to the underlying physiological 
condition of a disease or disorder, even as we take account of the abundance of 
social meanings at work—a dimension that the comparison to homosexuality, as 
i have suggested, risks minimizing. invoking the his tori cal case of tuberculosis 
suggests that there is room both for robust criticism of the stigma attached to the 
bodies of those who contract the disease (or those understood to be “at risk”) and 
for appreciating the importance of treating the condition. if, at least for some pe-
riod, social stigma and medi cal “truth” coexisted in the case of tuberculosis, we 
may similarly regard treatment of DSD to be in a state of transition.
 The ongoing tension between treating intersex as a social problem (that has 
fallen to medicine to “cure”) versus a medi cal problem (in the ordinary sense) is 
most starkly evinced by the fact that cosmetic genital surgeries for infants and 
children remain a significant component of care, so they understandably continue 
to occupy a central position in the controversy over treating affected children. 
The section on “Surgical Management” in the Consensus Statement reflects the 
equivo cal position taken by medicine toward those with DSD. While surgery may 
be necessary to address specific problems caused by some conditions that carry a 
genuine risk of malignancy, such as “mixed” gonads, the statement’s discussion 
of surgery foregrounds instead cosmetic procedures aimed at “normalizing” the 
appearance of the genitals. That the statement does not explicitly advocate surgery 
is a tremendous advance, but the acknowledgment that cosmetic surgery “relieves 
parental distress and improves attachment between the child and parents” should 
give pause. While, as the Consensus Statement admits, “the systematic evidence 
for this belief is lacking” (Hughes et al. 2006, 557) (and there’s little sign that such 
evidence will be forthcoming), surgery is neither ruled out nor cautioned against. 
The statement raises questions about the real object of normalizing surgery, that 
is, for whose relief it is performed. Without substantial evidence or any apparent 
interest in an investigation that could produce such evidence, important aspects 
of the treatment rationale established in the United States at mid- century, while 
seemingly disavowed, were in fact reaffirmed.



 2 “in Their Best interests”
Parents’ Experience of Atypi cal Sex 
Anatomy in Children

For Ruby, in memoriam

in a study conducted by psychologist Suzanne kessler, college students were bro-
ken into two groups by gender. The women were asked to imagine that they had 
been born with “clitoromegaly,” a condition defined as having a clitoris larger than 
one centimeter at birth. in response to a question regarding whether they would 
have wanted their parents to sanction clitoral surgery if the condition were not 
life- threatening, an overwhelming 93 percent of the students reported that they 
would not have wanted their parents to agree to surgery. kessler reports, “Women 
predicted that having a large clitoris would not have had much of an impact on 
their peer relations and almost no impact on their relations with their parents . . . 
they were more likely to want surgery to reduce a large nose, large ears, or large 
breasts than surgery to reduce a large clitoris” (1998, 101).1 These findings, kessler 
reflects, are not surprising given that the respondents characterized genital sen-
sation and the capacity for orgasm as “very important to the average woman, and 
the size of the clitoris as being not even ‘somewhat important’” (101–102). Men 
in the study were faced with a different dilemma, the one facing parents of boys 
with “micropenis,” a penis smaller than the putative standard of 2.5 centimeters 
stretched length at birth. Their question was whether to stay as male with a small 
penis or to be reassigned as female. More than half rejected the prospect of gen-
der reassignment. But according to kessler, “That percentage increases to almost 
all men if the surgery was described as reducing pleasurable sensitivity or orgas-
mic capability. Contrary to beliefs about male sexuality, the college men in this 
study did not think that having a micropenis would have had a major impact on 
their sexual relations, peer or parental relations, or self- esteem” (103).
 in a separate study, kessler and her team asked a different group of students  
to imagine that their child was born with ambiguous genitalia. Students in this  
study indicated they would make what kessler describes as “more traditional 
choices” to consent to “corrective” or cosmetic surgery. Their rationales mirrored 
those of parents of children with atypi cal sex: students reported that they did not 
want their child to feel “different” and believed that early surgery would be less 
traumatizing than later surgery (103). Like parents over the last sixty years who 
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have been faced with these difficult decisions, students did not reflect on the so-
matic experience of the child and with it the possibility of lost sensation that so 
concerned the students in the first study.
 kessler’s paired studies confirm a kind of common sense that individuals, as 
individuals, are disinclined to compromise their erotic response for the sake of 
cosmetic enhancement. at the same time, parents, as parents, want what is best 
for their child, and the promise of a normal life fig ures prominently in that con-
ception. The juxtaposition of the two studies raises the obvious, if nonetheless vex-
ing, question: why would parents consent to procedures on behalf of their chil-
dren that they would refuse for themselves?
 The work of social theorist Pierre Bourdieu provides a powerful descriptive 
framework to account for what might be characterized as the ambivalence that 
marks parents’ experience and the heavy responsibility they must bear to con-
ceal that ambivalence from others and from themselves. as i learned from speak-
ing to parents of children born with atypi cal sex anatomies, this responsibility 
is continuous with the vulnerability that attends all parents’ efforts to do what 
is best for their children. all parents are, as parents, “vulnerable”: in ways large 
and small they must rely on others in order to do their work as parents. and yet 
this vulnerability can be masked by parents’ roles as protectors of their children 
 (kittay 1999; Lindemann 2006b). Though the parents with whom i spoke live thou-
sands of miles away from one another, and a thirty- year difference separated the 
births of their children, their experiences were remarkably similar. all talked of 
their isolation as they carried the burden of the secrets doctors encouraged them 
to keep from their children, their neighbors, and their extended families. Those 
with grown children recounted the anger and despair of sons and daughters who 
could not have satisfying sex lives and who held them responsible for the silence 
to which they were subject. The situation of being a parent of a child with atypi-
cal sex anatomy presents a conflict in the intention to ensure “the best interests” 
of the child. The experience of those with whom i spoke reveals how parents’ car-
ing identification with their children may be forsaken in the well- intentioned ef-
fort to tend to these best interests.

The imperative of normality
While obvious on its face, the question of why parents would consent to normal-
izing genital surgeries is one of the most difficult raised by the conventional man-
agement of infants with DSD. its difficulty lies, i think, in the fact that seeking 
answers demands that we investigate areas of understanding that are resistant to 
criti cal examination—areas we call common sense, or “what goes without say-
ing.” This is the realm that anthropologist and philosopher Pierre Bourdieu has 
called the “habitus.” it is not so easy to objectify a structure that natively resists 
such objectification, but understanding something of the mechanics of habitus 
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promises insight into parents’ experience. Bourdieu provides a number of ways 
of getting at how habitus works. it functions, he says, as “durable  .  .  . disposi-
tions,” or “principles which generate and organize practices and representations 
that can be objectively adapted to their outcomes without presupposing a con-
scious aiming at ends or an express mastery of the operations necessary in order 
to attain them.” it is at once a stable framework—a “structured structure”—and 
a dynamic “structuring structure” (1990 [1980], 53), ordering action and under-
standing in the seamless ways that we take for granted in ordinary life. Thus, as 
Bourdieu describes it, the understanding that is sustained by habitus is generally 
not a reflected understanding. Playing by “the rules” of habitus, in other words, 
does not entail an intention to follow the rules and does not require understanding 
or conscious recognition of the rules. For example, we take for granted the “fact” 
of sexual difference. That the world is comprised of men and women, boys and 
girls, orders our world and regulates practices in countless unreflected ways. That 
is not to say there isn’t disagreement where questions of sex and gender are con-
cerned. indeed, controversy concerning what it means to be a man or a woman, 
what social roles and po liti cal rights these entail, is a thriving concern. But for the 
most part, sexual difference as sexual difference is not in dispute. in fact, sexual 
difference could be said to be the primary “structure” that itself “structures” the 
social order in which we move and make sense of the world. as such, it is also a 
structure that can be understood to make sense of us, that is, to place us in the 
world in ways that render the positions we occupy, the roles we play—as girls and 
boys, daughters and sons, mothers and fathers—intelligible; sexual difference pro-
vides order for the world and for our place in it.
 Parents’ wishes to have “normal” children and their fears about the conse-
quences—for themselves and for their children—of living outside the norm are 
also products of this structuring structure. Of course, we might say, one wishes 
to have normal children; one could not wish for one’s children anything but the 
easy path that normality promises. The concept of habitus marks this realm of 
the taken for granted, establishing that which is not questioned, what we could 
describe in philosophical terms as a kind of implicit normative order—a norma-
tive order that nowhere spells out the rules, that nowhere commands obedience 
to rules, but works to regulate practices in conformity with the prevailing expec-
tations of a given society. if the medi cal management of children with atypi cal 
sex suggests that there are rules of normality that must be followed, these rules 
are not the rules of mere social convention, but something more along the lines 
of what might be described as a “cultural unconscious,” conventions that are not 
considered and weighed and then thoughtfully enacted by individuals, but, should 
be understood to be working through individuals.
 One might object that medi cal professionals—perhaps particularly John 
Money—have his tori cally prescribed rules concerning gender. However, it does 
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not appear that Money prescribed new rules of gender; rather, he formalized medi-
cal protocols that would be consistent with the rules of gender that were already in 
place. it was not Money who made the rule that there were “only two” sexes, only 
two ways to express or experience gender identity. However, to say that Money 
did not invent the rules of sex and gender is not to excuse him for the unethical 
practices and the deception he perpetrated on the scientific community and the 
pub lic at large; nor does it absolve the physicians who continue to be faithful to 
his protocol despite the revelations of the deceptions Money engineered and pro-
moted and the substantial harm that resulted. Bourdieu’s analy sis goes far, how-
ever, to suggest why Money’s theories were so eagerly taken up by the medi cal com-
munity and why doctors continue today—oft en without explicit  justification—to 
embrace the protocols established at Johns Hopkins.
 What kessler’s paired studies suggest is that even as social conventions—of 
gender and of “good parenting”—powerfully enforce a discernible “regularity” 
in individuals’ responses to given situations, these regularities, forceful as they 
are, can also be in conflict—an instance of competing habituses. Following Bour-
dieu, the conflict presented by the very appearance of ambiguous genitalia must 
be concealed lest it disrupt the taken- for- granted conceptions of normality that 
ground social practices. Parents of children with ambiguous genitalia, then, must 
not only bear the burden of the secret of their children’s difference but must also 
be responsible for masking the tension produced by the necessity of concealing 
this difference. They must do so not only for themselves and their children but 
also for the sake of the preservation of the prevailing habitus itself.

Some Parents’ Stories
From 1950 through the end of the century, parents make the briefest of appear-
ances in the clini cal literature on surgical correction of ambiguous genitalia in 
children.2 The leading roles go to doctors who recommend and perform  surgeries, 
and to the children themselves, who appear not so much as children but as dis-
crete body parts: a hypospadiac penis in a “before” picture displayed urinating 
from a new meatus in an “after” picture; a large clitoris that is then shown after 
recession or trimming; or even a whole child with eyes concealed by a black patch 
to preserve anonymity. neither sons nor daughters, but isolated organs or “sub-
jects,” such representations resist association with living children, complete with 
parents and communities. Despite the distorted images represented in the pic-
tures, despite the difficulty one might face in imagining lives in place of body 
parts, parents’ absence nevertheless becomes conspicuous when we consider the 
emphasis placed on parental response as a determining factor in the reported suc-
cess of corrective surgery (e.g., Money and erhardt 1982, 16). Thus, the silence sur-
rounding parents’ experience mirrors the silence parents are asked to maintain  
regarding their children’s conditions.
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 as i discussed in my introduction, when i tried to make contact with par-
ents of DSD- affected individuals in the spring of 2000, i encountered significant 
resistance and suspicion. Many parents thought that my interest was not actu-
ally in their stories or in their experience, but was instead a ploy to gain access 
to their children, of whose welfare they were so rightly protective. it was difficult 
for many parents, particularly parents of younger children, to understand why 
there would be any interest in their own stories. One reason may be owing to the 
unusual degree of isolation they experience, isolation that is consistent with the 
treatment protocol first advocated by John Money and accepted without signifi-
cant challenge for more than three decades. although parents of children with 
other congenital problems are urged to seek help, to join or form support groups, 
and to bring their children into contact with others like themselves, through the 
end of the twentieth century parents of children with ambiguous genitalia had not 
been given the opportunity to meet with other parents; nor was the possibility of 
consultation with mental health professionals with expertise in intersex or even 
gender development presented to them. at the same time that they were urged to 
keep the “truth” about their children to themselves, they were led to believe that 
the intersex condition has been corrected and that their children would grow up 
to be normal girls or boys. it may be easier to see why in this context parents found 
it difficult to understand themselves as subjects of interest in their own right.
 Personal contacts introduced me to many of the parents of older and adult 
children i interviewed between May 2000 and august 2001; i found others, par-
ticularly those with younger children, through what were then new internet bulle-
tin boards devoted to parents of children with medi cal conditions associated with 
atypi cal sex anatomies. Starting in 1993, when Cheryl Chase founded the intersex 
Society of america, adults with intersex began to speak publicly about the debili-
tating physical and emotional effects of cosmetic genital surgeries; the disturbing 
questions raised by their stories had begun to be taken up by parents who faced, 
or who had recently consented to, surgeries for their children. Parents posting to 
these boards did not speak with the same voice; some wrote with confidence and 
certainty that their children had been “fixed,” while others expressed anguish and 
confusion over their decisions. The parents who agreed to speak with me dem-
onstrated a similar diversity, with a majority of those with older children criti cal 
of decisions they had once embraced. The mother i call ruby was the first who 
agreed to speak with me, breaking a silence she had maintained for more than 
two decades. Both of ruby’s daughters, born a few years apart, had congenital ad-
renal hyperplasia. girls and boys with the “classic,” or “salt- losing,” type of CaH 
(such as ruby’s daughters) require regular doses of the steroid cortisol, which they 
cannot produce on their own, as well as prescribed amounts of a salt- retaining 
hormone. Without such treatment, children will experience crises like those that 
brought both of ruby’s daughters close to death shortly after their births. While 
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most DSD are not associated with medi cal conditions as severe as those suffered 
by ruby’s children, i begin with this story because it also highlights the distinc-
tive nature and consequences of the treatment of medi cal and the cosmetic issues 
associated with DSD. it is also telling because despite significant refinements in 
cosmetic surgical techniques, ruby’s story presages the experience of parents ten, 
twenty, and even thirty years later.

Ruby’s Story
Paige was born in 1961.3 Doctors thought she was a boy. Her clitoris was 

enlarged, her labia fused. She was given a male name. But she became sick al-
most immediately. She couldn’t breastfeed, she lost weight, and on new Year’s 
eve we took her to the er. The doctors thought she was going to die, but one 
doctor knew about pediatric endocrinology, and transferred her to the chil-
dren’s hospital in the city. They diagnosed her with CaH and explained that 
she was female. She had no testicles, but a uterus and ovaries.

at three months, she hemorrhaged; her urethra was connected to her va-
gina. She had surgery, and they performed a clitorectomy at the same time. She 
had another surgery when she was two.

The same thing happened with my sec ond daughter, Maggie. everyone 
thought, “This one’s the boy,” but i knew. i just knew it was a girl, but we gave 
her a boy’s name. When we brought her home she became very sick. So i in-
sisted that i be sent to the children’s hospital again. She was kept in the hospital 
for a long time, because the doctors thought that any talk about a son would 
upset my older daughter. at three months she had the clitorectomy. This was a 
female, and she needed to look like a female. They did leave tissue, but she had 
a series of infections and she had more surgeries—five by the time she was five 
years old. She has almost no clitoris left and massive scarring.

My daughters received medi cal care through out their child hood. Once a 
month, sometimes more, we drove a whole day to get to the hospital. Fifteen 
hours there and fifteen hours back, with two active children in the backseat. 
and at the hospital i would have to fight the doctors. They would conduct a 
study on the salt levels and make my children sick, and i had to yell at them to 
stop. The doctors almost gave up on Maggie, and i took over a lot of her care. 
i had to dilate her urethra, and it was so hard. i did cultures for the doctors, 
too. i grew the bacteria, and the doctors would tell me what antibiotics to give 
her. i was the one who had to coordinate her care, and i was determined that 
my daughter not die because her mom didn’t fight for her.

We were lucky to be part of these studies, though. as my daughters got 
older, they started to complain about the examinations. But somebody  before 
my first child was born allowed these doctors—many doctors—to examine 
their child, to fig ure out what all this was about. Maggie is angry with me as 
an adult. She felt that she was raped, medically raped. and she’s right. and i 
know how she feels. When you have a baby, you lose your right to modesty, 
and everyone is looking everywhere. But it was necessary, in my mind, just like 
when i gave birth. i told my daughters i wish we didn’t have to do this. How 
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would you feel having seventeen doctors look at you all at once? But it wasn’t 
just that i felt a responsibility. This was a teaching hospital, and their treat-
ment was being subsidized.
 no one wanted to talk about the gender issues, how my daughters wouldn’t 
play with their dolls. Both girls are gay. no one wanted to talk about that. Their 
father didn’t want to deal with the gender issues at all, and his family thought 
that we had turned two little boys into girls. We divorced in 1976.
 i had pastors who told me that they didn’t know how to pray for me. and 
i told them, “i know how you can pray for me. You imagine a god who is big-
ger than all of these problems and you ask Him to help me.”

 as infants and young children, humans are vulnerable. Others, most oft en 
parents, must provide what these dependent beings cannot provide for themselves. 
Children who are ill or medically fragile are not exceptions in this respect; their 
needs magnify the needs that are common to all children—the needs for preser-
vative love, fostering growth, and training for social acceptance (ruddick 1989, 
cited in kittay 1999, 33). as the needs of these children are magnified, so too are 
the corresponding demands upon parents with ill or medically fragile children. 
Those engaged in the practices of mothering will recognize the love that motivates 
ruby’s determination that her “daughter not die because her mom didn’t fight for 
her.” 4 ruby’s explanation to Paige and Maggie of the need to consent to invasive 
examinations reveals both an attempt to foster moral growth and to teach a dif-
ficult lesson in training for social acceptance. Other parents sacrificed their chil-
dren’s comfort so that doctors could help you, she tells them, and now we are ob-
liged to do the same. and in life there are times that you must “go along to get 
along.” Sometimes there’s no choice.
 Such lessons are ones with which ruby herself had to grapple in the day- to- 
day care of her children. Having experienced the withdrawal of the support of her 
family—first by her in- laws, who believed she had robbed them of a grandson two 
times over, and then by her husband, who failed in so many ways to stand by his 
wife—ruby found herself not only alone but also profoundly dependent upon the 
in di vidual physicians managing the medi cal studies that subsidized her children’s 
care. refusal to consent to experimental treatments or yet another examination 
of her children’s genitals would have put ruby and her family at considerable fi-
nancial, and thereby medical, risk. Caught in a bind of financial and medi cal exi-
gency, ruby could not really be understood to have had a choice in the matter. to 
refuse a medi cal intervention or examination would have effectively constituted 
a risk to her children’s lives. This was a risk she would assume only at those times 
when she clearly perceived that an intervention itself posed a worse threat. That a 
mother would be faced with such a dilemma starkly underscores the special vul-
nerability to which ruby was subject.
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 in Love’s Labor eva kittay calls attention to the situation of those she calls 
“dependency workers,” those who care for the “inevitably dependent.” Parents of 
young children are dependency workers, as are those whose professional lives are 
dedicated to the care of the elderly or those with profound disabilities. as kittay 
explains, dependency workers who care for the vulnerable are themselves vul-
nerable by virtue of a “sec ondary,” or “derivative[,] dependency” (1999, x, 42; also 
see Fineman 1995, 162). The sec ondary dependency of parents is not always ap-
parent in a culture in which parents’ sovereignty over themselves and their chil-
dren is presumed and valued. although ruby’s situation is not different from that 
of any parent in this respect, it might be understood as an extreme variant of the 
vulnerability all parents face. Her vulnerability was most apparent with respect 
to physicians treating her children, but as kittay’s analy sis makes clear, her vul-
nerability as mother to her daughters extended beyond the walls of the clinic.

The “gender issues”
What ruby calls the “gender issues” form a part of any parent’s child rearing. 
training for social acceptance may require a mother to direct her daughter to be-
have at times “more like a girl” or teach her son to behave “more like a boy.” in 
some cases a parent may come to believe that a social script dictating a particular 
gender behavior is not appropriate for her child. Parents with convictions con-
cerning the problematic nature of gender scripts may resist the imperative that 
encourages them to direct their children to behave according to norms linked 
with a particular gender. For the most part, however, mothers generally harbor 
no doubts or anxieties about the “true sex” of their children. absent such doubts 
or questions, a mother might shrug off a daughter’s aversion to dolls. She needn’t 
question whether her lack of interest is a sign that her daughter isn’t “really a girl” 
or wonder whether she “did the right thing in treating her as a girl.” anxiety that 
parents may feel if a daughter prefers trucks or a son prefers dolls may be con-
cerned not so much with their children’s sex assignment but with the possibility 
that their child might experience homosexual desire, or identify as transgender. 
The difference between the kind of gender panic manifested by parents afraid that 
their “otherwise normal” girl or boy might be gay or trans and that experienced 
by parents of children with atypi cal sex anatomy is the fact that there’s an appar-
ently tangible “bio logi cal abnormality” to which the diagnosis of intersex points.5

 as ruby tells it, in her family’s case questions about gender began with the 
criticism from her husband’s family after they discovered that the children first 
announced as boys were, in fact, girls. in ruby’s memory there was no question 
that the surgeries would occur. She and her husband were informed of the neces-
sity for genital surgery just as a parent would be informed that a child’s congeni-
tal heart defect would have to be corrected. The consent to corrective surgery was 



52    |    Making Sense of intersex

not a question, but a printed form that she and her husband signed, like all the 
others concerned with procedures or administration of drugs their children re-
quired.
 These issues came up again when the children were just about school age; 
ruby remembers the support group that had been formed after doctors finally 
permitted parents involved in the long- term study of children with CaH to do 
so. While parents spoke about the challenges involved in staving off adrenal crises 
and communicating their children’s medi cal needs to teachers and school nurses, 
the children played outdoors. Seeing their sons and daughters interact, parents 
began to take note of the fact that their girls and boys rarely split up along gender 
lines to play, and the parents of girls became interested in how similar their little 
“tomboys” were to the other girls in the group. emboldened by her observations 
of the other children and understanding, for the first time, that she was not alone, 
ruby started to raise questions. “Why,” ruby remembers insistently asking the 
doctors, “do my girls behave this way? and what can i do to help them be more 
like girls?” Most of the doctors at the hospital had no answers to her questions. 
One impatiently cut her short: “They’re girls. What’s the problem?” it is tempting 
to speculate that the repeated failures to respond meaningfully to  ruby’s ques-
tions might be symptomatic of doctors’ own anxiety over whether they had made 
the right decisions in the management of her daughters. ruby herself suspected 
that it was the questions parents were beginning to raise that prompted doctors 
to withdraw their authorization of the support group and to take measures to en-
sure that it no longer met.6

 ruby understood that her job as a mother was to help her girls grow up to get 
along in this world. Being a female and acting like a man wasn’t going to get them 
far. When Paige or Maggie had health problems associated with CaH, she insisted 
that her questions be answered; she could do something about these problems, 
whether that meant monitoring their cortisol levels or making sure they stayed 
hydrated. But when it came to the fact that her girls wouldn’t “act like girls,” she 
was on her own. it was here, where matters of gender were concerned, that sup-
port was conspicuously withheld by those charged with supporting her and where 
her own ability to provide support was undermined.
 it would be many years before ruby’s daughters would be able to articulate 
the effects of the surgeries, and thus many years before she could understand the 
meaning of the consent she had provided. ruby credits the close relationship she 
now enjoys with her older daughter, Paige, to hard work exploring these issues 
and to the help of a therapist ruby sought out after her divorce. ruby’s involve-
ment in Paige’s life has also meant that she could be a resource to her close friend, 
another woman with CaH, whose mother never spoke to her about her condi-
tion. For many years, however, things were rougher with ruby’s younger daugh-
ter, Maggie, whose anger affected her intimate relationships as well as her relation-
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ships with her mother and sister. ruby was—and remains—sympathetic to her 
daughter. She understands that Maggie’s physical and emotional pain are con-
stant reminders of the violation she experienced through out her childhood. But 
her daughter’s anger is difficult for ruby, too, for it is a constant reminder of her 
role in inflicting the injury that caused it.

Vulnerability and trust
as a parent, ruby made decisions on behalf of her young children. Such is the re-
sponsibility of those responsible for meeting the needs of one who cannot meet 
them for herself. kittay proposes the conception of a “transparent self” to describe 
the distinctive connection a dependency worker must try to maintain in order to 
make decisions for the dependent other in a responsible fashion. a transparent 
self is a “self through whom the needs of another are discerned, a self that, when 
it looks to gauge its own needs, sees first the needs of another” (1999, 51). While 
the achievement of a perfect transparency is not possible, kittay advances the con-
cept as a regulatory ideal to describe the attunement to the needs of another that 
is necessary to the successful performance of dependency work.7
 in thinking about the standard cases of mothering, attunement to the needs 
of a child appears to take two primary forms. in the first form a mother can at-
tend to the dependent child in ways that are sensitive to expressions of need that 
a child can express only imperfectly. For example, a mother can use attentive in-
terpretive skills to discern whether an infant is crying because she is wet, hun-
gry, or wants to be held. in the sec ond form she can use what could be termed the 
“everyday social knowledge” she has as an adult to anticipate the needs that a child 
cannot. Such needs would include toilet training or skills required in social inter-
action with peers and adults. in addition, however, there is an array of needs to 
which a child may be subject and which the mother herself will require extensive 
assistance in order to satisfy. While a mother might be able to discern a child’s 
discomfort in the common case of an earache, for example, she may not be able 
to discern the specific cause of the pain. Though the child may be able to express 
pain or discomfort, she cannot communicate what she needs to treat her medi cal 
condition; everyday social knowledge does not usually provide such professional/ 
technical information. Where the two primary forms of attunement are not fi-
nally effective in meeting the needs of her charge, as in the case of an earache or 
other medi cal problem, the mother must depend on doctors’ “expert knowledge” 
to both understand and respond to the needs of her child. Cases such as ruby’s 
are complicated by the fact that the expert knowledge she is offered as definitive 
of what her children need may not itself be attuned or sensitive to the genuine 
needs of her children.
 in the paradigm case of a dependency relationship as kittay sees it, three as-
pects define the labor of the dependency worker:
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it is the work of tending to others in their state of vulnerability—care. The la-
bor either sustains ties among intimates or itself creates intimacy and trust— 
connection. and affectional ties—concern—generally sustain the connection, 
even when the work involves an economic exchange. For the dependency worker, 
the well- being and thriving of the charge is the primary focus of the work. 
in short, the well- being of the charge is the responsibility of the dependency 
worker. (1999, 31; origi nal emphasis)

to all appearances ruby both understands and assumes her responsibilities in just 
the way kittay describes. There can be no question that ruby cares deeply about 
her daughters or that her concern for their well- being could be described as any-
thing less than fierce. in the paradigm case of a dependency relationship, con-
nection cannot but be understood as a necessary corollary of care and concern.
 Where ruby’s own experience fell short of her ability to discern her daughters’ 
needs, she learned what was necessary to identify them. More than thirty years 
later she remains an expert on her daughters’ CaH symptoms, identifying immi-
nent crises before her daughters themselves recognize them. and yet her connec-
tion to her daughters, particularly her younger daughter, Maggie, was strained for 
many years—the result, all agree, of the treatment of their atypi cal sex anatomies. 
it was not ruby who performed the surgery or conducted the exams, but it was 
ruby who—willing or not, witting or not—sanctioned these actions. The tragic 
paradox of ruby’s situation is precisely this: her caring and concerned attempts 
to fulfill her responsibility to her daughters’ well- being led her to consent to ac-
tions that resulted in harm to her daughters and to an erosion of her connection 
with them that required sustained work to rebuild. ruby’s situation exemplifies 
how the imperative of care, itself shaped by habitus, works through parents and 
can direct us to ask how harm can result from “good” care.
 if ruby fulfilled her responsibility to Paige and Maggie the best way she knew 
how, her “knowing how” was tainted by the flawed expert knowledge on which 
she had to depend. The possibility of effecting harm in an effort to do right by 
one’s charge is certainly a risk for any dependency worker. in this sense ruby’s 
situation exemplifies the sometimes perilous nature of dependency work gener-
ally. ruby’s marked dependence on, and vulnerability to, her children’s doctors 
magnifies an important relationship not immediately apparent in examinations 
of dependency relationships, namely, the relationship of the dependency worker 
to the third party kittay calls a “provider” (1999, 44). a provider is a person re-
sponsible for the supply or regulation of some significant external resources. a 
provider may be the head of a household, who supplies financial support neces-
sary to the maintenance of a child or other dependent. in ruby’s case the provider 
who fig ures most prominently in her life and that of her children is the hospital 
medi cal team managing her daughters’ care. even as a provider enables a depen-
dency worker to do her work by supplying necessary resources, a provider may 
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also limit the autonomy of that worker by exploiting her dependency to carry out 
some other agenda, an agenda the provider himself might not even be aware of. 
The relationship between a provider and a dependency worker, like that between 
a dependency worker and her charge, then, is characterized fundamentally by in-
equality (45). ruby’s daughters received lifesaving care as a result of the benefi-
cent intervention of their doctors. But at the same time, the doctors’ management 
of what ruby calls the “gender issues”—that is, their insistence on cosmetic geni-
tal surgeries and their failure to address issues related to the nonconforming be-
havior of her children—wreaked havoc in their lives.
 trust is crucial to the success of the relationship between a parent and child. 
The fraying of trust between ruby and her daughters is not due to any question-
able intentions on ruby’s part. rather, it is ruby’s own vulnerability to her chil-
dren’s doctors that renders fragile her relationship with her daughters. Paige and 
Maggie experienced pain, momentary and enduring, physical and emotional, as 
a result of decisions in which ruby participated. and yet, isolated by doctors and 
herself subject to forced collusion in the secrecy of her children’s treatment,  ruby’s 
own vulnerability was exploited and so exacerbated.
 Precisely because inequality characterizes the relationship between parent 
and child, trust is essential to the success of that relationship (kittay 1999, 35). if 
trust that an abuse of power will not occur is essential, the illegitimate exercise of 
power—domination—is anathema to the parent- child relationship (34). at sev-
eral points ruby’s story illustrates the illegitimate exercise of power. Domination 
manifests itself in the physical scars on her daughters’ bodies; it reveals itself in 
Maggie’s difficulty in forming intimate relationships; and it is evident in the emo-
tional rift that characterized ruby’s relationship with Maggie for so many years. 
at the same time, however, it is difficult to apply the term “domination” to a situa-
tion such as ruby’s. Domination, as most understand it, is associated with a will-
ful agent of power, and while the illegitimate exercise of power has left its mark, 
it is nonetheless difficult to locate the agent who left those marks. ruby, who went 
to such lengths to ensure her children’s well- being, is an unlikely agent of domi-
nation. as ruby tells it, the doctors, too, make for poor culprits: those recom-
mending and performing genital surgeries do not intend harm; on the contrary, 
it was their firm belief that genital surgeries were essential to the healthy psycho-
sexual development of a child born with atypi cal sex anatomy. Doctors who ask 
that patients make themselves available to colleagues and medi cal residents for re-
peated examination by medi cal personnel do not mean for patients to experience 
violation; rather, they understand themselves to be engaged in important educa-
tional work that advances medi cal progress. and yet the injury suffered by ruby’s 
daughters, by ruby herself, and by the many others who have spoken out against 
normalizing genital surgeries, points to the exercise of power absent “moral le-
gitimacy” (34).
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Mary’s Story
twenty- five years after ruby’s first child was born, a young mother named Mary 
brought her twelve- year- old daughter, Jessica, to the pediatrician. The day be-
fore, Jessica had just come out of the shower after a ballet lesson when Mary no-
ticed, out of the corner of her eye, a “growth” emerging from her daughter’s  labia. 
Mary had called the doctor, who agreed that Mary should bring Jessica in the fol-
lowing morning. Her daughter did not question why they would be going to the 
doctor. “Jessica was the type of child who never questioned me. She never spoke 
back. never. Because she wanted to make me—us, her parents—happy, and not 
displease us.”
 That same day, Jessica’s pediatrician sent her to a pediatric endocrinologist. 
a sonogram revealed that Jessica did not have a uterus, but undescended testes.

The pediatric endocrinologist asked to speak with me alone. Jessica was in a 
different room. The doctor and i then sat and she explained to me that Jessica 
had xY chromosomes and Jessica would not be able to bear children. She also 
explained to me that this was something i should never, ever bring up with 
Jessica. i should never talk about it with Jessica. We should just take care of it 
as quickly as possible so that Jessica could live a normal life. i agreed to this 
because it was what [the doctor] asked me to do. i was very young at the time. 
i was just in my late twenties.
 naturally i was shocked; i was stunned, i was saddened. i went home and 
told my husband, who had just come back from work. i told him all about it, 
what the pediatric endocrinologist said. i had never seen him cry before, but 
he just broke down and sobbed in my arms. That’s when it impacted me the 
most . . . There were a lot of tears, a lot of feeling bad for Jessica, knowing that 
she couldn’t have children naturally.

androgen insensitivity syndrome (aiS) is a condition in which a fetus with a 
normal (46,xY) male karyotype is unable to absorb androgens in utero. in its 
“complete” form, aiS would result in a child with typi cal feminine external gen-
italia and undescended testes. Jessica, Mary would learn, had “partial” aiS. Her 
body could absorb some androgens, and at puberty an enlargement of the clito-
ris could result. Mary was instructed to tell Jessica that “her ovaries hadn’t devel-
oped properly and they would have to come out.” Jessica was not told that her tes-
tes would be removed because doctors feared they would become cancerous. nor 
was she informed of the “clitoroplasty” that would be performed at the same time.8

 Just a month later, Jessica was in the recovery room of the children’s hospital. 
Mary remembers finding her daughter moaning in bed as she recovered from the 
anesthesia. She thought it was only from the pain, but Jessica has since told her 
that, having reached down, she realized that “a piece of her was gone.” in the week 
that Jessica spent in the hospital, she was told nothing directly about the proce-
dure she had undergone. Doctors did inform her, however, that she would have 
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to return to the hospital in a week to evaluate the effects of what they called “the 
plastic surgery.”
 Mary remembers that before the surgery, immediately after, and in the follow-
 up evaluation, “scores of male residents would come in to examine” her daugh-
ter. Mary had consented to the examinations because she knew that her daughter 
was being treated in a teaching hospital. it was not until years later, when Jessica 
had obtained her medi cal records and confronted her parents with what she had 
learned, that Mary would hear from her daughter’s mouth the terrible effects not 
only of the surgery and the deception but of the repeated examinations as well.
 Looking back, it seems obvious to Mary that her daughter, who regarded 
her enlarged clitoris as perfectly normal, would have experienced the surgery 
and the examinations as painful violations. But if at the time Mary entertained 
such thoughts, she put them out of her mind. She remembers asking whether she 
should seek counseling for Jessica and, in response, was told the story of another 
girl with aiS who, as a teenager, had stolen a look at her records when the doc-
tor was called out of the office. That girl, the doctors informed Mary, had had to 
be placed in a psychiatric institution as a result of learning “the truth.” The sur-
gery had taken care of the problem, Mary was told, and further discussion would 
only raise potentially damaging questions for Jessica. What was important was 
that Jessica look normal. if she looked normal, she would “be able to live her life 
as a normal girl.”

a Failure of identification
When Mary speaks of the importance of the “normal appearance” of her daugh-
ter’s genitals, it is difficult to discern whether her remarks reflect her own con-
cerns or those of the doctors. as kessler reported in her 1990 article, appearance, 
as opposed to sensation, was the governing criterion determining whether genital 
surgery (and in some cases a change in gender assignment) was indicated (1990, 
18–21).9 Perhaps it should not be surprising that parents of children with atypi-
cal sex anatomies follow the lead of doctors when it comes to making sense of a 
condition they have most likely encountered for the first time and that was—and 
may continue to be—presented in ways that exacerbate the disorientation that it 
has provoked. Mary’s response, as well as ruby’s, reflects the experiences of many 
other parents.10 But in focusing on genital appearance rather than the experience 
of the child, a parent puts both her child and her relationship to her child at risk.
 Mary’s story underscores one of the recurrent themes implicit in ruby’s nar-
rative, namely, what might be described as a failure of identification with her child. 
Parents, particularly mothers, are widely taken to have a kind of privileged knowl-
edge of their children. Psychologists and other specialists in child development 
speak of the special attentiveness or attunement that a mother must cultivate in 
order to meet the needs that an infant and young child can express only imper-
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fectly. Cultivation of this special connection is necessary in the child’s develop-
ment, and as a normal part of development it is also expected to diminish as the 
child grows and is capable of increasing self- sufficiency.11 in the case of children 
with genital ambiguity, it appears that a parent may be forced to forsake this at-
tunement to a child’s needs or desires and put aside what her own common sense 
would tell her about her own desires and her own bodily experience in exchange 
for the promise of a child who will “look normal.”12

 it may be discomfiting for parents—or even, in the case of the students queried 
in kessler’s study, those simply imagining themselves in the position of parents—
to focus on the feeling in a child’s genitals; many parents may understandably re-
sist what might be regarded as a kind of sexualization of their child. However, the 
case of children with atypi cal sex anatomy demands that parents take account of 
just those feelings in order to make an informed decision and fulfill their obliga-
tions as parents. to do that, parents require the assistance of the experts on whom 
they must rely when their own knowledge proves insufficient. it would have been 
interesting if the researchers in kessler’s team had asked the students partici-
pating in the first study—the study asking whether they would have wanted their 
own parents to have consented to surgery—what they would have done if faced 
with the decision of whether to consent to surgery for their children. if such ques-
tions had been included, it is possible that students in the first group would have 
been more disposed to identify with the children and to be more cautious about 
making cosmetic surgical decisions than those in the group asked only what they 
would do if they had a child born with atypi cal sex anatomy.
 The juxtaposition of kessler’s studies suggests a conflict between the needs of 
an in di vidual child and the norms and expectations that govern society. a par-
ent’s obligation to her child is complicated by the fact that socialization is also 
constitutive of her child’s needs. But socialization, or the necessity to adjust one’s 
behavior or person to the culture to which one belongs, is not generally taken to 
be a parent’s primary obligation. as kittay writes, “a mother, acting in a manner 
compatible with the norms of maternal practice, does not force her child to sac-
rifice the child’s own well- being for another’s benefit. Such coercion is not com-
mensurate with a maternal practice that remains true to the well- being of the 
child” (1999, 71). When parents are presented with medi cal situations for which 
they can provide no context—and so are unable to make judgments concerning 
what is right for their children—they must rely on doctors to provide direction 
and advice. in place of the parent who has shared such a close relationship to her 
child, the parent becomes an agent of her daughter’s violation. But parents who 
act as agents of violation are at the same time objects of domination. Their rela-
tionship with their child is compromised, and the parent, as a parent, is compro-
mised by virtue of her inability to identify with her child.
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normality by Other Means: Sarah’s Story
From my first interview with ruby to one of the last i conducted in 2001—with 
the mother of four- month- old identical twin girls who were still recovering from 
surgery— there was a notable consistency in the experience they shared. all of 
their children had undergone surgery, and all, in clud ing those who had recently 
consented to surgery and believed they had done the right thing, expressed some 
degree of ambivalence.13 among the parents i interviewed, however, there was one 
story that was exceptional. Sarah’s is a story that begins in the early 1990s, after 
an uneventful pregnancy, a natural childbirth, and a child pronounced a “girl.” 
But, Sarah recounts,

it was funny because i had an immediate intuition that told me they had got-
ten it wrong as they announced, “it’s a girl.” and i remember after he was 
born that there was a little bit of hesitancy with the nurses as they weighed 
and checked him. That morning [my son] returned from the nursery . . . and 
i could see from the pediatrician’s face that something was wrong. But i kept 
thinking, i was prepared for everything! i had a birth plan with everything 
that i wanted to happen, accounting for every possibility . . . but this. Because 
i’d never heard of this.
 gender is supposed to be a given. You have either a boy or a girl. But they 
said, “We have a problem: We’re not sure your baby is a girl.”
 “What do you mean? How can you not tell if a baby is a boy or girl? What’s 
the problem?”
 “Well,” the doctor said, he “couldn’t find a vaginal opening.” and i im-
mediately began to think about all these terrible talk shows, because that’s the 
thing you have a reference to . . . They said, “We have to do more tests.”

 The prospect of a newborn fit for the likes of daytime talk shows was a chill-
ing one. The small hospital in which delivery had taken place was ill- equipped 
to deal with anomalies such as atypi cal sex, but having had a case several years 
earlier the doctors knew to summon experts and to maintain the privacy of the 
mother and child, “to protect us from other parents, who might be inquisitive 
about what was happening in the nursery.” The secrecy and heavy mood of the 
hospital staff, together with Sarah’s ignorance in the face of an unexpected—even 
unfathomable— event, cast a pall over the birth of her child. Her outlook quickly 
improved, Sarah remembers, with the thoughtful intervention of a labor nurse 
who “knew someone who knew someone with a daughter with CaH.” it was that 
mother who came to the hospital the very next day and helped ease the anxiety 
and worry that a first- time, single mother faced at the frightening news of a child 
born with genital ambiguity. another important source of support came from 
her own mother, a retired La Leche League leader who had helped raised Sarah to 
understand that although her child’s doctors possessed an unmistakable exper-
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tise, history shows us that there were a number of things they had gotten wrong, 
particularly where a paternalistic approach to medi cal care of infants was con-
cerned.14 Sarah’s own attendance of La Leche League meetings during pregnancy 
had equipped her for the birth and early raising of her child in a way that, she 
now reflects, gave her the resources to advocate for and raise questions about the 
care of her child.
 Sarah hadn’t wanted to name her child until she saw the baby. She had pre-
pared on a single sheet of paper a list of possible girls’ names on one side and a 
list of possible boys’ names on the other. On both sides of the sheet appeared the 
name “robin,” which was, as Sarah saw it, the obvious choice for her new son.
 Seeing that robin was thriving, and tremendously relieved after having spo-
ken with the mother raising a daughter with CaH, Sarah was able to dispel the 
frightening images that accompanied the announcement that her child might not 
be a girl. When they shopped for diapers that week, she and her mother wondered 
together whether it would make sense to buy those marked “boys” or whether 
the “girls” diapers were more practical, laughing when they caught the confused 
stare of an eavesdropping shopper.15 Sarah and her mother went to the doctor for 
a first consultation with light hearts. They were singing, finally celebrating the 
arrival of the baby. They had brought a recording of a favorite song by the chil-
dren’s folksinger and educational psychologist Peter alsop titled “it’s Only a Wee 
Wee” (1997) and played it for the doctors and nurses during the visit, wanting to 
communicate that what had been presented (and initially received) as devastating 
news might not warrant such gravity. although the song is intended to make light 
of gender difference, Sarah reheard the song in more literal terms after robin’s  
birth:

as soon as you’re born, grownups check where you pee
and then they decide just how you’re s’posed to be
girls pink and quiet, boys noisy and blue
seems like a dumb way to choose what you’ll do
[chorus]
Well it’s only a wee wee, so what’s the big deal?
it’s only a wee wee, so what’s all the fuss?
it’s only a wee wee and everyone’s got one
There’s better things to discuss!
now girls must use makeup, girl’s names and girl’s clothes
and boys must use sneakers, but not pantyhose
The grownups will teach you the rules to their dance
and if you get confused, they’ll say “Look in your pants”
 . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .
now grownups watch closely each move that we make
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Boys must not cry, and girls must make cake
it’s all very formal and i think it smells
Let’s all be abnormal and act like ourselves

 For all her open- mindedness concerning gender roles, however, Sarah also 
understood that her initial distress on hearing the news of robin’s difference was 
not aberrant: this was how the world would see her child and, she believed, there 
was little hope for change. after a series of tests to determine whether robin’s 
body would respond to testosterone, she agreed, on her doctors’ strong recom-
mendation, to an initial series of surgeries, in clud ing primary hypo spadias re-
pair, cosmetic surgery of his scrotum, and relocation of his testes, which had not 
descended in utero.16

at the time it seemed like the right thing to do, but i should have done more 
research then; by now i’ve talked to people who’ve had hypospadias repair, 
and they’ve gone through hell. it’s all about peeing standing up, but the body 
has ways of undoing these surgeries. He’s developed a leak . . . if i knew then 
what i know now . . . 

Sarah’s understanding underwent a transformation after the birth of robin. She 
sought out adults with conditions like her son’s and has heard the tragic stories 
of men and women who have undergone any number of surgeries (see, e.g., De-
vore 1999). When first presented with “the problem” of her son’s difference, Sarah 
could imagine only the alternatives proposed by the doctors. From the adults 
with intersex conditions with whom she became acquainted she learned that the 
poor surgical outcomes were only a small part of the pain they experienced. They 
were robbed, she believes, of the signature experiences—the “normal kid stuff”—
that she regards as crucial in a child’s life: they didn’t take baths with other kids, 
didn’t run around naked in sprinklers in hot summers. Children with conditions 
like robin’s oft en made repeated visits to the hospital, spending school breaks at 
home recovering from surgeries rather than going to summer camp. While at first 
daunted by the prospect of preparing her child for a world hostile to his physical 
difference, Sarah came to believe that she didn’t have to take on the world to care 
for her child, that is, to make him feel safe and to feel normal. rather than fo-
cusing her energies on promoting a sense of normalcy through concealing  robin’s 
difference and making it a secret, Sarah aimed through his childhood to facilitate 
the life experience that would normalize this difference:

i developed friendships where [people] were supportive and knew about robin, 
and then he did have kids to run around naked in sprinklers with, and he did 
have kids to take baths with, and he did all that normal stuff . . . kids knew he 
was different, but that was okay, and he learned that everyone, really, looks dif-
ferent from everyone else no matter what mold they come from.
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 if Sarah’s story is remarkable, it is not because her commitment to her 
child’s well- being rivals that of other parents. But even as it stands apart from 
 others’  experiences—flying in the face of prevailing management of atypi cal sex 
 anatomies— it is an approach to raising a child that exemplifies the same prin-
ciples of common sense that informed the acceptance of the recommendations 
made to other parents. This fact may explain the intensity of the anger that adults 
who have undergone surgery demonstrate: the betrayal they experience is a mea-
sure of the distance they feel from their parents.
 Perhaps the hardest lesson the experience of parents with atypi cal genitalia 
teaches is that there can be a conflict between caring for your child, in the sense 
of being attuned to a child’s needs, and wanting “what’s best” for your child. The 
conventional wisdom of what’s best tells parents that their child should be spared 
the “mark of difference.” While normalizing genital surgery promises the erasure 
of that mark, parents and their children are faced with a lifetime of concealment 
of that difference and with the shame and guilt that that concealment entails.

For Whose Sake?
neither the doctors nor the parents with children with atypi cal sex anatomies 
can take for granted the fact of sexual difference, and yet they can, and generally 
do, continue to abide by its rules. The parents with whom i spoke shared an in-
terest in maintaining the secret of intersex because others’ ignorance or cruelty 
could harm their children. But did they do so for the children’s sake? The silence 
that parents have maintained to protect their children protects parents, too, from 
a kind of guilt by association. as one parent of a girl with mixed sex chromo-
somes remembers asking before her birth, “What sort of people would give birth 
to a hermaphrodite?” While such a message cannot be attributed to doctors, their 
counseling of the parents with whom i spoke nevertheless suggests that their view 
could be characterized in similar terms: “what sort of parents would subject their 
child to life as a hermaphrodite?” The challenge for ruby, Mary, and Sarah—the 
job of any parent—is not only to protect one’s child but also to accommodate her 
to the world in which she lives. if, in the case of children with atypi cal sex anato-
mies, cosmetic genital surgery is presented to parents as a necessary adjustment, 
it is only too easy to understand why parents would consent to its performance.
 although parents are expected to be “attuned” to their children, such identi-
fication is discouraged in parents of children with atypi cal sex anatomies. Parents 
are not given the chance to imagine their children’s lives in any way except as in 
need of immediate correction. Despite the fact that doctors know, for instance, 
that later surgeries are oft en less dangerous and more likely to produce desirable 
results—both with respect to appearance and the preservation of  sensation—they 
nevertheless promote early surgery. They claim that children will experience less 
trauma if they are spared memories of removal of gonads or the excision of phal-



“in Their Best interests”    |    63

lic tissue. For decades, doctors understated the eventual necessity of painful vagi-
nal dilation in the case of the (majority of) children assigned female. The likely 
prospect of additional surgeries or other traumatic procedures in subsequent years 
has also gone unmentioned, as has the option of delaying surgery until the child 
is older. if, as the experiences of the parents i interviewed suggest, decisions were 
not made for parents, they could be understood to have been made through them: 
parents are not simple instruments of doctors’ agendas. at the same time, how-
ever, their decisions cannot be regarded as products of an uncompromised agency. 
Similarly, doctors’ failure to present a complete picture to parents may be seen not 
as a conscious and deliberate effort to mislead parents for the sake of maintain-
ing a clear division between male and female, but as a function of habitus, which 
works, as Bourdieu understands it, to reproduce itself.
 The very fact of atypi cal sex anatomy—that is, the material evidence that sex 
is not an either/or proposition, but rather exists on a continuum—poses a threat 
to the current construction of habitus—a threat that is managed by the preven-
tion of the very possibility of posing questions about it.

The habitus is a principle of the selective perception of indices tending to con-
firm and reinforce it rather than transform it, a matrix generating responses 
adapted in advance to all objective conditions identical to or homologous with 
the (past) conditions of its production; it adjusts itself to a probable future which 
it anticipates and helps to bring about because it reads it directly in the present 
of the presumed world, the only one it can ever know. (Bourdieu 1990 [1980], 64)

The dispositions that motivate the practices associated with normalizing genital 
surgery must be very narrowly concerned with the reinforcement of “the pres-
ent of the presumed world.” Consider doctors’ resistance to reconsidering stan-
dard practices despite the publication of criti cal narratives by adults with inter-
sex through the late 1990s, stories that resonated alarmingly with the “true story” 
of John/Joan.17 Consider the insistence with which doctors promote surgical in-
terventions similar to practices known in developing countries as “female cir-
cumcision,” prohibited by U.S. federal legislation in 1996.18 When the ameri can 
academy of Pediatrics declared the birth of a child with ambiguous genitalia a 
“social emergency” (2000, 138) without explaining the nature of this emergency, 
it was perhaps because there was little question of the threat that the revelation 
of intersex posed to the existing social order.
 The clouding of the transparent self in the case of parents of children with 
atypi cal sex is a function of habitus. at the same time, kittay’s analy sis indicates 
the presence of an imperative—itself the product of habitus—acting on the de-
pendency worker to develop a transparent self that is capable of being attuned to 
what one’s charge may experience and to act on behalf of that charge in a way that 
respects and aims to ensure the future agency of the child. While, as kittay ac-
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knowledges, many forms of dependency can be taken to be natural or inevitable, 
the ways that dependency may be regarded and understood, and the ways that 
dependency work may be conceived, are neither natural nor inevitable. The nor-
mative force of the conception of the transparent self demonstrates the extent to 
which the very concept is embedded in habitus. But here the habitus functions at 
the same time to cloud the transparent self. in the abstract ethical terms of care 
we return finally to the apparently irreconcilable tension reflected in the ques-
tions raised by kessler’s research.
 kessler’s paired studies point to a contradiction between what individuals 
would wish for themselves and what they would feel was “right” for their chil-
dren. in the space of this contradiction, we may, or perhaps we must, ask: What 
if parents identified with their children as Sarah has done? What if parents opted 
to understand the decision to perform cosmetic genital surgery as the child’s, that 
is, to forgo immediate corrective surgery until the child was capable of making 
the choice him or herself? Understanding the current management of intersex 
as a function of habitus suggests the radical potential of a dependency critique. 
if parents of children with atypi cal sex anatomies were to work to identify with 
their children, if doctors were to use their considerable authority to promote ac-
ceptance of genital variation instead of erasure, the prevailing habitus would shift. 
not only would such a positive identification lead to improved relationships be-
tween parents and children, but it would also work against the conservative prin-
ciples of habitus to effect social change.



 3 tilting the ethical Lens
Shame, Disgust, and the Body in Question

Whom do you call bad? —One who always wants to put to shame.
What do you consider most humane? —to spare someone shame.
What is the seal of liberation? —no longer being ashamed in front of oneself.

—Friedrich nietzsche, The Gay Science 

Over the last fifty years, people with atypi cal sex anatomies have been ob-
jects of intense medi cal scrutiny. The term “intersex” encompasses a wide variety 
of conditions, the common feature of which involves some expression of sexual 
ambiguity: an intersex body’s appearance doesn’t match its karyotype or its sex 
of assignment; external genitalia or gonads are not distinctively male or female; 
or sex chromosomes are atypi cal in some fashion—there’s an “extra” or missing 
x or Y, or even, though more rarely, a mosaic of chromosomes that includes a 
whole variety of combinations.1
 The treatment protocols for infants and children with intersex conditions 
—which have frequently involved cosmetic genital surgery and sometimes sex 
 reassignment—were origi nally formalized by psychologist John Money in the 
1950s. For Money and his collaborators, “the problem” of intersex was the in-
congruence between the “bio logi cal sex” (which could be a confusing matter in 
cases of hermaphroditism) and what they called “gender role,” the combination 
of one’s social presentation and in di vidual identity as masculine or feminine. Sur-
gical intervention and hormone therapy, they argued, could facilitate this con-
gruence. in their view, early intervention was necessary to ensure the consistent 
socialization— particularly with regard to parents’ certainty about their child’s 
sex of assignment— that would avert the “psychological disturbance” for which 
children would otherwise purportedly be at risk (Money 1955; quoted in kar-
kazis 2008, 55).
 Perhaps even better known than the details of these pioneering protocols and 
the theories that ground them was the revelation in the mid- 1990s that Money’s 
career- making case of John/Joan was not the touted breakthrough featured in Time 
and in college classrooms, but a wrenching and wretched failure. in chapter 1 i re-
counted the story of the boy who suffered a circumcision accident and was then 
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raised a girl, the story that stood for years as the evidence supporting  Money’s 
theory of the malleability of gender development and the soundness of what al-
most immediately became the standard of care in the treatment of children with 
atypi cal sex anatomies. rather than being the successfully reared girl reported in 
national news, “Joan” rejected the role assigned him and lived most of his tragi-
cally short life as a man. But the story of the creation and acceptance of the treat-
ment protocols gets stranger and more confounding still: Money’s own research, 
presented in his doctoral dissertation—a study that involved a remarkable sample 
of 248 cases of individuals with intersex, did not support the direction his work 
took immediately after its completion.2 His investigation of “the relationship of 
psychosexual conflict to the processes of psychopathology” in children with in-
tersex conditions yielded what Money described as “disconcerting” conclusions: 
“One would not have been surprised had the paradox of hermaphroditism been 
a fertile source of psychosis and neurosis. The evidence, however, shows that the 
incidence of the so- called functional psychoses in the most ambisexual of the 
hermaphrodites—those who could not help but be aware that they were sexually 
equivocal—was extraordinarily low” (1952, 6). if individuals with intersex condi-
tions do not, as Money himself reports, “break down under the strain” produced 
by their “manifest sexual problems,” but instead “make an adequate adjustment 
to the demands of life” (10), we must ask what could have motivated his later rec-
ommendations to perform what are widely recognized to be disfiguring surgeries. 
and why would physicians have been so quick to adopt these standards (karkazis 
2008, 60) in the face of what would seem to be the likely concern that such sur-
geries would be damaging both physically and emotionally? as i also noted in 
chapter 1, Sandra eder presents a compelling his tori cal answer to the first ques-
tion, namely, that Money’s role at Johns Hopkins entailed not innovation of a new 
model so much as a formalization of the optimal gender approach developed by 
Lawson Wilkins. But understanding more about the influence that Wilkins, and 
then Money, maintained in the field does not go so far to answer the sec ond ques-
tion, regarding the eagerness of physicians to adopt these standards.
 Cheryl Chase has argued that “the problem” of intersex is one of “stigma and 
trauma, not gender” (2003, 240). The trauma to which Chase refers is constituted 
in large part by the shame that appears so consistently to characterize the experi-
ence of children diagnosed with intersex, the wide variety of conditions now clini-
cally termed “disorders of sex development.” references to shame abound in the 
criti cal and narrative literature concerning intersex. and yet shame has not been 
a sustained focus of analy sis in this work. This gap may be due to the fact that not 
only is it painful to think about shame, but it is also the case that reflecting on 
shame in this context requires that we consider the disgust that provokes it. The 
aim of this chapter is to ask what it would mean if disgust turns out to have had 
a dominant influence on the medi cal management of DSD. What would be the 
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function of disgust, and what would be the consequences—material and moral—
with respect to the shame it provokes?
 Conventional ethical approaches may not provide quite the right tools to con-
sider this affective dimension of the medi cal management of DSD, but Friedrich 
nietzsche’s On the Genealogy of Morality provides a framework that allows us a 
profound appreciation of its moral significance. Understanding doctors’ disgust—
and the disgust they promote in parents of those born with atypi cal anatomies—
as a contemporary expression of what nietzsche called “ressentiment” would di-
rect us to focus not on the bodies of those born with intersex conditions, which 
have been the privileged objects of attention both in medi cal practice and in criti-
cisms of it, but rather on the bodies of those whose responses constitute the ini-
tial force for normalizing practices.3

 Though for Money “the problem” of intersex is gender and genitalia and for 
Cheryl Chase it is shame and stigma, both locate the problem in intersexed bodies. 
For both, the treatment of intersex is finally a matter of normalization. Money pre-
sents “normalization” as a positive, healthy intervention, a repairing of a malfunc-
tion, whether in nature (as in the case of chromosomal abnormalities) or wrought 
by human error (in the case of a hideously botched circumcision or administra-
tion of progestin in pregnant women). For Chase, normalization takes on a Fou-
caultian cast and marks the making of monstrosity (Foucault 2003 [1999], 71): the 
treatment of atypi cal sex anatomies makes of those with these anatomies horrible 
problems that medicine seeks to “fix,” both in the sense of defining a new (and 
fixed) kind of pathological type and in the imperative to “repair” the abnormal 
anatomies marking this type. What george annas described as a “‘monster’ ap-
proach” to ethics (1987, 28), developed with respect to emergency separation sur-
geries for conjoined twins, inspired an early argument against normalizing sur-
geries by alice Dreger. Following annas, Dreger (1998a) refers to the reasoning 
shaping normalizing approaches as “monster ethics,” which can be summed up 
in this way: you (conjoined twins, or babies with atypi cal sex anatomies) are mon-
sters, and we’re going to make you human; after we make you human, the rules of 
human ethics will apply.4 Seeing this moment of the production of monstrosity 
as an ethical problem calls us to consider more carefully nietzsche’s contribution 
to moral reasoning. Following nietzsche’s lead entails a redirection of the ethical 
gaze that casts “the problem” of intersex as a problem of ressentiment. Certainly 
i do not mean to suggest any equivalence in the positions of Money and Chase; 
rather, my aim is to locate the problem not in the bodies of those with atypi cal 
sex anatomies but in the ressentiment of “everyone else.”5 This is not to deny that 
inter sex is also a problem of gender, as Money would have it, or a problem of stigma 
and shame. But casting the problem in nietzschean terms, turning our attention 
to the agents of moral reasoning and not the objects, changes the way we under-
stand these other problems and yields different responses to them. a nietzschean 



68    |    Making Sense of intersex

approach provides clarity about the ethical questions we must recognize here, and 
also illuminates the metaethical construction of the questions that we pose.
 i identify doctors’ disgust—and with it, the corrective surgeries they recom-
mend and perform—as contemporary expressions of the ressentiment nietzsche 
sees as the source of our moral intuitions. Through understanding disgust in 
 nietzschean terms, we may better appreciate the shame that so oft en character-
izes the experience of those who have been subject to the standard of care in the 
management of intersex. The inculcation of shame could be understood as a tool 
employed by what nietzsche calls “slave morality.” a thoroughgoing application 
of nietzsche’s concept of ressentiment also requires that we reckon with what at 
first might seem to be an unlikely dimension of the response that results in nor-
malizing practices enacted upon the bodies of infants and young children: envy.

interlude: With the Best of intentions
Over the course of the year i interviewed parents of children with atypi cal genita-
lia, i was fortunate to have the opportunity to speak with some among the small 
group of physicians who had once recommended and performed cosmetic geni-
tal surgeries but later had changes of heart. rather than continue this work, they 
had become allies in the emerging movement of resistance to these surgeries.
 There was one physician i was especially interested in meeting, as his revela-
tion of the moral wrong he had been committing was brought about by a sabbatical 
study in bioethics. By his own account, it was studying philosophy, particularly 
the work of the canonical thinkers in ethics whose work forms the foundation for 
contemporary bioethical guidelines, that made him ask, for the first time, whether 
the prevailing standard of care for those with atypi cal sex anatomies was in fact 
a violation of ethical principles.
 For those of us who are repeatedly confronted by skepticism about the value 
of our discipline, the experience of this physician offers an extraordinary narra-
tive with which to respond to questions concerning the “use” of philosophy that, 
as John McCumber reminds us, dates back to the origins of the discipline (2001, 
29–30). reading philosophy was not only personally transformative for this doc-
tor, but it made a material difference in people’s lives. Who knows how many in-
fants and young children were spared unnecessary genital “correction” and with it 
the shame and isolation that have been so frequently experienced by entire fami-
lies with children born with intersex conditions? Other physicians might be in-
spired by his example, and the effects of this doctor’s encounter with philosophy 
would reverberate far beyond his own person and those of the patients he directly 
serves.
 So perhaps it is understandable that i put out of my mind the exchange that 
almost immediately followed the tape- recorded portion of our interview. Before 
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leaving him to resume his busy schedule, i was probably thanking this physician 
for his time, telling him again how admirable and important i found his story; 
in fact, it’s likely that i was making a point much like the one i just made about 
the effects of his new understanding. But if the details so far in the conversation 
remain fuzzy, i do recall clearly what happened next. We had walked to another 
part of his office, and he stopped at a desk we were passing. “Just a minute,” he 
said as he opened a file on the computer. a close- up digital photograph of an en-
larged clitoris appeared on the monitor. gesturing toward the image, he said, “But 
then you have cases like that. What are you gonna do with that? i mean, you can’t 
leave it like that.”
 i only recalled this unsettling conclusion of my meeting when i heard a pre-
sentation by anthropologist katrina karkazis, who had been conducting inter-
views around the same time as i. She reports that an interview with a different 
doctor, “a very well- regarded surgeon,” elicited the following response:

Have you seen a baby with CaH? it’s grotesque! You’re the mother of a new-
born with clitoromegaly [enlarged clitoris] and fused labia. are you going to 
change the diaper every time? are you going to hire somebody? Who’s going 
be the caretaker? are you going to let any neighbor change that child? abso-
lutely, positively not. You are tied to that child every minute of every day of ev-
ery week of every month! You’re not going to go on vacation. (“Dr. k” quoted 
in karkazis 2005; 2008, 146)6

Hearing the frank expression of disgust by the surgeon here challenged me not 
only to remember the surprising exchange following my own interview with the 
physician i had understood to have renounced cosmetic genital surgeries for chil-
dren; it also forced me to question what to me had seemed unthinkable to ques-
tion, namely, the “good intentions” of doctors recommending and performing 
cosmetic genital surgeries.
 Throughout the criti cal literature on the medi cal management of intersex, 
many researchers—myself included—have made a point of remarking on the good 
intentions of physicians recommending and performing corrective genital sur-
geries, the aim of which has been cast as an effort to “improve psychosocial func-
tioning” (Parens 2006, xiv; Preves 2003, 62–63).7 The basis for this understanding 
of “psychosocial functioning” has changed over the last decade or so. Though it 
was first explicitly based on Money’s theories, particularly his claim that the de-
velopment of a healthy gender identity depended on the congruence between the 
gender of (social) assignment and the appearance of the genitalia (see, e.g., Money 
and erhardt 1982, 16), the current conception appears to be more loosely based on 
a tacit recognition of the imperative to “look normal” and the rewards that nor-
mality promises. Challenges to the standard of care have focused on the high price 
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of these good intentions and the unfulfilled promise of normality. Many adults, 
in clud ing parents of children who have had normalizing surgeries, have spoken 
out about the grave harms that have resulted from well- intentioned interventions; 
some long- term studies have now documented, if only partially, the physical and 
psychosocial damage that has resulted from them.8 By contrast, there remains 
little evidence of the vaunted success of “corrective” (or what some even call “re-
constructive”) genital surgeries. Physicians’ frequent displays of photos of post-
surgical genitalia reveal little of the psychosexual satisfaction of those who have 
undergone these procedures.9 erik Parens reports that in preparing for a Hastings 
Center project on “Surgically Shaping Children,” which considered the medi cal 
treatment of intersex, “i asked surgeons who try to normalize the appearance of 
children with atypi cal genitalia to put me in touch with persons who were glad 
to have had the surgeries. i was told that such people had moved on with their 
lives and had no desire to draw attention to an anatomical difference that no 
longer existed” (2006, xvi). But if it is understandable that individuals who have 
had this surgery have no interest in sharing their experience, surely physicians 
who are morally obligated to provide informed consent (which requires, among 
other things, a report of long- term outcomes of treatment) would be eager to se-
cure such information.
 Critics of normalizing corrective surgery have mounted a campaign of re-
sistance from two directions. First, they claim that the standard management of 
inter sex is a violation of well- established bioethical principles, most saliently those 
concerning the requirement of providing informed consent, the avoidance of pa-
ternalism, and the requirement of truth telling; sec ond, they highlight the failure 
of these practices to fulfill the promises—of preserved erotic sensation and, above 
all, of a normal life—made by the doctors recommending and performing them 
(see, e.g., Chase 1999).10 i do not mean to suggest that the strategy adopted by crit-
ics of normalizing surgeries is not, or indeed has not been, an effective or appro-
priate one. My concern is whether there are important questions and ways of un-
derstanding the significance of the medi cal management of intersex that these 
strategies cannot accommodate.
 returning to my recovered memory of the “enlightened” doctor’s response 
to a picture of masculinized female genitalia, i need to ask what can account for 
my own failure to reflect meaningfully on his response. it was more than my re-
luctance to recognize the expression of disgust by this particular doctor in re-
sponse to the bodies of children with atypi cal sex anatomies. His disgust would 
also disrupt my willingness to attribute good intentions not only to him but to 
those physicians who continue to recommend and perform cosmetic genital sur-
geries. Once disgust enters the field of motivating factors, it becomes much more 
difficult to understand the intention to perform these procedures as “good,” that 
is, “for the benefit of another.” But if this realization came as a surprise, i also 
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understood that it was only because i had not, in my own thinking about ethics, 
taken nietzsche seriously enough.

a nietzschean turn
nietzsche is infrequently taught in introductory courses in ethics, but even when he 
is, his project is oft en (mis)taken to be instituting a full- blown sys tem of  morality—
albeit an untenable or repugnant morality.11 nietzsche’s work in these cases is un-
flatteringly “compared and contrasted” with the two frameworks most frequently 
taught in ethics: the utilitarian approach, which takes results or consequences as 
central (and concepts of “good” and “bad” as primary), and the deontological 
approach, which takes intentions, principles, and the kind of act as most impor-
tant (and the concepts of “right,” “wrong,” and “obligation” as primary). Utilitar-
ianism is most closely associated with the work of nineteenth- century philoso-
pher John Stuart Mill; the deontological approach originated a century earlier 
with immanuel kant. rather than a theory comparable to those of Mill or kant, 
 nietzsche’s should be regarded as a criti cal intervention into those theories. Mak-
ing the claim that the principles of ethics are not derived from “reason,” but rather 
are products of history, nietzsche unsettles the foundation of conventional un-
derstandings of morality, in clud ing our very conception of goodness. The work of 
maintaining these foundations, nietzsche suggests, requires a “forgetting” (1998 
[1887], i:1) of this history.
 in considering how nietzsche can help illuminate the case of the medi cal 
management of atypi cal sex, we cannot simply apply nietzschean “principles” 
to the ethical problems raised by the standard of care, as we might in the case of 
deontology or utilitarianism. What his work provides instead are powerful tools 
to appreciate what motivates both the accepted management and the failure to 
apply conventional ethical standards to it. nietzsche’s genealogy of morality, for 
example, directs us to look at the recent his tori cal development of the bioethical 
standards that are understood to guide medi cal practice.12 We could follow that 
line of thought in investigating the ways in which bioethics as a field has been ef-
fectively neutralized as a philosophical practice by its limitation to providing an-
swers to questions posed by doctors, rather than identifying questions ethicists 
may deem most salient. Here i pursue another direction to which nietzsche’s 
analy sis directs us, following the trail of ressentiment, which he identifies as the 
origin of our understanding of “goodness” and “morality.”
 The first part of the Genealogy of Morality recounts the history of what nietz-
sche calls the “slave revolt in morality,” which, he writes, “gives birth to [moral] 
values.” nietzsche’s characterization of his work as “his tori cal” can be confusing 
for those unfamiliar with it. His recounting of the genealogy of morality is what 
it sounds like, namely, a tracing of the development of how morality has come to 
have the shape it has—in short, how moral values have come to have value. But 
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the sociohis tori cal development he takes to have decisively shaped those values 
is, as nietzsche scholar David allison sees it, not “meant to be an accurate his-
tori cal portrait.” The slave revolt of morality is, a “‘symbol’ of the ‘struggle’ be-
tween different moral evaluations that occur, [according to nietzsche] ‘all across 
history’” (see nietzsche 1998 [1887], i:16; allison 2001, 220).
 When nietzsche locates the birth of morality with this “slave revolt,” how-
ever, he does not mean that before the slave revolt there were no values or “moral 
designations” (1973 [1886], 260). But those values associated with the people nietz-
sche describes as the “noble” are mostly foreign to our thinking of morality to-
day; they belong to another time and place that we herald as the birthplace of phi-
losophy but whose moral order was made all but unrecognizable by a tradition 
that nietzsche traces to the Jews and culminating in the triumph of Christianity. 
This moral system, nietzsche charges, was born of hatred, of powerlessness, and, 
above all, of an envy of the powerful “nobles,” what nietzsche calls ressentiment 
(1998 [1887], i:10).
 What was once understood as “good,” nietzsche writes in On the Genealogy of 
Morality, was what was noble: “good=noble=powerful=beautiful=happy= beloved 
of god” (1998 [1887], i:8). The inversion of the values that made nobility and power 
“evil” was effected by those lesser mortals—“‘the slaves,’ or ‘the mob,’ or ‘the herd’” 
(i:9), who, in a state of what nietzsche describes as “unfathomable hate (the hate 
of powerlessness),” declared instead that

“the miserable alone are the good; the poor, powerless, lowly alone are the good; 
the suffering, deprived, sick, ugly are also the only pious, the only blessed in 
god, for them alone is there blessedness,—whereas you, you noble and powerful 
ones, you are in all eternity evil, the cruel, the lustful, the insatiable, the god-
less, you will eternally be the wretched, accursed, and damned!” (i:7)

The feelings that gave birth to contemporary understandings of “the moral,” what 
nietzsche terms the victorious “morality of the common man” (i:9), are profoundly 
negative. in opposition to the nobles’ “triumphant yes- saying to oneself,” slave mo-
rality emphatically “says ‘no’ to an ‘outside,’ to a ‘different,’ to a ‘not- self ’” (i:10). 
rather than motivated by the life- affirming love of oneself, then, ressentiment is 
a life- negating “hate”; it is “the revenge of the powerless” on “the other” and the 
transformation of the other into a “monster” (i:10), who must be punished by be-
ing made to feel bad about himself, to feel, in a word, shame (ii:7).

Shame as Harm; Disgust as Violation
in the movement to challenge conventional medi cal management of intersex, the 
shame that adults with intersex conditions experience as a consequence of that 
treatment is repeatedly cited as the primary harm. indeed, these individuals re-
port that rather than resulting from their atypi cal genitalia or from possessing 
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a karyotype that is incongruent with their phenotype, it was the treatment aim-
ing to correct or conceal these conditions—that is, to “normalize” their bodies—
that resulted in their experience of “isolation, stigma, and shame—the very feel-
ings,” sociologist Sharon Preves observes, “that such procedures are [understood 
to be] attempting to alleviate” (2003, 63, 78, 81). as one young adult interviewed 
by Preves puts it:

The primary challenge [of being born intersexed] is [in] childhood; parents and 
doctors thinking they should fix you. That can be devastating not just from 
a perspective of having involuntary surgery, but it’s even more devastating to 
people’s ability to develop a sense of self. i have heard from people that are 
really shattered selves . . . The core of their being is shame in their very exis-
tence. and that’s what’s been done to them by people thinking that intersexu-
ality is a shameful secret that needs to be fixed. So i think for most people the 
biggest challenge is not the genital mutilation, but the psychic mutilation. (65)

The almost forty adults with intersex conditions that Preves interviewed locate 
different sources of the shame they experienced, but all of the sources are related 
to their medi cal “treatment.” Perhaps most prominent among these sources were 
the repeated genital examinations to which they were subject, both pre-  and post- 
surgery, conducted without their consent (Preves 2003, 66–68; see also, e.g., Haw-
becker 1999, 112; Moreno 1999, 138; Walcutt 1999, 200; Morris 2006, 7–8). Chil-
dren with intersex conditions have found themselves subjects of medi cal schools’ 
grand rounds, sometimes involving manual stimulation “to assess genital respon-
siveness and size” (Preves 2003, 73). Here shame is provoked through a kind of 
hyper- visibility, also exemplified in the photographs appearing in scholarly re-
search and textbooks (Dreger 2000, 162); many of those Preves interviewed report 
painful memories of photo sessions (2003, 69). another source of shame may be 
identified in the imperative to make intersex invisible, manifested in the secrecy 
that parents and children are forced to maintain and which early surgery is in-
tended to ensure (Chase 1999, 147).
 as noted earlier, although shame, together with the secrecy and isolation that 
generally accompany it, is frequently specified as a harm in the conventional man-
agement of intersex, there is surprisingly little in the criti cal literature concerning 
the nature of this harm and its consequences, both for the individuals who have 
been subjected to this treatment and for our understandings of the moral harm 
that this experience of shame marks.
 Why is it that this experience of shame has not been more thoroughly inves-
tigated? it may be that it is simply understood that the suffering that shame en-
tails is like no other. Psychologist Silvan tomkins, whose work on affect has re-
cently been so influential, describes how shame is “felt as an inner torment, a 
sickness of the soul” (Sedgwick and Frank 1995, 133). “There is no feeling more 
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painful,” Jennifer Biddle writes in a feminist analy sis titled “Shame” (1997, 227). 
Perhaps it is for this reason that even those critics committed to uncovering—and 
so alleviating— the shame experienced by individuals with atypi cal sex anatomy 
who have been subject to unnecessary or nonconsensual medi cal intervention 
have remarked upon, but not investigated, this shame. “Shame is a painful thing 
to write about,” elspeth Probyn has observed. “it gets into your body. it gets to 
you” (2005, 130). While one might want to expose the shaming of a child and the 
ethical violation that produced it, a deeper treatment of this shame can draw one 
in to the pain it involves.
 in highlighting this kind of derivative pain—pain caused by reflecting on 
a painful experience—however, i do not mean to suggest that the shame felt is 
shared equally by the critic and the person who has herself been subject to the 
violations that persons with atypi cal sex anatomies have endured. indeed, one 
of the characterizing features of shame is the feeling of isolation with which it is 
 associated—a function of the objectification that produces this feeling (see, e.g., 
Biddle 1997, 227–228). Here, we should consider a third reason that may account 
for why shame has gone largely uninterrogated in the criti cal literature: Thinking 
about the experience of shame necessitates that we consider its source, namely, 
those who provoke it. But even as objectification appears to be an obvious corol-
lary of medi cal management of whatever kind, the contemporary bearers of the 
medi cal gaze themselves largely escape scrutiny in the criti cal literature.13

 Of course there are good reasons for emphasizing the experience of those with 
intersex conditions. Precisely because so much of the pain associated with medi cal 
management finds its source in the secrecy and isolation that have been explicit 
components of treatment protocols since their origins in the 1950s, for critics the 
work of exposing these practices and bringing the voices of those with intersex to 
the fore has rightly been a priority. although doctors are certainly represented in 
the narratives of those with DSD, they do not appear as full- fledged villains, in-
tent on eradicating genital ambiguity wherever it may be found. rather, they are 
more frequently portrayed as well- meaning, if insensitive, characters, concerned 
with doing “what’s right” and doing it well, even as they appear to have no com-
punction about violating well- established bioethical principles that are apparently 
accepted in every area of practice save this one (Dreger 1999a, 16). if they consis-
tently decline to ask the difficult questions concerning the consequences of their 
actions, we may sympathetically attribute this failure to the narrow focus of their 
specialties—for example, the fact that pediatric endocrinologists and urologists 
typi cally have little contact with their patients once they become adults.
 But such a generous treatment of what nevertheless appears to be an obvious 
ethical failure within the terms of most conventional moral frameworks is not 
entirely at odds with a nietzschean analy sis that emphasizes neither good inten-
tions nor bad, but rather ressentiment, a kind of affective response. Following his 
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lead, we might understand the unapologetic flouting of their own codes of ethics 
to exemplify nietzsche’s contention that the morality that putatively protects us 
is actually destructive of much of the pleasure in life and in body that nietzsche 
would value.
 if it is “ethical” to perform surgeries in response to disgust—disgust that ap-
pears to be experienced by doctors, or that is projected onto or even promoted in, 
parents of children with atypi cal genitalia—one can certainly understand nietz-
sche’s contention that morality, as it has developed his tori cally, is a “will to ne-
gate life” (1967 [1872], preface:5). This will develops out of, or in conjunction with, 
ressentiment. “While the noble human being lives with himself in confidence 
and openness,” nietzsche tells us, “the human being of ressentiment is neither 
sincere, nor naïve, nor honest and frank with himself. His soul looks obliquely at 
things, his spirit loves hiding places, secret passages and backdoors, everything 
hidden strikes him as his work, his security, his balm” (1998 [1887], i:10). This se-
cretive insincerity suggests both fear (such as the fear of being found out) and 
shame (the constant need to keep hidden). We can see this ressentiment in the 
doctors’ expressions of disgust and in their assumptions that of course parents 
will want to keep the knowledge of their children’s atypi cal sex hidden from ab-
solutely everyone else.
 it will help to spell out more clearly the nature of the disgust i take to have 
been expressed by the physician whose interview i mentioned earlier, as well as by 
those physicians interviewed by karkazis. in her criti cal ethical analy sis of disgust, 
Martha nussbaum highlights the distinction between what she calls “primary- 
object disgust” and “projective disgust.”14 Primary- object disgust is “standardly 
felt toward a group of primary objects: feces, blood, semen, urine, nasal discharges, 
menstrual discharges, corpses, decaying meat, and animals/insects that are oozy, 
slimy, or smelly” (2010, 15). This sort of disgust, following Darwin, is a human 
adaptation, thought to protect us from disease or infection.
 “Projective disgust,” by contrast, “is shaped by social norms, as societies 
teach their members to identify alleged contaminants in their midst” (16). Un-
like primary- object disgust, projective disgust does not seem to have a direct 
connection to our shared animal being but takes advantage of the associations of 
primary- object disgust by means of what experimental psychologist Paul rozin 
and his colleagues describe as an “opportunistic accretion of new domains of elic-
itors to a rejection sys tem that is already in place” (2008, 764). nussbaum offers 
the example of the way that people or groups can be marginalized, stigmatized, 
or made “other” by means of a fantasied association with primary- object disgust. 
“Jews are not really slimy, or similar to maggots,” she writes, “although german 
anti- Semites, and Hitler himself, said that they were. af ri can- ameri cans do not 
smell worse than other human beings, although racists said that they did” (2010, 
16–17). Projective disgust exemplifies that emphatic no- saying “to an ‘outside,’ to 
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a ‘different’ to a not- self ’” (nietzsche 1998 [1887] i:10) that nietzsche casts as char-
acteristic of ressentiment.15

 nussbaum’s claim that disgust is a “powerful and central” means of mar-
ginalization resonates with nietzsche’s analy sis of the pervasive character of 
ressentiment— more specifically, with the foundational quality it bears in shap-
ing social attitudes and behavioral norms. But precisely because projective disgust 
is unlike primary- object disgust in its his tori cal and cultural specificity, projec-
tive disgust proves surprisingle unstable. nussbaum observes that when projec-
tive disgust “is removed (when, for example, aversion to physical contact with 
a racial minority is no longer present), other modes of hierarchy tend to depart 
with it” (2010, 17). recognizing the vulnerability of projective disgust to dissolu-
tion also brings into relief the arduous nature the work that maintaining this state 
of disgust may entail. The strident efforts to prevent lesbians and gay men from 
marrying come increasingly to be seen as an ethically suspect, anxious attempt 
to maintain a social order that makes the superiority of some—in the form of the 
supposedly neutral status of legal personhood—dependent on the  inferiority—
or legal sub- personhood—of others (nussbaum 2010).
 Following nussbaum’s analy sis, it is easy to see why disgust would be an ef-
fective means to shore up support for a social order organized to a significant ex-
tent around sexual orientation:

Sex involves the exchange of bodily fluids, and it marks us as bodily beings 
rather than transcendent beings. So sex is a site of anxiety for anyone who 
is ambivalent about having an animal and mortal nature, and that includes 
many if not most people. Primary- object disgust therefore plays a significant 
role in sexual relations, as the bodily substances people encounter in sex (se-
men, sweat, feces, menstrual blood) are very oft en found disgusting and seen 
as contaminants. (17)

in the area of sexuality, the line between primary- object and projective disgust 
can be thin, in other words, and can manifest itself as readily in misogyny (17–
18) as it does in the stigmatization of homosexuality.
 in the medi cal management of atypi cal sex, it may be as important as it is 
difficult to distinguish between what nussbaum regards as a kind of natural and 
ethically uncomplicated experience or expression of primary- object disgust and 
the ethically perilous projective disgust she criticizes. We might attribute this 
difficulty to the disgust (and revulsion and fear) that another scholar of law and 
humanities, William ian Miller, claims are provoked by “the highly dangerous 
and vulnerable” genitals and their excretions, that is, “normal” genitals behaving 
“naturally” (1997, 101–105).16 What distinguishes the general disgust provoked by 
“normal” genitals from the particular disgust atypi cal genitals are supposed to 
evoke is the distinctive urge to fix or correct these genitals; it is this urge, i pro-
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pose, that marks the medi cal management atypi cal sex as an expression of res-
sentiment.
 if we accept Miller’s point that genitals generally are “disgusting,” it would 
seem that if atypi cal genitals provoke disgust, it is not because these genitals in 
particular are so obviously abhorrent. granted, close- up medi cal photographs 
can promote a sense that one is beholding something shocking or terrible (Wall 
2010), but it does not seem that atypi cal genitalia would do so any more or less 
than would similar close- up medi cal photos of typi cal genitalia splayed or pre-
pared for surgery. another point that we may count against the claim that atypi-
cal genitalia provoke disgust where typi cal genitals do not is the fact that, as a 
number of anthropologists have documented, this response is not universal.17 
However, it is not necessary to look outside our own cultural context to substan-
tiate the claim that it is not the case that “everyone” is disgusted by atypi cal sex 
anatomies. Since the beginning of intersex activism, it has been clear that there 
is some significant number of individuals with what would be considered atypi-
cal sex anatomies who have not been subjected to normalizing surgery. Some— 
probably a minority of such individuals—joined iSna in the 1990s, but even lim-
ited anecdotal evidence suggests that there are many more who did not. Many 
times over the years people have confided in me that their sex anatomies, or the 
anatomies of present or former romantic partners, are atypi cal. Their anatomies 
had not been “medicalized” but were taken to be normal or, if not entirely ordi-
nary, then certainly not pathological.18 Dr. alder, one of the physicians with whom 
i spoke years after the interview with the doctor i discussed at the beginning of 
this chapter, recounted an experience from his early general practice with adults 
that turned out to be influential when he later began to treat children with atypi-
cal anatomies. On two separate occasions he saw women who, he was surprised 
to find on examination, could have been diagnosed with a pathologically large cli-
toris. Both women were in long- term marriages to men, and when he asked each 
of them whether she had faced any challenges because of the size of her clitoris, 
both were puzzled by the question. each reported having a satisfying sex life and 
had not been aware that there was anything unusual about her anatomy; nor had 
their husbands made any mention of their partners’ anatomical difference.
 These stories suggest that the disgust that doctors may experience, and appear 
to presume in parents and society at large, is not of the order of primary- object 
disgust, but is instead a projective disgust, a disgust that impedes an ethical wish 
to treat others with dignity and respect. in fairness, however, it is not only the 
doctors who demonstrate this presumption of disgust, as we have already seen in 
the study conducted by Suzanne kessler discussed in chapter 2. recall that a ma-
jority of college students who were asked to imagine that as parents they were faced 
with the decision to consent to cosmetic surgery for a child with an enlarged cli-
toris or to reassign a male with a micropenis, reported that they would make de-
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cisions consistent with the current standard of care (S. J. kessler 1998, 103). kes-
sler’s study itself supports the view that this disgust is projective, for individuals 
imagining themselves with atypi cal genitalia do not feel an immediate need for 
correction. even if one is persuaded that the motivation for normalizing surgery 
may be found in projective disgust, however, there remains an important ethical 
question about how parents are to navigate what might be a hostile climate for 
their children.
 nietzsche’s characterization of the effects of ressentiment is helpful in think-
ing about the contradiction posed by kessler’s paired studies. One response to the 
question of whether to perform normalizing surgery is to seek answers in our own 
bodies, which could provoke an unflinching challenge to the prevailing standard 
of care. More typi cally, as nietzsche’s account of the enduring legacy of slave mo-
rality predicts, the “norm” successfully keeps the “human being of ressentiment” 
(1998 [1887], i:10) “within limits inter pares by mores, worship, custom, gratitude, 
still more by mutual surveillance, by jealousy” (i:11). rather than look to and with 
and in our own bodies in order to imaginatively consider the somatic experience 
of children, we are concerned instead with “appearances” of bodies. The ques-
tion we must pose here remains why this consideration for our own erotic poten-
tial appears to fail, as kessler’s paired studies indicate it will fail. returning to 
nietzsche, we should recall the origin of the ressentiment, the noble’s goodness 
inspired in those who effected the transvaluation of value: it was envy.

enviable ambiguity
On the face of it, envy would not seem to have any place in the medi cal man-
agement of intersex. Being born with atypi cal genitalia has proved “perilous” to 
those so diagnosed over the last century (Holmes 2008); medi cal management 
has taken as its object not simply a “condition,” as is generally the case, but what 
medicine seems to regard as a kind of (pathological) personhood. That is to say, 
doctors have focused their attention not on treating disease (and, as should be 
clear from the story of ruby’s children, which i discussed in chapter 2, there are 
serious and even life- threatening disorders associated with some intersex condi-
tions). instead, doctors have focused on “fixing sex,” that is, “repairing” bodies 
that are neither clearly male nor female and so reinforcing the normative ideal of 
“unambiguous” sex. There seems very little that is enviable in accounts of those 
subjected to corrective genital surgery; the documented physical harms and the 
emotional scars described are chilling; the insistent publication of these harms by 
affected individuals, their families, and allies has led finally to changes in medi-
cal thinking and practice that were unimaginable just a decade ago.19

 But if thinking about envy in this context seems misplaced, asking whether 
envy is playing a role in what has functioned as standard medi cal practice yields 
some immediate possibilities: what comes readily to mind is the myth of Her-
maphroditos, or what some have (mis)taken as the romantic view of a primor-
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dial “wholeness” that aristophanes describes in his tale of the round people in the 
Symposium—an image that has become a kind of fixture in contemporary theo-
rizing. Scholar and activist Morgan Holmes remarks with considerable disdain on 
the appropriation of intersex “as a mascot for sex radicals,” who cast “intersexu-
ality” as a “liberatory state that will free us from the bonds of compulsory hetero-
sexuality” (2008, 44).20 The pitfalls of the sorts of idealization to which Holmes 
points are many, and we must be particularly aware of the ways they can divert 
attention from the material harms experienced by individuals with DSD and by 
their families. Following nietzsche, we must ask what happens when we under-
stand these divergent responses—those associated with the medi cal and parental 
imperative to “normalize” intersex bodies, on the one hand, and those of the “sex 
radicals’” (which i take to be a shorthand for the sort of instrumental idealization 
of atypi cally sexed bodies), on the other—as two sides of the same coin. That is to 
say, what if this idealization marks an envy that is motivating harmful interven-
tions in the first place?
 We do not generally understand objects of envy as vulnerable; more typi cally 
we understand vulnerability as the experience of being somehow “less than” and 
consider agents of envy to be standing in admiration of those they see as more 
privileged, better endowed. in this we perhaps unconsciously hark back to the 
envy inspired by the noble “good ones” of whom nietzsche speaks in the Ge-
nealogy, those who felt themselves to be “powerful . . . and high- minded” (1998 
[1887], i:2) not through comparison to another but prior to any comparison (Sche-
ler 2007 [1915], 32): “The ‘well- born,’” nietzsche writes, “simply felt themselves to 
be ‘happy’; they did not first have to construct their happiness artificially by look-
ing at their enemies, to talk themselves into it, to lie themselves into it” (1998 [1887], 
i:10; origi nal emphasis). i think it may be challenging to grasp the sort of goodness 
that entails a “completely naïve and non- reflective awareness of [one’s] own value 
and . . . fullness of being” (Scheler 2007 [1915], 31). But we need to attend carefully 
to the lessons of nietzsche’s genealogy of morality, for it was precisely the envy 
this noble sort of goodness aroused—the ressentiment of the powerless—that 
provoked the “slave revolt in morality” (nietzsche 1998 [1887], i:7), displacing the 
whole ancient sys tem of valuation. The concept of good that finally triumphed is 
not itself grounded in a noble goodness, but is the product of ressentiment, of “re-
venge, hatred, malice, envy, the impulse to detract, and spite” (Scheler 2007 [1915], 
25). Understanding the prevailing conception of morality in terms of nietzsche’s 
analy sis of ressentiment demands that we investigate the nature of an envy that 
resulted in, as nietzsche writes, the “radical revaluation of . . . values” (1998 [1887], 
i:7). Coming to terms with the way the standard of care could be motivated by 
envy provides an important possibility for intervening in these  practices.
 i am prompted in this line of inquiry by Jane Flax’s reading of Freud’s Three 
Essays on the Theory of Sexuality in “The Scandal of Desire: Psychoanaly sis and 
Disruptions of gender” (2004) and by Judith Butler’s treatment of that work and 
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The Ego and the Id (1997).21 Both Flax and Butler describe Freud’s characteriza-
tion of gender as an arduous achievement made compulsory by culture and his-
tory. Cultural narratives, Flax writes, “naturalize . . . socially constructed gender 
norms” and thus “represent gender as an inevitable consequence of anatomical 
differences” (2004, 57); the achievement of a neat social division into male and 
female, man and woman, belies what Freud identified as the “bisexual”—what 
Flax calls the “polysexual”—character of individuals. Despite appearances, Freud 
maintains, we are not so very clearly male or female; that is to say, our apparent 
maleness or femaleness is a function of our continuous attempts to overcome what 
we could awkwardly describe as our fundamental “two- sexedness.”22 For Freud, 
these divisions between “bio logi cal” sex, gender expression, and sexual desire are 
not so easily parsed; each is—as the history of medi cal management of intersex 
has demonstrated—inextricably intertwined with the other in the cultural imagi-
nation. in this view the extraordinary measures that have been employed to “nor-
malize” bodies with atypi cal sex are symptomatic of the effort to enforce the bi-
nary division of sex that is required by our society and enforced within families; 
it is the standard to which individuals are, as Foucault would say, “made subject.”
 if Freud’s narrative of sexual development demonstrates how the assump-
tion of “the positions of ‘masculine’ and ‘feminine’ . . . [are] the effects of labo-
rious and uncertain accomplishment” (Butler 1997, 135), it also points to the losses 
suffered in the process of coming to occupy, and then maintain, these positions 
(135; Flax 2004, 55–56).For Freud, the polymorphous desire that marks the infant’s 
embodied experience must be restricted. Children are made to understand that 
erotic possibilities for, on, and in our own bodies must be constrained and lim-
ited. “Freud’s views,” Flax writes, “suggest that such conditioning remains un-
stable and not without cost . . . The narrowing of desire robs many aspects of life 
of their eroticization and possibilities for pleasure. Proper object choice has to be 
policed by social prohibitions, self- discipline, shaming, and violence” (2004, 56). 
These are losses that are not forgotten, but repressed; they are the unmourned 
loss that constitutes what Freud called “melancholic identification” (Butler 1997, 
134). to the extent that this melancholia marks foreclosed possibilities, embod-
ied futures that cannot be lived (139), we can perhaps begin to make better sense 
of how the idealization of so- called ambiguously sexed bodies might be signifi-
cantly connected to the medicalized imperative to “normalize” these bodies.
 in what Freud understood to be normal development—that is, the develop-
ment that results in the assumption of an unambiguously masculine or feminine 
identity—subjects must forsake an originary polymorphous sexuality. taking up 
these new roles—living what is, in the psychoanalytic account, a kind of fiction 
of binary sex that is so successfully rendered as to be taken for granted—is an 
imperative of our society. But making as if “natural” gender norms that are in 
fact “arbitrary and changeable” requires considerable work: “individuals, fami-
lies, and other social structures require pervasive and persistent effort to acquire 
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and enforce them” (Flax 2004, 57). Butler’s discussion of the melancholia entailed 
by the assumption of binary gender roles makes clear the high psychic price that 
must be paid for the achievement of unambiguous gender and the notions of sex 
and sexuality with which it is bound. Flax’s account helpfully casts the price of 
this achievement as a kind of sacrifice.
 as Flax discusses it, the concept of sacrifice is enormously rich; i will focus 
in particular on the layers of sacrifice manifest in the complex of responses pro-
voked by the fact of atypi cal sex. according to Freud, there are losses we all suffer, 
psychic and material sacrifices everyone must make, in the assumption of sexed 
identities. But these sacrifices are not equal. Feminist arguments from Mary Woll-
stonecraft forward could be understood in these terms as criticisms of the ways 
that women have been made disproportionately to bear these sacrifices. Flax takes 
as an example the way in which, in resurgent “demands for a return to ‘family 
values,’” women are made to unduly bear this sacrifice through their restriction 
“to traditional enactments of wife and mother” (2004, 62), adding, “Feminist at-
tempts to alter gender relations stir up intense anxieties and threaten many ap-
parently unrelated aspects of psychological and social organization. People may 
feel driven to protect existing gender arrangements by an unconscious fear of dis-
rupting basic ways of organizing life” (63).23

 another way these sacrifices manifest themselves may be found in the ex-
ample on which nussbaum also focuses, namely, in what Flax several years ear-
lier described as “the profound uneasiness many people experience at the demand 
for institutional recognition of same- sex partnerships.”24 Following Freud, Flax 
understands this uneasiness as “a fear that a too easy acceptance [of marriage 
equality] might undo those repressions [of polymorphous desire] so painfully ac-
quired. Having invested in these sacrifices,” she continues, “we want to deny an 
excess of pleasure to others” (2004, 56; emphasis added). in addition to the mel-
ancholia that Butler describes, Flax here points to a distinctive affective response: 
the repressed envy (of homosexuality) that awakens the fear of undoing its repres-
sion. This characterization exemplifies perfectly nietzsche’s concept of ressenti-
ment: the solution to the envy of another’s pleasure (or strength or beauty—their 
“good”) is to deny another the pleasure that one cannot pursue oneself; making 
“good” one’s own pleasures requires the denigration if not the active spoiling, 
undoing, or undermining of the other’s. This envy is not conscious, as Freud ar-
gues in Civilization and Its Discontents (2005 [1930]), but built into our society’s 
 history.
 The role of anxiety in this envy can be observed in the ways that demands 
for conventional sexual expression—whether with respect to one’s role or one’s 
 desire—intensify during times of social instability; anxiety and envy work to-
gether to enforce particular social arrangements. accounts of doctors’ and par-
ents’ responses to the birth of children with atypi cal sex testify to the anxiety 
provoked by non- normative bodies. Understanding how this anxiety is already 
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entwined with the envy of ambiguous sex, in which otherwise foreclosed possi-
bilities seem to remain open, we may begin to reckon with how the ambiguity of 
intersexed bodies awakens these affects and come to terms with the ways these 
affective responses are then enacted upon infants and young children as well as 
the consequences of these actions. to understand the consequences of the envy 
i’m describing here—the envy inherent in ressentiment—i return once more to 
nietzsche’s Genealogy and examine his identification of envy with the destruc-
tive impulses it inspires in its contrary effort to create—or recreate—value.

The envy of ressentiment: Spoiling
For nietzsche, as we have seen, the foundation of our moral sys tem of value is the 
product of a resentful hatred of the nobles’ goodness/beauty. He argues that it was 
the envy of the “priests” that drove the inversion of morality, making virtue out of 
weakness and those elevating values we have “inherited” (1998 [1887], i:7): the dis-
tinctively Christian values of humility, compassion, and submissiveness that dis-
placed the noble “good” and rendered “evil” the strength and beauty with which 
that good had been identified.25 But it is important to clarify what this envy entails 
and how this envy can be understood to be functioning indirectly, where there 
doesn’t appear to be a specific object. Despite its considerable shortcomings, Max 
Scheler’s phenomenological study puts envy at the center of the experience and 
expression of ressentiment in contemporary culture and can help us make sense 
of what may initially seem like a strange way of understanding the phenomenon.26

 Scheler reminds us that because ressentiment is an inversion of noble mo-
rality, prominent elements of the prior morality will persist but will be expressed 
in ways that distort their antecedent expression and meaning. take revenge, for 
example; seeking vengeance for wrongs committed against oneself or another may 
be understood to belong to a noble morality to the extent that these acts aim to 
discharge the damage done and so exorcise the feeling of powerlessness that “be-
ing done wrong” may instill. “There will be no ressentiment,” Scheler writes, “if 
he who thirsts for revenge really acts and avenges himself, if he who is consumed 
by hatred harms his enemy, gives him ‘a piece of his mind.’” So, too, in the case 
of envy. The envious person will

not fall under the dominion of ressentiment if he seeks to acquire the envied 
possession by means of work, barter, crime, or violence. Ressentiment can only 
arise if these emotions are particularly powerful and yet must be suppressed 
because they are coupled with the feeling that one is unable to act them out— 
either because of weakness, physical or mental, or because of fear. (Scheler 2007 
[1915], 26–27; emphasis added)

 What distinguishes the envy borne of ressentiment, a repressed or “impo-
tent” envy (29), is not a genuine desire to possess a given quality or thing; instead, 
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that envy comes to be a “hatred against the owner, until the latter is falsely con-
sidered to be the cause of our privation” (30; origi nal emphasis). ressentiment is 
constituted by this confluence of envy and revenge—envy of the noble good and 
revenge against those who appear to withhold that good. according to Scheler, 
when revenge is repressed, the very “imagination of vengeance, too, is repressed—
and with it the emotion of revenge” (27). The result is a state of mind that seeks 
to depreciate, to deny the positive value of a thing or person. Denigration of this 
sort is an effort, he tells us, to lessen the discomfort of powerlessness to take re-
venge or the inability to possess something desired. Continually frustrated, the 
person adopts what Scheler calls a “ressentiment attitude”; “envy, the impulse to 
detract, malice, and secret vindictiveness . . . [thus] become fixed attitudes, de-
tached from all determinate objects” (46). That envy or revenge (or for Scheler, 
envy in tandem with revenge) comes to be disarticulated from particular objects 
is especially important in understanding the impact of ressentiment on the stan-
dard of care for intersex, because ressentiment is characterized as a whole atti-
tude that cannot be understood to be directed at a single person or trait. What 
Scheler describes as the “repressed impulse” for revenge or envy “becomes more 
and more detached from any particular reason and at length even from any par-
ticular in di vidual . . . [i]t turns into a negative attitude toward certain apparent 
traits and qualities, no matter where or in whom they are found” (43). Scheler’s 
analy sis provides considerable insight into how it can be that physicians caring 
for in di vidual children promote, and parents seeking to act in their children’s best 
interests may allow or even actively seek out, risky, oft en harmful, and almost al-
ways nonconsensual, normalizing interventions on the atypi cal sex anatomies of 
children.
 Bringing Scheler’s analy sis of the envy associated with ressentiment into con-
versation with the Freudian account of the losses entailed by the assumption of 
binary gender roles can help us make sense of how the envy of ressentiment is op-
erating in the medi cal management of intersex, how central a role it has played in 
the creation of the standard of care, and the authority it continues to command 
in the field—and this despite (or actually because of) the way that it is repressed 
and made unrecognizable as envy. Melanie klein’s treatment of envy in the land-
mark essay “envy and gratitude” resonates with Scheler’s but helps us to shift our 
focus from the very constitution of moral value writ large to the in di vidual devel-
opment of value and, in particular, the value that is one’s own worth.
 Like Scheler, klein defines envy as a sensation of anger provoked by another’s 
enjoyment or possession of something one wants. What she calls “the envious im-
pulse” is not only the experience of this anger but also an accompanying wish to 
“take [what is desirable] away or spoil it” (1975 [1957], 181). klein’s account of the 
infant’s “primary envy” (of the giving mother’s breast) (183) provides a means of 
understanding a deeply felt and yet inarticulate destructive impulse that strikes 
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not only at the envied other but at the envious self as well.27 envy, klein says, in-
terferes with enjoyment (of the mother’s giving breast—that is to say, of the other’s 
generosity) and so “undermines the development of gratitude” that is, for klein, 
central to the individual’s development.

There are very pertinent psychological reasons why envy ranks among the seven 
“deadly sins.” i would even suggest that it is unconsciously felt to be the great-
est sin of all, because it spoils and harms the good object which is the source 
of life . . . The feeling of having injured and destroyed the primal object im-
pairs the individual’s trust in the sincerity of his later relations and makes him 
doubt his capacity for love and goodness. (1975 [1957], 189)

Here klein clarifies, as perhaps Scheler cannot, the high ethical stakes entailed in 
bringing to awareness the operation of envy and its “disturbance,” as she puts it, 
of love. The envious impulse that strikes the infant in its primary relation to its 
mother extends through out the lifespan. it lies also in the potential disturbance 
of parental love (or perhaps better, the projection of this disturbance by physi-
cians onto parents) in an envy that may be awakened by the sexually ambiguous 
body of the child.28

 i do not think that klein’s account requires us to understand in di vidual par-
ents of children with DSD as envious of their children. rather, her account of envy 
and the impulse to spoil can help to make sense of the impulse to “fix”—that is, to 
normalize—the bodies of children with atypi cal sex anatomies despite evidence 
that the sorts of intervention entailed by surgeries or hormonal treatments are 
not necessary in pathophysiological terms. it makes sense perhaps especially of 
Money’s odd insistence on the importance of congruence between sexual anatomy 
and gender identity. it isn’t that those with intersexed bodies are exempt from the 
demands of assuming binary gender roles like “everyone else”; people with atypi-
cal genitalia are born into the same social world, the same habitus, as the rest of 
us. But if they are subject to the same rules and expectations, if the same cultural 
imperatives subject them, too, their anatomies belie that imperative; they do not 
allow the achievement of masculinity and femininity to look seamless, natural, 
inevitable. it is not simply that their bodies point to a truth about what gender 
“really” is, but also that those with such anatomies cannot do this thing that the 
rest of us must and for which we must sacrifice. That is why they are enviable. 
and that is why their “enjoyment” of ambiguity must be spoiled.
 Unlike nietzsche and Scheler, however, klein’s account of primary envy also 
provides the alternative affective response to the primary experience of infant 
feeding, namely, enjoyment and the gratitude that can accompany enjoyment. The 
feeling of gratitude, she informs us, can “mitigate destructive impulses, envy and 
greed” (1975 [1957], 187). For klein, the capacity for enjoyment and for security in 
the sense of possessing a good object is criti cal for the development of a sense of 
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one’s self as good (187) and provides the wherewithal to tolerate the experiences 
of “envy, hatred, and grievance” that arise in one’s life as a matter of course. Fol-
lowing the line of criticism regarding envy and its consequences from nietzsche 
through Scheler and klein, the problem of how to frame a robust ethical response 
remains. roslyn Diprose’s concept of “corporeal generosity” provides a rich pos-
sibility for shaping such a response.

Corporeal generosity
The failure of conventional approaches to the ethical violations—violations that 
i understand to be committed both in the recommendations and performance 
of appearance- altering surgeries for infants and children and in the affective ex-
pressions that motivate these surgeries—speaks to the need to consider the limits 
of these frameworks and to identify new approaches. Diprose defines corporeal 
generosity as an openness to the other—an openness that is always already a part 
of our existence as embodied beings in interaction with others, but is at the same 
time impeded by that very existence. “Through habit and in accordance with the 
institutional setting in which my corporeal identity is constituted,” she writes, “i 
develop a pattern of existence that leans toward certain practices and cannot tol-
erate others” (2002, 55).
 Diprose develops her analy sis of generosity particularly with respect to those 
we regard as “other,” whether racial or sexual; she is concerned more generally, 
too, with relationships that seem to structurally entail objectification such as that 
experienced by the patient in the clinic. although Diprose is not explicitly con-
cerned with treatment of intersex conditions, the remarks she makes with respect 
to the salience of sex and sexuality in “the clini cal encounter,” in which the body 
of a patient is given “to a stranger whose body seems exempt from scrutiny . . . 
yet is an agent of normalization” (108), are illustrative of doctors’ relationships 
to infants and children with these conditions. But if we expect a kind of affec-
tive “parsimony,” as Diprose nicely puts it, from doctors who are trained to view 
their patients “from a distance” (see Diprose 2002, 35–40), what is striking in the 
medi cal management of intersex is how the position of parents of affected chil-
dren can shift in the clini cal encounter. Parents may become themselves distanced 
with respect to the doctor (for the stigma of difference their children bear in this 
setting may be attached also to them); but to the extent that they become identi-
fied with the doctors who are caring for (that is, seeking to normalize) their child, 
parents may seek to distance themselves from this stigma of difference borne by 
their child by making of their own child “the other.”29

 Perhaps because we typi cally understand parent- child relationships—with 
certain qualifications—to be characterized by a “corporeal generosity,” we may 
hesitate to identify its diminution in or withdrawal by parents in the cases of chil-
dren with intersex.30 But i think we must consider this possibility as an effect of 
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medi cal management; that is to say, it is the labeling of children with an intersex 
condition as “abnormal” by physicians that promotes the kind of distancing be-
tween parent and child that makes the child an “other” whose body must be al-
tered as a condition of gaining entrance to the family and of being granted the 
love that entrance should guarantee. not only in their own experience of disgust, 
then, but also in their projection of this disgust onto parents and every person a 
child might encounter, doctors foreclose the generosity that we might understand 
as the child’s birthright.31 Consider a response to the recommendation against 
routine cosmetic genital surgery on infants made by a Hastings Center working 
group appearing in the Archives of Pediatrics (Frader et al. 2004). in an invited 
critique, a pediatrician writes that while the recommendations of the working 
group may be ethically sound, the successful outcome for a child with intersex 
depends on parents’ “ability to accept and unconditionally love their child” (eug-
ster 2004, 428). The physician writing here does not elaborate; it is as if a “defor-
mity” such as a larger than average clitoris or a smaller than average penis would 
indubitably inhibit the love—the “unconditional” love?—a parent would feel for 
a child.32 But i want to propose that if in attending to the atypi cal bodies of chil-
dren our attention is focused on expressions of ressentiment, it will become our 
ethical obligation to attend instead to the bodies of doctors and of parents.
 There are nevertheless significant barriers to fulfilling this obligation. rec-
ognizing “that the clinician is a body” (Diprose 2002, 119) subject to the affective 
states entailed by ressentiment is the first step. at the same time, we must reckon 
with the ways that this body, cloaked in authority, is “shielded from the medi-
cal gaze” (114) and removed from view. For this reason, the more immediate ob-
ligation must be attending to the flourishing of the children whose difference has 
made them objects of envy and vulnerable to harm by physicians, as well as by 
their parents. But recognizing the presence of ressentiment requires that we at-
tend not only to the intersubjective relations between parents (or physicians) and 
a child with atypi cal sex anatomy but also to the relationships parents and phy-
sicians have to themselves. This obligation might finally be better understood in 
the terms nietzsche offers in Gay Science:

One must learn to love.—This is what happens to us in music: First one has to 
learn to hear a fig ure and melody at all, to detect and distinguish it, to isolate 
it and delimit it as a separate life. Then it requires some exertion and good will 
to tolerate it in spite of its strangeness, to be patient with its appearance and 
expression, and kindhearted about its oddity. Finally there comes a moment 
when we are used to it, when we wait for it, when we sense that we should miss 
it if it were missing; and now it continues to compel and enchant us relentlessly 
until we have become its humble and enraptured lovers who desire nothing 
better from the world than it and only it.
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 But that is what happens to us not only in music. That is how we have 
learned to love all things that we now love. in the end we are always rewarded 
for our good will, our patience, fairmindedness, and gentleness with what is 
strange; gradually, it sheds its veil and turns out to be a new and indescrib-
able beauty. That is its thanks for our hospitality. even those who love them-
selves have learned it in this way; for there is no other way. Love, too, has to be 
learned. (1974 [1887], 334; origi nal emphasis)

Learning to love, in nietzsche’s terms, is the enactment of a corporeal generosity; 
it entails changes in the one who “must learn” to love. Distinguishing what, fol-
lowing gail Weiss, we might term an “embodied ethics” (1999, 158) from an eth-
ics of ressentiment is the embodied transformation of the one who loves. rather 
than seeking changes in the bodies of children with atypi cally sexed anatomies, 
the imperative for change is located in the bodies of parents, in physicians, in the 
rest of us.



 4 reassigning ambiguity
Parental Decisions and the Matter of Harm

Some key elements of the medi cal management of atypi cal sex in children have 
changed since the late 1990s as adults with intersex conditions, and their parents, 
have spoken out about how the standard of care has affected their lives and as 
these stories have become an ever more powerful testament to the physical and 
emotional damage wrought by their treatment. increasing numbers of pediatric 
specialists now reaffirm the good intentions that motivated earlier practices, but 
they also acknowledge the clini cal ignorance, even clini cal arrogance, that gov-
erned care—especially the failure to convey to parents what one group of practi-
tioners describes as the potential side effects of surgery, in clud ing the likelihood 
of damage to erotic sensation (e.g., Dayner et al. 2004; see also Lee and Houk 2010, 
1). More recently, researchers have also reported on the lack of certainty or confi-
dence among physicians themselves with regard to the standard of care (karkazis 
et al. 2010). today, specialists in the treatment of DSD have embraced informed 
consent; a new model of “shared decision making” (Dreger et al. 2010; karkazis 
and rossi 2010) is coming to the fore.
 These are indisputably important changes. and yet it does not appear that 
there has been a significant reduction in normalizing surgery. One reason may be 
a persistent sense that normalization remains an imperative. a prominent form 
of this understanding is expressed in physicians’ claim that without surgery par-
ents will be unable to bond with their child. The child’s good depends on her par-
ents loving and accepting her (e.g., eugster 2004, 428). These physicians seem to 
agree that if the condition of that love is the normalization of the appearance of 
atypi cal sex, then surgery is indicated. But what if the performance of these sur-
geries has the opposite effect? What if it turns out that normalizing surgeries im-
pede the love they are meant to facilitate?
 in the previous chapter i proposed that normalizing surgeries may be moti-
vated by an unconscious wish to spoil the enviable ambiguity the bodies of chil-
dren with atypi cal sex are taken to exhibit. This suggestion may not be persua-
sive to some, particularly to those parents and physicians responsible for making 
decisions regarding the care of affected children. “Spoiling” entails some kind of 
harm. and there continue to be those who believe that many of the children treated  
twenty, thirty, or forty years ago experienced no harm, notwithstanding the fact that  
the chilling lessons from these years would seem to be succinctly captured in the  
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recognition by the U.S. and european endocrinological societies in their 2006 
Consensus Statement that what these children experienced at the hands of their 
doctors was “trauma.” indeed, the statement not only acknowledges the trauma 
experienced by children subjected to repeated genital exams, displays, and medi-
cal photography; it also recognizes the trauma experienced by affected individuals 
who have not been provided full information about their conditions or treatment 
they underwent as infants and young children (Hughes et al. 2006, 558).1 and yet 
the nature of the harm effected by these medi cal encounters is not specified. nor 
does there appear anywhere in the statement any acknowledgment of harm that 
might result from resisting the impulse to normalize children with atypi cal sex 
anatomies. That is to say, nowhere does the statement suggest that parents’ deci-
sions or doctors’ recommendations against surgical intervention could adversely 
affect the child himself or herself. instead, the physicians write, “it is generally 
felt that early surgery . . . relieves parental distress and improves attachment be-
tween the child and the parents,” though, the authors note, “the systematic evi-
dence for this belief is lacking” (557). For all the valuable developments the state-
ment marks, the treatment of atypi cal sex in children remains exceptional. it is 
exceptional because the treatment is not directly for the benefit of the child, but 
for the parent, and only thereby for the benefit of the child.
 Parents of children with atypi cal sex are described in the literature as confused 
or frustrated (Malmqvist and Zeiler 2010, 133), anxious or disoriented (gough et 
al. 2008, 503–504). Of course, these are characterizations that may obtain with 
respect to any number of medi cal conditions that occur in the neonatal period. 
Confusion or frustration would be a likely result if a child is experiencing trouble 
breathing or has an irregular heartbeat that cannot easily be explained. if there 
has been no indication of a problem during pregnancy, and one’s child is suddenly 
removed to a neonatal intensive care unit, there is every reason to expect that new 
parents will experience anxiety and disorientation. Yet i know of no other pedi-
atric condition for which the standard of care is based on the relief of the parents 
rather than the care of the child. This is not to say that relief of parental distress 
has no place in medi cal management of intersex conditions; indeed, advocates 
and critics of the standard of care would agree that attending to parents’ distress 
at the birth of a child with unusual anatomy is of criti cal importance for ensur-
ing the care of the child in their charge and for the well- being of a parent whose 
own sense of self may be deeply unsettled. Parents of children born with unusual 
anatomies, alice Dreger writes,

[may] suddenly find themselves unsure about their own social and familial role. 
How are they supposed to act? What are they supposed to think, feel, do, say? 
They know only how normal parents are supposed to behave, but they can’t 
be normal parents if they don’t have a normal child. They seek surgical “re-
construction” of a normal child in part because they feel like they will know 
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how to be a parent to that child, whereas they oft en feel uncertain how to be a 
parent to this one. (2004, 57; origi nal emphasis)

This matter of parental responses to their children’s anatomy merits more sus-
tained consideration than is reflected in the current approach, focused as it is on 
“erasing” the problem. When physicians say that surgery is “what parents want,” 
we should ask, specifically, what it is that parents ultimately want—that is, what 
they mean ultimately to achieve—and whether surgery will satisfy these aims. if 
what “normal parents” want is the best chance for their children to flourish, we 
should not take for granted that normalized appearance guarantees flourishing. 
in fact, what limited evidence exists suggests that surgery does not provide par-
ents relief or reassurance in the long term.2 We might seek such evidence in other 
cases of appearance- normalizing surgery where similar questions have been posed. 
Cassandra aspinall, a social worker on a craniofacial team, who was born with 
a cleft lip and is herself the mother of a child with a cleft lip and palate, observes 
that parents may rush into normalizing interventions to relieve worry about dif-
ferences in their children’s appearance. “in their efforts to protect their children,” 
she observes, such parents may “end up creating exactly what they so desperately 
want to avoid: fear, anxiety, and depression” (2006, 17). My aim in this chapter is 
to examine the nature of the harm that results from the prevailing model of medi-
cal management insofar as it focuses on relieving parental discomfort.
 evidence of the harm caused by the most prominent features of medi cal man-
agement since its beginnings in the 1950s has been substantial: physical and psy-
chosocial injury caused by clitorectomy in girls with clitoromegaly, castration and 
sex reassignment in boys with micropenis (e.g., reiner 2006), and performance 
of uncomfortable vaginal dilation in young children following vaginoplasty or 
the creation of a neovagina; psychosocial damage stemming from the emphasis 
on maintaining the secrecy of a child’s sexual ambiguity from the child and ex-
tended family and from the trauma provoked by genital exams and medi cal pho-
tography. These are among the accepted practices that appear to have changed 
dramatically in the last ten years.3 That change must be credited to those who have 
given voice to the suffering they have endured together with the recognition that 
the prior standard of care entailed violations of accepted principles of bioethics, 
most obviously those concerning informed consent (tamar- Mattis 2006, 85–88) 
and the avoidance of paternalism.4

 and yet the many harms that have been enumerated do not precisely capture 
what may be the greatest risk posed by the standard of care. This is a harm of an-
other kind, the prevention of which is less easily conveyed—or even recognized—
within the terms of accepted principles of bioethics. to describe the damage that 
occurs at the level of what French phenomenologist Maurice Merleau- Ponty calls 
the “body schema”—an injury to one’s sense of self that is neither reducible to nor 
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separable from our somatic being—provides a starting place for understanding 
the particular harm that normalizing genital surgery in infancy and early child-
hood may entail. For Merleau- Ponty, our embodiment is not a contingent aspect 
of our selves, as so much of philosophy has maintained.5 it is not a mere object, 
though it is an object, for others and for ourselves. rather, Merleau- Ponty in-
dicates that the body, while the center of our being as subject, cannot be disen-
tangled from its status as an object, defined and understood by other embodied 
subjects in the world. Merleau- Ponty’s phenomenology, together with the psycho-
analytic account of the early development of subjectivity with which he was so 
closely engaged, is an invaluable resource for understanding this harm, one that 
arises precisely because parents and physicians operate with what turns out to be 
a keen understanding of the importance—indeed, the primacy—of “the other’s” 
view of the self in the constitution of subjectivity.
 The first part of this chapter provides a sketch of this phenomenological analy-
sis. in the sec ond part of the chapter i turn to the narrative of a young man who 
underwent sex reassignment and normalizing surgery as an infant. When i got 
to know him more than ten years ago, i knew him as kristi, a young, funny, and 
engaging lesbian and intersex activist. What i relay here is the result of a con-
versation we had in 2010, after i had become reacquainted with him as Jim. Still 
young, funny, and engaging, and now a straight man, Jim agreed to help me con-
sider this problem of harm through reflecting on his own experience. His story 
captures what, following Suzanne kessler (1990; 1998), we may take to be a char-
acteristic episode in the history of medi cal management. it also offers insight 
into the lasting effects of early normalizing surgeries and into the consequences 
of living with the secrets and silence that have accompanied such interventions, 
thereby revealing the material and symbolic harms that prevalent forms of evi-
dence in the field inadequately capture. While some may see in his story only the 
terrible consequences of a gross medi cal error in judgment, something that bet-
ter informed physicians would never have committed, much of his treatment and 
the motivations for his treatment are continuous with the standard of care today 
that makes of atypi cal sex a condition “like no other.”
 Lessons learned in other fields—most strikingly, in this case, lessons con-
cerning the harms effected by closed adoptions—were long ignored in DSD care, 
thus reinforcing the uniqueness of atypi cal sex.6 The persistent ignorance of knowl-
edge gleaned from analogous cases is evident in the account of Jim’s sister, Mary 
katherine. in Mary katherine’s story we may find more evidence of an unexpected 
harm—a collateral harm—that may be experienced by a child whose sibling’s body 
has been subjected to normalizing surgery. it took many years before parents ap-
peared in the clini cal literature as objects of study and concern rather than as 
gateways (or obstacles) (Bing and rudikoff 1970) to the normalization that phy-
sicians assumed was required by the social order. Work concerning parents re-
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mains in its early stages. There is as yet no work in the field that addresses the ef-
fects of medi cal management of DSD on siblings. Mary katherine’s story suggests 
that harms suffered by individuals treated for DSD may be visited upon the family 
as a whole. attending to these harms, i conclude, speaks to the need in medicine 
for another kind of moral framework that may provide better guidance for par-
ents and physicians in caring for children with unusual anatomies.

The Body Schema and its “i Can”

Merleau- Ponty emphasizes that as embodied subjects, we are “ambiguous” (e.g., 
1962 [1945], 198), subject and object, perceiver and perceived (236–237). This ambi-
guity denotes the irreducibly “dynamic” (100) space that makes experience pos-
sible. recognizing this dynamic, we must reckon with the fact that our bodies 
themselves cannot be objectified in the form of an “i think.” Merleau- Ponty ex-
plains that

my awareness of [my body] is not a thought, that is to say, i cannot take it to 
pieces and reform it to make a clear idea. its unity is always implicit and vague. 
it is always something other than what it is, always sexuality and at the same 
time free dom, rooted in nature at the very moment when it is transformed by 
cultural influences, never hermetically sealed and never left behind. Whether 
it is a question of another’s body or my own, i have no means of knowing the 
human body other than that of living it, which means taking up on my own 
account the drama which is being played out in it, and losing myself in it. (153)

This is to say, “i am my body” (198; emphasis added). taylor Carman summa-
rizes this point nicely when he explains that for Merleau- Ponty, the body schema, 
our implicit understanding of the body i inhabit, “is not a product but a con-
dition of cognition, for only by being embodied am i a subject in the world at 
all: ‘i am conscious of my body via the world,’ . . . just as ‘i am conscious of the 
world through the medium of my body” (Carman 1999, 220, citing Merleau- Ponty 
1962 [1945], 82). Consciousness understood in Merleau- Ponty’s phenomenological 
terms, then, cannot be understood as “a matter of ‘i think that’ but of ‘i can’” (1962 
[1945], 137). Consciousness is not simply a function of cognition, of thinking, as 
we might conclude from Descartes’s meditations on certainty, but must already 
be a matter of embodied engagement in the world and with others. The sense of 
the “i can” Merleau- Ponty describes cannot be understood in terms of conven-
tional conceptions of the autonomous subject and the meaning of the intentions 
that issue from this subject.
 This notion of embodied consciousness has proved especially appealing to 
feminist philosophers such as iris Marion Young, who have found in Merleau- 
Ponty’s phenomenology a rich theoretical framework within which to identify the 
ways that the objectification of women inhibits the “i canness” of the body. ac-
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knowledging how possibilities for engagement may be forestalled or spoiled by 
what Young describes as an inhibiting “self- consciousness of the feminine rela-
tion to her body” (2005 [1980], 44), the objectification she makes her own, is im-
portant for understanding the particular harm i want to identify in the medi cal 
management of atypi cal sex anatomies.
 even as feminists have found promising tools in Merleau- Ponty’s analy sis, 
however, they have commented on the ways that the gender neutrality of his ac-
count of subjectivity finally “reduces the specifically intersubjective experience of 
the body manifest in an encounter with another embodied person to the corpo-
real dynamic operative with the body proper (le corps proper),” and so neglects the 
ways that gender difference shapes the experience of this body (Stawarska 2006, 
92; see also Weiss 1999, 2). The “body proper” refers to the image of the body that 
emerges after the point of an infant’s development called the “mirror stage,” a pe-
riod marking individuation. Feminist phenomenologists see a conflict between 
Merleau- Ponty’s concept of embodied subjectivity that is always already engaged 
in the world and with others, and the conventional conception of the autonomous 
subjectivity that lingers as a stubborn trace in his work, covering over the kinds 
of objectification that inhibit the “i canness” of the body. The tension that femi-
nists have identified in Merleau- Ponty’s work, i suggest, mirrors the tension at 
work in debates over ethical decision making in the care of children with atypi-
cal sex anatomies. equivocations over the importance of familial love and accep-
tance in the literature supporting the standard of care may be owing to a concept 
of subjectivity that looks much like that concept feminist phenomenologists have 
both criticized and found so promising. as embodied subjects, in other words, 
our sense of ourselves is developed via our engagement with others and with the 
social and po liti cal institutions of which we are a part. For Merleau- Ponty, sub-
jectivity cannot be reduced to objectification, and yet, as feminists have argued, 
objectification and the violent “setting apart” that it entails must also be a prod-
uct of our intersubjective experience. affirming, as Merleau- Ponty does, the rich 
fabric of intersubjective experience, however, it can nonetheless be difficult to 
account for the points in which violence can occur.7 in feminist criticism of the 
covering over of the losses suffered as a result of objectification, we may find an 
analogous concealment of the losses that can occur as a consequence of normal-
izing genital surgeries in infancy and early childhood. attending more closely to 
Merleau- Ponty’s account of the development of human subjectivity may resolve 
the tension present in his earlier account and provide better tools with which to 
appreciate the nature of these losses.

Being Seen, Being Loved: Conditions of Human emergence
in lectures Merleau- Ponty delivered on the work of seventeenth- century thinker 
nicolas Malebranche in 1947–1948, lectures that closely followed the publication 



94    |    Making Sense of intersex

of Merleau- Ponty’s Phenomenology of Perception, we may find a corrective to the 
limiting notion of the “body proper” on which his early published work focuses 
(Merleau- Ponty 2001 [1968]). Judith Butler provides a compelling reading of these 
lectures that considerably enrich Merleau- Ponty’s account of subjectivity in her es-
say “Merleau- Ponty and the touch of Malebranche” (2005). She offers there an un-
expected and moving consideration of “the primary conditions for human emer-
gence” (204). “On one hand,” Butler writes,

this is a theological investigation for Malebranche. it is not only that i cannot 
feel anything but what touches me, but that I cannot love without first being 
loved, cannot see without being seen, and that in some fundamental way, the 
act of seeing and loving are made possible by—and are coextensive with—be-
ing seen and being loved . . . But Malebranche in the hands of Merleau- Ponty—
Malebranche, as it were, transformed by the touch of Merleau- Ponty—becomes 
something different and something more. For here, Merleau- Ponty asks after the 
conditions by which the subject is animated into being. (195; emphasis added)

Butler suggests that the “fundamental inquiry into the animating conditions of 
human ontology” that occurs here may supplement (and perhaps complete) the 
important work on “The intertwining—The Chiasm” that remained unfinished 
at Merleau- Ponty’s death. “This chiasm,” she explains, “is the name for the ob-
scure basis of our self- understanding, and the obscure basis of our understanding 
of everything that is not ourselves” (198). That obscurity is resolved for Male-
branche in the mystery of a divinity that mediates the subject’s “passage through 
alterity which makes any and all contact of the soul with itself necessarily ob-
scure” (199). in Butler’s reading, this connection between human and god as he 
manifests himself in this obscurity provides a way of understanding the complex 
underpinnings of what Merleau- Ponty called the “i can” in the Phenomenology of 
Perception, for it “is by virtue of this connection, which i cannot fully know, be-
tween sentience and god, that i understand myself to be a free being, one whose 
actions are not fully determined in advance, for whom action appears as a certain 
vacillating prospect” (199). Human free dom—that is to say, one’s possibilities for 
becoming—remains mysterious; it is not located “in” the subject, and yet its ani-
mating conditions, beyond the subject, exceed its ability fully to objectify them.
 at the end of her essay Butler suggests that we might understand these lec-
tures to constitute Merleau- Ponty’s recasting of “psychoanaly sis as a seventeenth 
century theology” (203). While the “material needs of infancy are not quite the 
same as the scene that Malebranche outlines for us as the primary touch of the di-
vine,” she writes, “we can see that his theology gives us a way to consider not only 
the primary conditions for human emergence but the requirement for alterity, the 
satisfaction of which paves the way for the emergence of the human itself” (204). 
individuals who have undergone normalizing surgeries provide a privileged op-
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portunity to examine the conditions that “pave the way” for this emergence and 
the conditions that impede it.
 Criticisms of the standard of care of intersex conditions that focus on the suf-
fering caused by past treatment speak evocatively to “the requirement for  alterity”—
the need for the “seeing” and “loving” (m)other. While criticisms of harm com-
mitted in the past, as well as uncertainty of outcomes for interventions performed 
today, are recognized by most pediatric specialists who continue to recommend, 
or present, normalizing surgery as an “option” (Parisi et al. 2007, 355), they per-
sist in seeing normalizing surgery as an important and perhaps even necessary 
means of securing parents’ love. The problems of the past—which many physi-
cians report they relay to parents faced with decisions about normalizing surgery 
today (355)—are understood to be the result of the inadequate surgical techniques 
of the past (e.g., Leslie et al. 2009). reducing these problems to technical matters, 
however, precludes consideration of what may be more consequential questions 
concerning the effects of normalizing surgery, however improved.
 The account of the mirror stage offered by Jacques Lacan provides an explicit 
psychoanalytic account of human emergence that Butler sees as implicit in Merleau- 
Ponty’s reading of Malebranche. Lacan’s discussion complements Merleau- Ponty’s 
reflections by providing a ground for recognizing the particular harms that nor-
malizing surgeries can effect, given that they are performed precisely during the 
period (between the ages of six and eighteen months) that Lacan identifies as the 
criti cal inauguration of this process of subject formation.8 Bringing Lacan’s ac-
count together with Merleau- Ponty’s engagement with Malebranche provides an 
important insight into a kind of harm that is difficult for physicians, and per-
haps even for those who experience it, to name, identify, or understand. Located 
at the junction of the corporeal and the psychic, it is neither precisely corporeal 
nor psychic, which may account for the challenge in recognizing what may be at 
stake for the child, her siblings, and the family as a whole, in parents’ decision to 
normalize children’s sex anatomy.
 During the first few months of life, before the process of individuation be-
gins, the infant relates to its body and the body of its mother in terms of their 
parts: the fist, the foot, or the nipple it finds in its mouth. The mirror stage marks 
the beginning of a process of identity formation in which the infant, starting at 
about six months of age, encounters what it takes to be its own unified image. 
This is, Lacan remarks, a joyful moment, arousing so much interest that the baby 
works to surmount the challenges of its inability to stand, devising the means to 
prolong its first recognition of itself as a whole body (1977 [1966], 2). But the “flut-
ter of jubilant activity” evident at this moment is not only the delight the infant 
takes in the image of its own body but also his delight in recognizing the “per-
sons and things” around him, in clud ing his own animated gaze and the mother 
the baby also sees reflected in the mirror.9
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 Many who write on the mirror stage emphasize the alienation that the recog-
nition of one’s body, distinct from other bodies, brings. as Merleau- Ponty writes, 
the “objectification of his own body discloses to the child his difference, his ‘in-
sularity,’ and, correlatively, that of others” (1964 [1960], 119; cf. 129). at least at the 
beginning of his exposition of the mirror stage, however, Lacan does not empha-
size alienation so much as the vulnerability of the baby, the observation that its 
joyful (mis)recognition of a unified image of itself comes at the moment when 
the baby is “still sunk in his . . . motor incapacity and nursling dependence” (1977 
[1966], 2).10

 in The Imaginary Domain, Drucilla Cornell argues that the “Lacanian ac-
count allows us to understand just how fragile the achievement of individuation 
is, and how easily it can be undermined, if not altogether destroyed, by either a 
physical or symbolic assault on the projection of bodily integrity” (1995, 38). The 
fragility of this achievement is owing to the dependency of the infant on the other, 
because the other enables the infant to repeat the experience of its mirror image, 
the experience that conveys its sense of bodily integrity as vital to the child’s de-
veloping sense of self. Cornell explains:

in this way, the sight of another human being, in clud ing the infant’s actual im-
age in the mirror, or in the eyes of the mother or primary caretaker, is crucial 
for shaping identity. This other, who, in turn, both appears as whole and con-
firms the infant in its projected and anticipated coherence by mirroring him or 
her as a self, becomes the matrix of a sense of continuity and coherence which 
the child’s present state of bodily disorganization would belie. (39)11

given the importance of the other’s role in this founding moment of subject for-
mation, we must ask what the implications of normalizing genital surgery dur-
ing this process of mirroring could entail. What effect might the changing of the 
body’s appearance have for the child? How might the pain of postsurgical recovery 
fig ure in what is, from a psychoanalytic perspective, a criti cal period in develop-
ment? What changes might occur in the ways those significant “others”—those 
whose eyes serve as mirrors to the infant—relate to him?
 if we are discouraged from asking such questions because of the paucity of 
good evidence we can gather from such an investigation, we should recall that it 
is precisely because of the fear that a parent will not relate well to a child with an 
atypi cal sex anatomy—that is, will not serve as a good mirror—that normalizing 
genital surgery remains the standard of care. But the fact that the sort of evidence 
most everyone wants is not forthcoming should not (as it largely has to this point) 
justify the unchecked performance of normalizing surgery in children too young 
to consent to these surgeries. it isn’t that physicians do not see cautionary tales 
in the experiences of those whose surgeries occurred ten or twenty or forty years 
ago; they evidently see in these stories errors or inadequacies of technique. Thus, 
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though they no longer justify these surgeries as a means of improving sexual or 
reproductive functioning, the questions they ask remain technical. Such ques-
tions demonstrate physicians’ assumptions that these interventions promote af-
fective, social functioning. in the experiences of those who are able to articulate 
their experience as adults, we find challenging responses to the recommendations 
of physicians to normalize a child’s appearance and to parents’ agreement—or 
sometimes urging—to do so.

Jim’s Story
Jim did not know anything about his sex reassignment until he was twelve years 
old. Company had arrived one evening at the house, and Jim was with his mother 
in her bedroom while she finished getting ready. “i don’t know why she chose then, 
but she told me that i was born a hermaphrodite and that i’d have to take pills to 
look like all the other girls.” Jim—then called kristi—recounts that this news, not 
that he would need to take hormone replacement, which he didn’t really under-
stand, but of his ambiguous sex, brought feelings of excitement, fear, and exhila-
ration. it was for him a kind of affirmation, a “recognition that there was some-
thing wrong with me, that there was a reason i was unhappy and riddled with 
anxiety.” it wasn’t that Jim always “knew” that he was born male; he describes in-
stead a sense of distance from his body, an “ineffable” sense of being out of place 
that was beyond his grasp, finally brought nearer by his mother’s revelation.12 Per-
haps it remained just out of his reach because his mother never told him about the 
two surgeries he had had—first at about thirteen months, and later, when he was 
three and a half—to remove a smaller than normal penis and undescended testes.
 Jim’s account of his childhood is a story of two different bodies. One was a 
model of athletic prowess. an accomplished soccer player despite the physical dis-
advantage entailed by not having hormone- producing gonads, he remembers how 
the soccer field was where he was “truly happy,” where he felt “very much in [his] 
body.” But as he got older, even that experience took on what he describes as the 
“grayness” that characterized his life off the field: “all the girls around me started 
to change, to look more like women, and more beautiful . . . i had to go to the doc-
tor to have my change take place.” The exhilaration Jim felt at twelve, when his 
sense of his difference from his peers was affirmed, flattened in later adolescence 
when he learned “i would need to take all these pills and put on weight, and de-
velop these breasts.” even so, he remembers, “i experienced my body as a success 
on the field. it didn’t come easily. The older i got, the more i was surrounded by 
girls who were better and better.” On the field, Jim’s body was fluent in what so-
ciologist george Herbert Mead called the “conversation of gestures” (Mead cited 
in Weiss 2008, 64) that organized it. There, all the players “were encouraged to 
behave the way that i behaved naturally, which was aggressive, and focused . . . 
thinking about the game.”
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 Despite, or maybe because of, the dull unhappiness he felt off the field, the re-
sentment that he felt toward his teammates who were as conversant in the femi-
nine gestures off the field as they were in those—athletic, unmarked, masculine—
gestures on it, Jim didn’t resist the vaginoplasty his mother presented him as “a 
matter of course” when he turned eighteen. From his narrative, it doesn’t seem 
that he saw vaginoplasty as a means of joining the girls in being the women they 
seemed so effortlessly to become; rather, it seems that his assent was a measure 
of his indifference to his body, to what happened to his body, when it wasn’t en-
gaged athletically. Presented as “what happens next,” it did happen.
 Cornell remarks that the mirror stage “is not a stage in the traditional sense, 
because one never completes it” (1995, 39).13 That is to say, the “coherence” that 
passing through the stage is supposed to secure is never finally achieved, and yet 
it is this sense of coherence, or imagined coherence, that grounds one’s identity, 
one’s sense of self. Put in other terms, the “self” the infant sees in the mirror is 
not “already ‘there.’ . . . instead, the self is constituted in and through the mirror-
ing process as other to its reality of bodily disorganization, and by having itself 
mirrored by others as a whole” (39).14 Jim’s description of a secure sense of self, 
of bodily integrity on the soccer field, reflects what he describes as the consistent 
approval he received, particularly from his father. But when he was not in train-
ing, when he was not playing, the disorganization, the “grayness,” returned. in his 
account, the vaginoplasty he came to despise was a somatic insult that provoked 
a deeper discontent, an inability to forget his body as he had previously done. it 
was also an obstacle to intimate relationships and, as he would learn later when 
he consulted with a physician, potentially life- threatening: vaginoplasties of the 
type Jim underwent had proven to be vulnerable to cancer growth (see Schober 
2006, 605–606). about a year after the surgery, Jim would look into his medi cal 
records and find out what had been taken from him.
 it would take a few more years before Jim would seek medi cal help. By that 
point he had long stopped taking the female hormones he was prescribed as a teen-
ager. His body consequently weakened with osteopenia (a condition where bone 
mineral density is lower than normal) and the onset of osteoporosis, his anger 
competing with his depression, Jim found a knowledgeable and compassionate 
physician and began a trial of testosterone therapy.15 He did so with some trepi-
dation, not because he feared transition, but because of his concern that it might 
not have any effect: “i was worried because when i was born, my genitals didn’t 
fully develop, the [doctor’s] concern was that my body didn’t respond to testoster-
one.” if hormone therapy wasn’t effective, Jim was afraid that he would be truly, as 
he put it, “up a creek.” But it did work. The wonder in Jim’s voice is evident when 
he recalls that his “body really sucked it in, absorbed every bit, like it was hun-
gry for it. it was magical.” it was magical because everything changed—his body 
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first and then the ways that others related to him. recovered fully from the os-
teopenia, “demedicalized,” as his doctor proclaimed him, he sought removal of 
the vaginoplasty.16 Jim was a new man.

a new Man, the Same kid
Jim’s triumphant recreation of himself is a remarkable testament to Merleau- 
Ponty’s observation of the way that a body’s sense of being “geared onto the world” 
is marked by the ways that one’s body and its intentions may be welcomed by the 
world. For the first time (at least off a soccer field), Jim describes the experience 
of what Merleau- Ponty characterizes as “a certain possession of the world by [his] 
body, a certain gearing of [his] body to the world”; his intentions “receive the re-
sponse they expect from the world” (1962 [1945], 250). in stores, at work, his inter-
actions with people demonstrated a marked difference; he experienced an un-
familiar ease as he related to and among others as a man.
 But his experience also confirms Merleau- Ponty’s claim that our existence 
“always carries forward its past, whether it be by accepting or disclaiming it” 
(393). This claim is perhaps best exemplified by the fact that those who knew Jim 
as kristi see the same person. it is not that he has not changed or that his friends, 
family, and longtime acquaintances were really seeing Jim all along, nor is it that 
he is still kristi. When people—those who knew him as a child or young adult, 
and his relieved mother—say that Jim is “the same kid” or remark that he “hasn’t 
changed at all,” they are speaking to a continuity in their sense of the person 
they know and love: his humor and gentle compassion, his resilience and edge. 
For those who knew kristi and now encounter Jim, Merleau- Ponty’s observations 
about our experience of the present and its relation to the past come to life.

With the arrival of every moment, its predecessor undergoes a change: i still 
have it in hand and it is still there, but already it is sinking away below the level 
of presents; in order to retain it, i need to reach through a thin layer of time. 
it is still the preceding moment, and i have the power to rejoin it as it was just 
now; i am not cut off from it, but still it would not belong to the past unless 
something had altered, unless it were beginning to outline itself, or project it-
self upon, my present, whereas a moment ago it was my present. (1962 [1945], 
416–417; origi nal emphasis)

The way that the meaning of one’s past can be changed by the present—a past that 
paradoxically retains its integrity notwithstanding that change—conditions the 
possibility for the “reinvention” Jim has effected. it may be helpful here to draw on 
Merleau- Ponty’s use of the image of “sedimentation” to understand how this is pos-
sible. One might imagine one’s experiences forming layers of sediment, constitut-
ing a foundation for the stream of understanding that is ongoing. Merleau- Ponty 
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cautions us to see sediment not as “an inert mass in the depths of our conscious-
ness” but as a ground that also conditions the possibility for the “spontaneity” 
that creates for Merleau- Ponty the “world- structure . . . at the core of conscious-
ness.” newly acquired thoughts or ways of seeing “draw their sustenance from my 
present thought, they offer me a meaning, but i give it back to them” (1962 [1945], 
130). novel thoughts or understandings of our experience can provide surprising 
new directions for consciousness and create new layers of sediment. Following 
Merleau- Ponty’s metaphor through to understand the effect of a change such as 
Jim’s, one might consider the effect that a particularly heavy rain or other distur-
bance could have on its flow: its appearance and movement may be dramatically 
reshaped, and yet its new appearance and direction would remain continuous with 
its previous incarnation. This notion of sedimentation provides a way to under-
stand how an in di vidual experiences oneself and one’s body as it becomes “ha-
bituated” to itself and its environment. it also speaks to the ways that intersub-
jective experience—the ways that we make sense of one another in gesture and 
speech—fig ures in the experiences we take to be “individual” but that must also 
be understood as formed and shared with others. The impression that Jim is the 
“same person” speaks phenomenologically to how Jim and those who knew him 
as kristi coexists with—and not despite—the significant change he has undergone.
 Jim’s transition to living as a man is not the first time he experienced a sig-
nificant shift in his view of his own past, however.17 When his mother told him 
that he had been born different, “special,” as she said, he saw his previous expe-
rience with new eyes, a perspective that changed his understanding of the past 
as he lived it in the present, laying down new possibilities for the future. When 
he finally learned years later that being born “special” prompted his castration 
and the removal of his penis, there was another shift, one that does not dimin-
ish his evident attachment to and love for his parents but that nevertheless com-
plicates it. as he puts it, “i never had any doubt that my parents loved me; i also 
never had a doubt that they were riddled with multiple prejudices about me and 
i . . . wished they were smarter and filled with less fear than they were.” Learning 
of the surgery brought a still different perspective on himself and his world. But 
understanding, as his parents and all those who care about him would come to 
understand, the consequences of his sex reassignment, they were also able to see, 
and so to mirror, this new man, “the same” lovable kid, before them.

Distorting the Mirror
Jim’s story—a story still in progress—should direct us to consider with care the 
nature of the psychosocial injury resulting from the secrets and silence maintained 
by families about their child’s condition, secrets kept from extended family and 
neighbors and from affected children themselves. Cheryl Chase observes that the 
“primary source of harm described by former patients is not surgery per se, but the 
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underlying attitude that intersexuality is so shameful that it must be erased before 
the child can have any say in what will be done to his or her body” (1999, 147). in 
Intersex and Identity, sociologist Sharon Preves elaborates on the consequences 
of the erasure Chase describes, particularly with regard to identity formation. it 
is precisely because our relations with others are central to our sense of self that 
physicians and parents believe that atypi cal sex anatomy must be corrected—and 
thereby concealed—lest individuals suffer.18 Drawing on Charles  Horton Cooley’s 
concept of the “looking- glass self” (1964 [1902]), Preves summarizes the sense of 
self that her interviews confirm in this way: “i am not what i think i am. i am not 
what you think i am. i am what i think you think i am” (2003, 21). Such a char-
acterization captures something of one’s everyday sense of self in the world and 
leads us to see the destabilizing effects of finding out that “what i think you think 
i am” turns out to be wrong, because the information that you (e.g., mother or fa-
ther) have provided me does not reflect what you think i am at all.
 to better appreciate what it means to see identity as an internalization of 
one’s perceptions of what the other sees, we should examine the significance of 
the revelation that Jim experienced, most acutely at nineteen, that what he had 
understood to be his parents’ and others’ “thinking” of his own self was at odds 
with the view presented in his medi cal records. What was shocking to Jim was 
not the knowledge of his sexual difference—that he had understood, if incom-
pletely, years earlier. What was shocking was learning of surgeries that had oc-
curred when he was too young to remember and discovering that his parents and 
others had withheld information from him that would allow him to make sense 
of his experience.
 Discussion of disclosure of a child’s condition in the 2006 Consensus State-
ment is brief:

The process of disclosure concerning facts about karyotype, gonadal status and 
prospects for future fertility is a collaborative ongoing action which requires a 
flexible individual- based approach. it should be planned with the parents from 
the time of diagnosis. Studies in other chronic medi cal disorders and of adop-
tees indicate that disclosure is associated with enhanced psychosocial adapta-
tion. (Hughes et al. 2006, 557–558)

This acknowledgment of the importance of disclosure, like so many acknowl-
edgments of the harm of past practices, is laudable. The brief analogous mention 
of what is known about the experience of those with chronic illness or who have 
been adopted is worth further investigation for understanding not only the bene-
fits of disclosure but also the considerable risks that failures to disclose may entail.
 There is now an abundance of evidence that a failure to disclose different as-
pects of a child’s adoption is harmful. Whether concealing the fact of the child’s 
adoption entirely (in periods in which adoption was maintained as much as pos-
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sible as a secret) or obscuring certain aspects of it (as is the case in “closed” adop-
tion), decades of research reveal a variety of resulting problems, most notably 
difficulties in identity formation.19 Psychologist Janet L. Hoopes describes the con-
clusions drawn by any number of psychologists starting from the mid- twentieth 
century who have attributed such difficulties to adoptees’ experience of “being cut 
off” from “an essential part of [themselves] . . . [that] remains unknown” (1990, 
152). Since the 1940s, psychologists have worked to identify the emotional difficul-
ties faced by many adoptees as a function of not sharing a “blood line” with their 
families, what the literature characterizes as “genealogical bewilderment” (152). 
today, the importance of knowing oneself through knowing one’s  forebears—that 
is, the importance of knowing one’s bio logi cal or genetic origins—is  entrenched in 
the field and provides increasing traction for a claim to a “right to know” one’s ori-
gins, in clud ing access to information about one’s birth parents or gamete  donors.20

 That many of the problems associated with adoptees’ sense of “shame, em-
barrassment, and lowered self- esteem” are mitigated by the process of open adop-
tion, however, does not support the claim of a natural imperative to know one’s 
origins; the changes prompted by open adoption suggest instead that the source 
of the harm lies in the “secrecy, anonymity, and mystique surrounding traditional 
adoption placement” (e.g., Baran and Pannor 1990, 317). Following this analy sis, 
it isn’t the “not knowing” that damages a person’s sense of self, but the revelation 
that others have actively prevented one from knowing something important about 
oneself or something considered significant by others. Following Cooley’s notion 
of the looking- glass self, we may see that what is damaging is the discovery that 
the sense you have of others’ view of you has been shrouded, or, in psychoana-
lytic terms, that the mirroring on which you have relied for a coherent sense of 
self bears too attenuated a resemblance to yourself; the image one has relied on is 
no longer recognizable.
 Whether owing to closed adoption or to secrecy surrounding normalizing 
genital surgery, the common experience of being shamed by having “the truth 
about oneself” withheld by others is striking. examining this common thread of 
shame provides a direction for understanding the nature of the injury of with-
holding the “secret” of one’s identity. Certainly the his tori cal imperative of con-
cealing the shameful conditions of adoption—from the “illegitimacy” of a child’s 
birth to the infertility of an adoptive couple—has motivated the entire spectrum 
of closed adoption practices.21 There is little question that the imperative of con-
cealing a child’s atypi cal sex, both surgically and socially, is similarly motivated. 
One should not wonder that the pernicious effects of this secrecy would likewise 
express themselves as narcissistic wounds, that is to say, injuries to one’s sense 
of worth. nor, following the more recent history of open adoption, should we be 
surprised that an individual’s being adopted should be something, if not entirely 
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unremarkable about oneself, that we might better see as an ordinary feature of a 
unique self.

a Sibling’s Story
There may be another way that lessons from other instances of concealment, and 
other instances of extraordinary involvement of medicine in children’s lives, can 
be instructive here. When i asked Jim about his sense of others’ perceptions of 
him in his youth and now as an adult—as the girl, kristi, and now as Jim—he said 
that the person i should really speak with was his younger sister, Mary katherine. 
as soon as Mary katherine and i began to talk, i understood that Jim’s suggestion 
that i speak with her was not only a response to my question about others’ per-
ceptions of him growing up. His sister’s experience was also a criti cal part of the 
more fundamental question he and i had been discussing about the consequences 
of the medi cal intervention for which his body was the explicit object, but the ef-
fects of which, he understood, had extended beyond his body and person. What 
he experienced as an infant, and then as a young adult, had had profound effects 
on his sense of self. Though he knew that his parents had each been affected in 
different ways by their own roles in his treatment and in raising him as kristi, 
he was now learning that those effects had been visited upon his sister as well.
 as adults Mary katherine and Jim are close, but both agree they had little 
in common growing up in their parents’ house. Their earlier memories of their 
childhood together look a lot like those of other siblings four years apart: Jim re-
members Mary katherine as the annoying little sister “constantly clamoring for 
attention”; Mary katherine felt ignored by her older sister, who challenged and 
defied their parents in ways she did not dare to. Things got a little better, Mary 
katherine remembers, when kristi went off to college. The physical distance was 
consonant with the emotional disconnection Mary katherine felt from her sib-
ling. Plus she had her parents to herself.
 Finding a bottle of the estrogen drug Premarin at home one day, Mary katherine 
gathered her courage—both siblings keenly recall how unwelcome questions were 
in their house—and asked her mother why her older sister took these pills. “When 
you’re older, we’ll tell you,” her mother responded. Unsatisfied with her mother’s 
response, but unable or unwilling to press further, Mary katherine took advan-
tage of finding herself home alone one day to conduct an internet search. She was 
perplexed when she found that kristi’s pills were “female hormones for women 
who were going through menopause.” Mary katherine wondered, “How can my 
young sister be going through menopause?” She held on to her questions until her 
first year of college, when another session at her family’s computer revealed her 
sister’s browsing history and she found herself on the website of the intersex So-
ciety of north america, with which Jim had made contact. Mary katherine re-
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members she “read everything” on the site that explained about atypi cally sexed 
bodies and how they were medically treated. Finally seeing the pattern in the ac-
cumulating shards of information, she confronted her mother, who “admitted 
that ‘[kristi] wanted to tell you while [s]he was here, but we asked [her] to wait.’”
 Mary katherine knows that in withholding the truth of her sibling’s medi-
cal history her parents were trying to protect her. But it wasn’t clear to her what 
hard truths they were trying to protect her from. Was it her brother’s surgeries? 
ambiguous sex? Her parents’ decisions? Their own vulnerability? Whatever the 
fearsome something was, Mary katherine felt instead “shut out,” like she wasn’t 
“part of this family.” Mary katherine now sees the early distance she felt from 
her family as a product of keeping her out of the secret that shaped all of their 
lives. She knows that Jim didn’t find out the full story himself until he was almost 
through college and that he wanted to tell her. She resents her parents for keep-
ing Jim from sharing what he had learned, from letting Mary katherine in. He 
knew, as she doesn’t think her parents knew, that she was “important enough to 
include me in.” She recognizes how the sadness she feels for the child and teen-
ager she was is also a result of the anger and grief she continues to feel on behalf 
of the brother she loves.
 The therapist Mary katherine began to see after her father’s passing suggested 
to Mary katherine that she was grieving the loss of the sister who is no longer. 
Certainly she is aware that her mother “misses kristi, or grieves the loss of her 
daughter.” Both her mother and father struggled mightily to use the right name, 
the apposite pronoun, when they talked to or about Jim, reverting frequently to 
the name they had given him after he was born, seeing him still as the girl the 
doctors had persuaded them was their child. Mary katherine adapted far more 
easily to Jim’s transition than did her parents, and she visibly bristles even now at 
any reference to Jim as kristi, even when recounting memories of events that oc-
curred before Jim’s transition. Unlike her mother, Mary katherine says, “i’m not 
grieving my sister . . . i don’t—i don’t miss that person . . . i never got to know that 
person, and that person couldn’t get to know me. it was an impossible thing.”
 The therapist’s proposal that Mary katherine grieves the loss of her sister is 
obviously a point of frustration for Mary katherine. it mistakes the source of the 
feelings that Mary katherine is struggling to sort out. The anger the therapist’s 
mistake provokes may also be explained by the implication that the decision to 
reassign her brother as a girl in infancy was somehow proper, or acceptable, that 
her sibling was once “really” her sister. Could it be that the therapist was not able 
to see that Mary katherine’s anger had another source because the therapist her-
self sees “kristi” as the origi nal sibling? if this is the case, the therapist unwittingly 
discounts Mary katherine’s own lived experience; she thus reenacts the stance 
of Mary katherine’s mother, whose insistence on seeing her oldest child as a girl 
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had so many consequences, unintended as everyone must agree, on Mary kath-
erine’s own sense of self.

Collateral Harm
even if Mary katherine didn’t feel that she knew the sister with whom she shared 
a house growing up, it is clear that her sibling was a criti cal part of her life during 
those years. That fact might not have been so clear to her as when she learned that 
it was the secret, or multiple secrets—of Jim’s birth, of the surgeries in infancy and 
young adulthood, of the hormone replacement—that had shaped her own expe-
rience in ways she has now begun to identify and understand. She remains sen-
sitive to what she always took to be Jim’s privileged position in the family, the re-
spect and admiration he seemed to command from his parents despite—or maybe 
because of—his resistance to them as a teenager. Mary katherine was not aware 
of Jim’s uncomplaining acquiescence to what went mostly unspoken even to Jim 
himself and can now make more sense of the continuity between what she sees 
as her brother’s preferential treatment in childhood and that special relationship 
between Jim and their mother that still leaves her feeling like a third wheel. as a 
child she could only understand the special attentions her sibling received at bed-
time as evidence that her parents loved Mary katherine less than kristi.
 There is no discussion of siblings in the clini cal or criti cal literature con-
cerning atypi cal sex, although study of siblings of children with serious illness, 
particularly of mental health outcomes for siblings of those with chronic disease, 
is now quite developed (e.g., Williams 1997). an emerging literature documents 
the experience of siblings of children with disabilities (e.g., Meyer 2009). Com-
mon themes are evident with respect to siblings of both those with illness and 
those with disability. Most striking is the salience of “feelings of isolation and 
anxiety . . . jealousy, conflicting feelings such as guilt and anger, and loneliness” 
(Houtzager et al. 2004, 591). Mary katherine is keenly aware of the jealousy she 
feels even today: “My mother treats my brother differently from the way she treats 
me. i feel like my mother has more—positive feelings for him . . . like she dotes on 
him. it may be because she doesn’t see him very oft en or maybe she feels guilt . . . 
i’m jealous of their relationship when we’re together.” a good deal of the experi-
ence psychologist Jeanne Safer describes in The Normal One: Life with a Difficult 
or Damaged Sibling (2002) captures the challenges Mary katherine faces. Safer 
talks about the ways that those who have siblings with a disability, or other sorts 
of difficulties, can be made to feel invisible in their families. in discussing the con-
sequences of feeling “shut out” by her parents in their efforts to shield her from 
the knowledge of her brother’s condition and his treatment, Mary katherine re-
flects on what she describes as her own feeling of “impairment.” She is criti cal of 
her own insecurity, of the ways she finds herself “seeking acceptance, seeking at-
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tention.” She also describes a kind of self- consciousness that gets in the way of her 
relating with others: “i worry about what i say, [i hold] back my feelings. i have a 
hard time communicating . . . and connecting with people on a deep emotional 
level.” She guesses that these feelings are common to those who have had experi-
ences like hers. Safer’s account confirms Mary katherine’s suspicions. even if they 
are not aware of a sibling’s condition (Safer 2002, 57), “normal ones” can experi-
ence “chronic overlooking [that] happens when desperate, overwhelmed adults . . . 
try to cope with situations that no parent bargains for, and few have emotional re-
sources to balance. as a result, many healthy siblings grow up with a hunger for 
attention that is never satisfied and that seems wrong to feel. Their needs, so con-
sistently ignored, become invisible to themselves” (94). Mary katherine’s story is 
like many of those Safer tells. But it departs from nearly all of them because Mary 
katherine and her brother, Jim, have opportunities for ongoing discussion, mu-
tual understanding, and reconciliation that many siblings Safer interviewed do 
not, opportunities that Mary katherine would not have had, one gathers, with 
kristi.
 now looking back, Mary katherine can start to make sense of what Jim de-
scribes as his envy of what he took to be his sister’s ease in her body and in the 
world. Jim could not have known, just as Mary katherine could not have known, 
how their parents’ feelings and experiences affected their treatment as children. 
after their father’s death, it was Jim who discovered the separate journals their 
parents kept during a marriage retreat years earlier. When asked “to describe their 
happiest moment as a married couple, they both separately said the birth of my 
sister.” Their father added his regret that he didn’t have the larger family he had 
envisioned for himself, Jim remembers, “but,” his father wrote, “the risk of hav-
ing another ‘kristi’ was too great.” in the end it is hard to identify who is, in Saf-
er’s terms, the “damaged” sibling. Because Jim’s story is an extraordinary one, 
marked less by ongoing struggle than by reinvention, the challenges that Mary 
katherine faces can now be more easily discerned, more readily acknowledged, 
in clud ing by Mary katherine herself.
 For all the differences between the relationship Mary katherine describes 
between herself and kristi, and that she now enjoys with Jim, there remains one 
point of continuity. Mary katherine now recognizes that her feelings of inade-
quacy, the questions about her own lovableness as a child, result from her com-
paring her parents’ treatment of kristi with how she was treated. as a child, she 
could only imagine that the closeness she saw between her parents and Jim was 
a reflection of Jim’s superiority or of her own inadequacy. Certainly kristi’s sta-
tus as the firstborn child might also have been a factor and could explain what 
Mary katherine sees as the privileged place that Jim occupies still. When Mary 
katherine talks about the jealousy she continues to experience when she is with 
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her brother and mother, she acknowledges having had “envious” feelings toward 
her brother, feelings that appear to have given way, as Melanie klein (1975 [1957]) 
remarks, to the gratitude she now experiences in what she and Jim can share, 
namely, the sort of private history common to siblings who grow up under the 
same roof, and who can understand, as only siblings can understand, the ordi-
nary outrages parental misdeeds provoke, even if the misdeeds include using the 
wrong pronoun to refer to one’s sibling. With Jim, Mary katherine says, “i can 
be myself; i can say anything,” and her brother will understand. She is obviously 
grateful for his advice in her professional work and appreciates the pleasure, too, 
of being her brother’s abiding ally.
 Psychoanaly sis, Safer observes, is “strangely silent” on the matter of siblings 
(2002, 29).22 The emerging literature concerning those with siblings with a dis-
ability, disease, or disorder of whatever kind nevertheless suggests the importance 
of siblings in one’s formation. Mary katherine’s narrative, and those increasingly 
available in print and online, point to the significant ways that siblings fig ure in the 
mirroring parents provide.23 Mary katherine’s narrative shares common threads 
with these emerging narratives, but is unlike them to the extent that her narra-
tive and Jim’s converge in ways that each is beginning to recognize. Both Mary 
katherine and Jim felt betrayed by their parents, and both felt that something im-
portant about them, something central to who they are, was withheld from them. 
The revelation of what Mary katherine’s parents had done—to Jim, to her, and in 
retrospect, to their relationship with one another—changed her vision of her par-
ents. The images her parents now reflect back to her, in life (her mother) and in 
death (her father), are not finally reconcilable with those she had before. in Mary 
katherine’s story, as in Jim’s, as in the innumerable stories of closed adoptions, 
we can see the damaging effects of the keeping of secrets and the effects of the 
revelation of secrets kept. We must recognize, too, that in seeing its own imag-
ined wholeness reflected in her parents’ gaze, the child sees also her parents’ gaze 
directed at her sibling(s).

The Possibility of an embodied ethics
Jim’s story provides an entrée into understanding the consequences of a treatment 
rationale grounded in satisfying the needs of parents or society, rather than those 
of children (as well as insight into how these can be sharply distinguished where 
we might not expect them to be). in making the aim of treatment the relief of par-
ents’ suffering, and seeking to resolve or diminish that suffering by altering the 
child’s body, by making it tolerable, the child is not seen. Making the love of par-
ents for a child conditioned on the child’s appearance puts that love in question; 
however good the intention, “the effect may be otherwise” (Dreger 2006b, 261). 
indeed, as adrienne asch puts it:
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By undertaking [cosmetic] surgery before children can voice feelings about 
their bodies and their lives, the most loving parent can unwittingly under-
mine the child’s confidence that she is lovable and loved. it is confidence in 
that love and lovableness that provides the foundation for dealing with what 
life brings. (2006, 229)

The confidence in one’s parents’ love that asch sees as vital to a child’s flourish-
ing also participates in the enigmatic becoming that Merleau- Ponty identifies in 
his reading of Malebranche. This confidence may be understood as a condition 
of the possibility of the embodied “i can,” the place where the body’s materiality 
and consciousness meet and engage in the world and with others.
 From Jim and Mary katherine we learn that damage to the “i can,” to the 
corporeal schema, can result from, or perhaps is more likely to result from, the 
kind of affective assault constituted by secrets and silence, and not only from scal-
pels. in their stories we see how half- truths, what is spoken and what goes un-
said, are integrated into their senses of self. Jim’s life is testament to the ways that 
the mirror stage is fragile and ongoing. in showing how one’s sense of self can so 
easily be damaged, his story also demonstrates how this fragility enables the pos-
sibility of refashioning a self on the sedimented foundation of one’s experience, 
of what has come before. Merleau- Ponty’s concept of sedimentation can help us 
better understand how such change is possible and, indeed, how such change oc-
curs in all of our lives, if not always with the triumph that Jim can claim. Mary 
katherine struggles as she comes to terms with the vexed privilege of how her 
“normality” made her invisible, of how not being seen has impeded her ability to 
see, especially her ability to see that she has experienced harm. Mary katherine 
did not suffer the surgeries performed on her brother’s body, and yet the damage 
she is coming to recognize is damage, like her brother’s, at the level of the corpo-
real schema.
 The exploration of an “embodied ethics” i have begun here must concern not 
only the status of the child as subject—or perhaps the children as subjects—but 
the parents’ subjectivity as well. as gail Weiss describes it, an embodied ethics 
is “grounded in the dynamic, bodily imperatives that emerge out of our intercor-
poreal exchanges and which in turn transform our own body [schemas], invest-
ing and reinvesting them with moral significance” (1999, 158). ethical reflection 
on parenting is oft en understood in terms of a parent’s responsibility to support 
the development of a child’s sense of self; bioethical discussions of such respon-
sibility are framed largely in the familiar kantian terms of autonomy and con-
sider dilemmas of treating children in terms of the “rights” of parents to make de-
cisions on behalf of beings who are not yet but will likely someday be bearers of 
these same rights. a phenomenological account of the enactment of the respon-
sibility a parent has to a child emphasizes quite a different ethical dimension, re-
vealing the ways that parents’ “acting upon” their children must also, at the same 
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time, entail being acted upon. This is the philosophical gloss on what alice Dre-
ger (2010b) writes in her Psychology Today blog:

if you want to be a parent, start getting used to the fact that your children will 
change you as much as you change them. i now know far more than i ever 
thought i would about trains, airplanes, and australian native species thanks 
to my son. i am also more patient, more organized, more disorganized, more 
sleep deprived, and more in love with him than i ever thought i’d be. if you 
would not have your child explicitly manipulate your identity as a condition of 
loving you, do not begin your relationship with your child by doing the same. 

 The ethical imperative articulated here—an embodied ethical imperative—
should perhaps be understood as an essential supplement to, rather than replace-
ment of, conventional approaches to bioethics. The imperative to which Dreger 
points is not one of “unconditional love”; it is instead an acknowledgment that 
parents’ love, together with the caring work that constitutes parenting, should be 
understood to shape not only the child but also the parent herself. it is because 
specialists of DSD are focused on the child that parents’ feelings and responses 
are given so central a role in the decisions made in the child’s care. Were an em-
bodied ethics to be taken seriously, however, it seems evident that the standard of 
care would change. its objects of intervention would shift from what is now rep-
resented as an exclusive focus on the well- being of “the patient” to include those 
who care for him, that is, to make the adjustment of the parents to “the child 
they weren’t expecting” (Dreger 2006b) a focus of care rather than a motivation 
for treatment decisions of the child that might not be in her best interests. Such 
an ethics may not easily be reduced to rules or immediately assessed via indica-
tors of “quality care.” The kind of phenomenological interrogation toward which 
Merleau- Ponty directs us offers resources for further investigation of the ethical 
challenges and requirements of caring for children with atypi cal sex anatomy. Be-
fore turning to these, i believe we need to better understand the obstacles to such 
an ethics as they present themselves today.



 5 a Question of ethics as/or  
a Question of Culture
The Problem of What Is  
and What Ought to Be

trying to understand and to describe the nature of the ethical violation en-
tailed by the standard of care for the treatment of atypi cal sex anatomies has been 
the focus of my analy sis thus far. The aim of my project up to this point is much 
like those of others working in the humanities and social sciences who have criti-
cized the practices associated with this standard. For all the power and cogency of 
that body of work, and for all the change that has occurred, the standard of care 
that makes normalization of the bodies of children with DSD the first and best 
option remains largely intact. The in di vidual and collaborative work that has laid 
out ethical problems entailed by the standard of care—by Suzanne kessler, anne 
Fausto- Sterling, Cheryl Chase, and alice Dreger, and then by those working in 
their wake—has not resulted in making cosmetic normalization a problem of an-
other time. trying to understand how it can be that the revelation of ethical vio-
lation has not resulted in change equal to that revelation is the focus of this chap-
ter and the one that follows.
 already we have a good sense of some of the barriers to recognizing ethical 
problems that are salient in the standard of care: the apparently unassailable “fact” 
of sexual difference functions as a ground for social meaning and organization. it 
may be difficult now to appreciate that as late as the 1990s most physicians did not 
see themselves as “having a position” on atypi cal sex anatomies and the standard 
of care until activism made clear that there was even a possibility, or need, of do-
ing so (S. J. kessler 1998, 119). in Lessons from the Intersexed, kessler writes that 
the 1996 ameri can academy of Pediatrics’ “Position on intersexuality,” issued in 
response to the picketing of their annual meeting, was “intended to bolster the 
medi cal viewpoint that early genital surgery is necessary for the emotional and 
cognitive development of intersex/ed children.” That is to say, the statement was 
an assertion of the noncontroversial status of the standard of care; it reaffirmed 
the claim made by one specialist in DSD care that medi cal practice takes place 
within “the context of what is rather than what should be” (120; origi nal emphasis). 
But as kessler sees it, the issuing of this statement marked a victory for activists 
who had, “for the first time, forced a medi cal group to publicly acknowledge that 
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intersexuality was something about which a view could be taken” (159n62). Per-
haps this is the moment at which the “conceptual, moral and practical messes” 
that hermaphroditism posed in the nineteenth century (Dreger 1996, cited in S. J. 
kessler 1998, 120) took root in the twentieth. twenty years after the founding of 
the intersex Society of north america, it appears that one of the biggest messes 
remains the persistent refusal of physicians to see the ethical problems posed by 
the standard of care as ethical problems. kessler diagnoses this problem as one 
owing to physicians’ views that their practices are “constrained by real world de-
mands,” that is, that they have no choice but to normalize anatomies that disrupt 
taken- for- granted notions of how things are in the world. But in so doing, physi-
cians refuse to recognize that they are themselves “creators of that world” to which 
they belong and that their practices serve to reinforce such notions (1998, 120; em-
phasis added).
 recognition by specialists who care for children with DSD that their profes-
sional work is not only shaped by culture but also functions itself to shape cul-
ture may not be easily achieved, because the standard of care for the manage-
ment of atypi cal sex anatomies has been formulated not with respect to what 
we might characterize as the “natural function” of bodies so much as with ap-
pearances of bodies, the standards of which are, as physicians acknowledge, de-
termined by one’s location in a particular cultural context. But examination of 
questions such as these is typi cally not considered by physicians as part of their 
work. Most of what are considered to be ethical questions in medicine—by phy-
sicians themselves, as well as by bioethicists—do not challenge the goals of medi-
cal practice, namely, the “good health” of the in di vidual or population. For the 
most part, the application of bioethical principles has focused on ensuring the 
soundness of the means of achieving that “good.” Suspect or conspicuously bad 
means of achieving a “good outcome” may corrupt that goal—this would be one 
way of casting the history of eugenics, for example, but the goal of medicine it-
self has rarely been the object of criticism. two decades after the beginning of in-
tersex activism, physicians readily grant that the means by which children’s bod-
ies have been normalized has effected harm. and yet, because the care of those 
with atypi cal anatomies may call into question the good of the goal of medi cal 
treatment in this case—that is, “normal sex appearance” (conflated, as it is, with 
“normal gender expression”)—the act of ethical reflection has been taken to be 
at odds, or somehow in tension, with medi cal practice.
 Sorting out the ways that this tension manifests itself is no simple task. it 
is not only a matter of recognizing that sound arguments laying out the ethical 
violation that the standard of care entails have not resulted in the fundamental 
changes one might expect; it is also necessary to try to understand why the his-
tory of the medi cal management of atypi cal sex anatomies looks increasingly like 
a history of moral failure. The experience of the woman i call andrea, diagnosed 
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with congenital adrenal hyperplasia in the 1950s, provides an opening for exam-
ining this history in more detail. Her story is remarkable because it appears that 
a great deal of time and deliberation went into her treatment by doctors at a place 
and time when so many physicians, if not ignorant about the function of the clito-
ris, believed nevertheless that partial or complete removal of a larger than normal 
clitoris was the best decision for patients.1 Unlike her peers with CaH, however, 
andrea was spared the worst of the treatment to which they were subject. as she 
related her story in conversation with me, it struck me that we might find there 
an instance in which doctors demonstrated awareness of the ethical questions 
raised by what kittay (2006) calls “the desire for normality.” But if, as i discov-
ered in later conversation with one of her physicians, we could find such an in-
stance of ethical grappling with normalization in andrea’s story, it was not ex-
actly as i had expected or, frankly, hoped.

Desiring normality: andrea’s Story
i spoke with andrea—andie—in 2011 for the same reason that i spoke with Jim: i 
sought insight into the nature of the harm effected by the standard of care. Their 
experiences share some common features: both had childhoods marked by sur-
geries in late infancy and later years, about which, they were given to understand, 
they should ask no questions; both made frequent visits to the doctor intended 
to feminize their bodies, and both had troubling questions about their sexual de-
sire for other girls. Unlike Jim, whose chromosomal sex was male and who was 
reassigned female in infancy, it appears that andie was quickly identified as a girl 
with the “classic,” salt- losing form of CaH. as a result, she would need far more 
regular visits to the doctor to regulate her hormones; her medi cal health could be 
so fragile that having an ordinary flu could result in hospitalization.
 Born to an upper- middle- class reform Jewish family in a large metropolitan 
city a few years after the end of the Second World War, andie sees her story as 
characteristic of an his tori cal moment. at mid- century ashkenazic Jewish chil-
dren in the United States were being increasingly identified with CaH, an auto-
somal recessive disorder that had not been well identified in previous decades.2 
Children who appeared perfectly healthy at birth would suddenly be in crisis—
adrenal crisis, as it became clear—and could die within days of onset. Before the 
wider availability of newborn screening programs, misdiagnosis of CaH was com-
mon and mortality was high. More information was gleaned in the late 1940s, most 
importantly by Lawson Wilkins (eder 2010; 2012), and research on optimal regu-
lation of the condition is ongoing. today children are typi cally identified prena-
tally (owing to family history) or soon after birth, a result of the newborn screen-
ing that became more common beginning in 2001 and is now universal in the 
United States and much of the developed world. But from the 1950s through to 
the end of the twentieth century, certain children with CaH benefited from be-
ing born in areas where there was greater prevalence of the disorder, which pro-
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moted broader familiarity in newborn nurseries and emergency rooms.3 andie 
was among those children who were fortunate to be identified at birth. as she 
tells it, this larger history of the increasing identification and understanding of 
CaH is criti cal for appreciating her treatment as a child and young adult. But just 
as criti cal to making sense of her experience, she believes, is the cultural legacy 
of assimilation she inherited along with the genetic mutation that results in her 
body’s failure to produce cortisol. Born after the Second World War, andie says, 
she received the strong message that it was important

not only to be assimilated Jews but to be unnoticeable. at this time, not only 
Jews—but maybe particularly Jews—were warehousing kids with Down Syn-
drome . . . and there was this strong, maybe unspoken desire to fit in and to 
not have anybody speculate about you . . . i think there was this not only so-
cietal thing about having a child that was “right,” but having a Jewish daugh-
ter who was “right.”

Having a clitoris that looked more like a small penis would be one of those things 
that was not right—not for her family and not, she says, for herself as an older child.
 andie’s thoughts about what motivated her care, and her willing cooperation 
in it, resonate with kittay’s reflections on normality at this time and place and her 
own experience as a Jewish immigrant to the United States at just the moment 
andie discusses. in the years after the revelation of the horrors of the Holocaust, 
kittay writes, “normality was deeply sought and deeply desired.” The desire for 
normality was a kind of desperate and encompassing desire, where

all that was regarded to be outside the normal—be it a revolutionary philosophy, 
an atypi cal sexuality, a deviant body, an unruly mind, a history of brutality, and 
surely grandparents, aunts, uncles, and cousins sent to the gas chambers—all 
these were banished from sight and from memory so that life could assume 
a predictability and stability that contrasted with war conditions. (2006, 91)

internalizing this message despite or because of her differences as an immigrant, a 
Jew, and someone whose life was marked by her parents’ horrible suffering,  kittay 
remembers, “i desired above all to be normal, to be like everyone else, to hide the 
pain of abnormality” (91).
 When andie decided in her thirties to finally confront the pain that had until 
that time been unspeakable, she began by asking her mother for details about her 
early diagnosis and treatment. Her mother remembered only that she was “circum-
cised,” maybe before they left the hospital. She did not recall much about the sur-
gery that andie clearly remembers undergoing when she was eight.  andie would 
learn as an adult that this was among the very first clitoral recessions, a surgery 
that did not cut any sensitive clitoral tissue, but concealed it by moving most of 
the visible portion of her clitoris under her pubis.4 “i remember a lot about the 
sutures,” she begins. “i was present for that surgery, although i know i distanced 
myself from it in many ways . . . Dissolving sutures were new, and i remember 
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pulling [them] out . . . and then, going back for the follow- up, they were ‘miracu-
lously dissolved!’ and i remember thinking [i needed to take them out myself be-
cause] ‘well, you hurt me the last time you were there!’”
 andie was not given much information about what kind of surgery she would 
have on that day, but she can recall vividly many of the details of the events that 
precipitated it.

Something happened at summer camp the year that i was eight . . . i remem-
ber where i was standing; i was getting out of my bathing suit, and a counselor 
maybe, or another girl, saw that i was different and pointed out how differ-
ent i was . . . i don’t remember what was said, but i remember that in Oc to-
ber after that summer (it was Oc to ber because we were starting to wear sweat-
ers), i finally approached my mother, and i remember thinking, “She’ll know 
how to answer this.”

When andie gets to this point in the narrative, she pauses, and her voice catches, 
remembering the gumption and fear and hope she felt as she approached her 
mother with the question she had held since that day at camp.

i asked her why—why i was different from other girls. and i can remember 
her saying something like, “Oh, sweetheart, what makes you say that?” and i 
must have told her what happened that summer, and . . . i was really hoping 
she would say, “You know, all girls are different, and some girls have bigger 
breasts and—all girls are different.” and what i remember was getting to the 
doctor pretty quickly after that. and i remember the genital check, and i re-
member that my mother was kind of standing over my shoulder, to see, and i 
don’t want to say that there was an audible gasp from her, but i remember that 
there was this body language- like withdrawal, and i remember that this [doc-
tor] with another doctor in practice with him—both endocrinologists . . . and 
i remember his brother [another pediatrician] being called in to the room, 
and having a discussion over my body. and as i’m looking up at [the three of] 
them, they are not at all connecting with me. They are looking at “this body.”

as traumatizing as these memories are for andie—the cruel or merely curious 
counselor or fellow camper who called attention to her bodily difference; her moth-
er’s alarm, first when andie asked why she was different, and then, in the doctor’s 
office, when her mother saw what the doctors saw; the coldness of the doctors’ 
objectifying gaze looking down at her body—she also remembers how strongly 
she wanted relief from these moments. She remembers how much she wanted to 
be normal.
 reflecting on her desire for normality growing up, andie remembers another 
surgery that occurred several years later. When, at fifteen, she still had not gotten 
her period, her doctors recommended she undergo what was then new explor-
atory laparoscopy to determine whether her not getting her period was a symp-
tom of a larger problem. They found no abnormality, and soon after, andie began 
to menstruate. She remembers her mother’s anger following what andie gath-
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ers was the doctor’s shrugging, “Well, i guess that [surgery] was unnecessary.” 
But unlike her mother, andie did not regret that later surgery: “i can remember, 
I wanted to do this. I wanted to know.” She wanted to know whether she was—
or could be—a “normal girl”: “i had these questions about my sex, my sexuality, 
and i was burning with some question—it was really all about my sexuality.” This 
burning question with which she struggled for most of her adult life was, she ex-
plains, the question she was really asking when she was eight and was the reason 
why she did not resist the genital surgery she had at that time. This struggle also 
explains, she reflects, the thank- you note she had written her doctor and discov-
ered in her medi cal file almost forty years later: “it says ‘thank you for’—and i 
had written something like, ‘thank you for making me feel like other girls,’ and 
i had crossed out the word, ‘feel,’ and put ‘look,’ then i crossed out ‘look like’—i 
was obviously having struggles with the fact that i wasn’t like other girls.” “When 
i was eight,” she continues, “i felt like, if i have these surgeries, i wouldn’t like 
girls anymore. and that’s what i wanted. and so when i wrote this letter to him, 
about feeling like other girls, i knew that that hadn’t gone away. [i knew] in those 
months after, that [the surgery] hadn’t magically cured my brain. So, you know, 
i just never felt like all the other girls.”
 The message that she was “different” was conveyed in a number of ways as 
she was growing up, not least through the multiple visits to the doctor she made 
with her mother through out her childhood. Having salt- losing CaH meant that 
her health needed to be monitored closely, and the medi cal records she sought 
as an adult document the frequent visits and consultations her doctor conducted 
with his colleagues. They confirm, too, andie’s sharp memory of the frequent 
genital checks to which she was subjected, in clud ing the one at eight she remem-
bers so clearly communicated—andie thinks explicitly, but can’t be sure—“that 
‘you don’t look—’ or ‘you’re not really a girl.’” andie worked very hard for most 
of her life to appear “like all the other girls.” While she never had any doubt that 
she was loved by her parents, she did have the sense that certain subjects—such 
as her body and her desire for girls—were dangerous and so off- limits.
 Throughout her telling of her story, it seemed that there was a close connec-
tion between andie’s perception of her anatomical difference and her desire for 
other girls—one of the reasons, it appears, that normalizing surgery was, and per-
haps continues to be, recommended.5 Without anyone’s saying so, these differ-
ences were for andie of a piece; she thought that changing her body could also 
change her desire and that she must do her part to make her desire align with 
the normalized body the surgeons had created when she was eight. The doctors 
and her parents both assured her that now she was normal and that “it would be 
okay.” When she went to college and learned for the first time that there were other 
women who desired women sexually, she was amazed. But she “steered clear [of 
them] because, she insisted to herself, ‘I was definitely normal,’” even if she had 
to work at it.
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it became like a discipline for me. even though i was in college, and there were 
a lot of lesbians around, i really kept along the other path, because i just knew 
that i wasn’t normal, and that was what i wanted to be. There was a part of me 
that—i didn’t know what to do with it, but it was that i knew: all of this [medi-
cal treatment] had been done so that i would be normal . . . i was bound and 
determined to be normal, to be that kid that my parents wanted.

With equal parts of pride and rue, andie insists, she was good at appearing normal. 
She married, started a successful business, and had the children—now teenagers—
she adores. But at thirty- eight, when she realized “that everybody was really happy 
with my life but me,” she ended her marriage and came out as lesbian.
 andie is one of the lucky ones, she believes. Unlike every other one of the 
contemporaries with CaH she has encountered in the last ten years or so, she was 
spared clitorectomy or what her doctor recorded as the “amputation” that a con-
sulting urologist suggested she have at fifteen. it is for this reason, she thinks, that 
she did not suffer the social isolation and inability to form intimate relationships 
she has seen in her peers with CaH. She wishes now that she had not had the cli-
toral recession to which she attached hopes of normalcy as a child. it makes her 
more self- conscious than she believes she would have been had she not had sur-
gery, and she does experience some of the discomfort that made the procedure 
fall out of favor after the late 1960s.6 nevertheless, she is aware of how fortunate 
she was to have had extraordinary medi cal treatment through out her childhood.
 it is andie’s fervent hope that efforts she has made to spur medi cal reform 
will mean that medi cal care will be based on genuine need and not motivated 
by the fear that she so adeptly internalized. in assembling the pieces of her story 
over these last few years, she has come to understand how little her parents really 
grasped about the treatment of her atypi cal sex anatomy and has had to accept 
how little they remember now. She understands why her doctors and parents made 
the decisions they did and sees these decisions as products of a time now past. in 
seeking to raise awareness of the terrible harm that has come from fear of differ-
ence, and, as she sees it, of prejudice, she has shared her story with medi cal stu-
dents and seeks now to help physicians focus on attending to the health and well- 
being of all those with CaH, children and adults, to normalize the treatment of 
a threatening lifelong disorder, and not the atypi cal genitals they may have.

“it Wouldn’t Have Been a Consideration”: ethical Judgment in  
Patient Care
For andie, who was raised in a secular Jewish family, her doctors’ being Ortho-
dox Jews was a curious detail of her medi cal history. Listening to her recount her 
story, i was struck by the fact that her treatment differed so significantly from that 
of most other women with CaH at this time, and i began to wonder if her physi-
cians’ observance of Jewish law could have played any role in their treatment deci-
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sions. The medi cal record she retrieved as an adult demonstrates that her doctors 
were cautious about surgical normalization. aside from a notation regarding her 
“circumcision” at two (contrary to her mother’s memory) and clitoral recession 
performed when she was eight, her doctor had recorded the exchange he had with 
a consulting urologist who would perform the surgery andie had at thirteen.7 in 
addition to the laparoscopy, the urologist had expressed his hope of performing 
a number of exams and procedures, in clud ing the recommended clitoral ampu-
tation. Her physician’s rejection of nearly all his colleague’s suggestions is tersely 
noted in her record: “Only examine under anesthesia . . . [,] leave clitoris alone.”
 in Women and Jewish Law, rachel Biale provides a helpful treatment of Hal-
akhic regulation of marriage and sexuality. Pursuant to the rules of Halakha, 
men are obligated to provide food, clothing, and onah, a broad term that explic-
itly encompasses the right of a woman to sexual pleasure (see Biale 1984, 121–126). 
Halakha is not an ethics, understood in philosophical terms, but a body of law 
drawn first from the torah (the first five books of the Hebrew Bible), from rab-
binical law, and from custom. i wondered if it was possible that andie’s Orthodox 
physicians had engaged in a kind of Halakhic reflection regarding the “dilemma” 
presented by her body that was also an ethical reflection on her role—and theirs—
in her treatment. The Halakhic proscription against bodily mutilation may well 
have provided some basis for caution in the performance of surgery in the ab-
sence of medi cal necessity.8 But there is also the distinctive place that ensuring a 
woman’s pleasure, in clud ing erotic pleasure, occupies as an integral component 
of the fulfillment of a husband’s duties under Halakha. Might we find in her doc-
tor’s approach a model or framework that could provide resources in ethical de-
cision making today?
 Thus my interest in speaking with her doctor lay not in the effect of any par-
ticular (or general) religiosity, but rather in whether there was a set of ethical 
guidelines at work in his medi cal practice. My efforts to find existing resources 
was frustrated by the fact that i cannot read Hebrew, the language in which most 
scholarship on Halakha is carried out. existing scholarship in english concerning 
these questions in the context of Halakha is scant; the little work in the literature 
is focused not on the questions of harm and bodily integrity that seemed salient 
to me, but instead on questions of gender assignment, a function, it appears, of 
the popu lar conflation of DSD and transsexuality, which makes DSD a problem 
of gender in so many discussions today (see gray 2012). But at the time of andie’s 
treatment, and in her particular case, gender assignment was not in question; in-
stead, concern was focused on whether or not she “looked like a normal girl.” if 
i wanted to know what had occurred to make her treatment unique, it was clear 
that i needed to talk to andie’s doctor.
 after a long and distinguished career, her pediatric endocrinologist had died. 
But his brother, the pediatrician with whom andie had remembered her doctor 
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consulting over the years, and who had been present at the exam that resulted 
in normalizing surgery when she was eight, remained in practice and agreed to 
speak with me. He remembered his former patient, to be sure. He knew how old 
she was now and asked how she was doing. i then asked him whether he thought 
his brother’s Jewish observance might have had any influence on the treatment 
decisions he made in andie’s case. Her treatment, i told him admiringly, was ex-
ceptional, and i wondered if there could be some connection between his broth-
er’s medi cal practice and his understanding of the requirements of Halakha.
 “i can reassure you,” the doctor began, that “my brother [made no decisions 
on the basis of Jewish law] because he would have done what he—regardless of any 
advice from the rabbis—thought what was best for the patient.” in response to my 
earnest efforts to determine if perhaps the laudatory caution his brother demon-
strated in the medi cal record and in andie’s reconstruction of events could have 
any source in his and his brother’s upbringing, the pediatrician emphatically re-
peated that “religious reasons” could have had no bearing on any decisions his 
brother made in the clinic. it was concern for the child’s normality, which was for 
him identical with her well- being, that provided the sole criterion for the girl’s 
treatment. When i importunately pressed the point, reminding the doctor that 
Orthodox Jews are concerned with erotic desire and with sexual pleasure (which 
may be tied to fertility not only for men but also for women), he said, “Yes [that is 
important].” 9 But after a pause, he added, “at the time, [erotic sensation] wouldn’t 
have been a consideration. The consideration would have been whether we thought 
that the repair . . . would have led to better development  psychologically . . . to 
have a big clitoris . . . would . . . make her be out of the ordinary . . . [My brother] 
would have advised repair.” in our conversation it was clear that for this pediatri-
cian, as for the brother he spoke for, the best interests of their patient were para-
mount. “Looking normal,” something that was criti cal for the patient’s psycho-
logical well- being and her prospects for marriage and children, for a normal life, 
were more important, he affirmed, than the possibility of impaired erotic response. 
Just as evident, however, was the strong exception he took to my forthright sug-
gestion that an ethical commitment might have played a role in the care of his 
patient. it may be that, consistent with andie’s memory, the suggestion that “reli-
gious observance”—that is to say, Jewish observance—had any role in the modern 
life of postwar america was threatening somehow, that it could be construed as 
being in tension with the requirements or prevailing views that governed stan-
dard medi cal practice of the day. He wanted me to understand that if there was 
anything distinctive about the treatment andie received, it was only because she 
was fortunate enough to have as her physician one of the nation’s most capable 
pediatric endocrinologists, a leader in the field who sought to provide his patients 
with state- of- the- art care.
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 i did not doubt the pediatrician’s representation of his brother’s decision. i 
was disappointed that my hypothesis regarding the rationale for andie’s uncom-
monly good treatment could not be substantiated, but i was also troubled by what 
seemed to me his adamant denial that Jewish law, arguably a resource for ethical 
decision making, could have any bearing on treatment decisions, as if such an in-
fluence would itself constitute an ethical violation.10

 i could not shake the impression of the offense i had provoked in my sugges-
tion to andie’s pediatrician that his brother’s observance of Jewish law had in-
fluenced judgments he made in his care of a patient. i sought guidance from an-
other physician, Dr. Linden, a specialist in a field wholly unrelated to DSD care. 
He is an observant Jew who has been a leader in medi cal ethics, in clud ing Hal-
akhic ethics. i relayed to him my experience with the pediatrician and the pedi-
atrician’s insistence that Halakha had no role in any aspect of his medi cal prac-
tice. Dr. Linden provided his own analy sis of the “case” before him; in his view 
the treatment that andie received would be wholly in line with Jewish law. The 
intention motivating cosmetic surgery could not be construed as the prohibited 
“mutilation” for its own sake, but the psychological well- being of the girl, in clud-
ing, of course, the prospect of a loving marriage and children. Dr. Linden took 
the pediatrician’s denial of the connection between the treatment andie had re-
ceived and her doctors’ religious commitments as a statement that in this case 
there were no conflicts between the aims of the standard of care and the require-
ments of Halakha. But, like me, he puzzled over the pediatrician’s implying that 
there could be a tension between the observance of Jewish law and the best inter-
ests of a child.
 i understood the possibility that the pediatrician might be sensitive to the 
charge that “religion,” popu larly cast in the United States at this time as a matter 
of personal, in di vidual beliefs, had played some inappropriate role in the practice 
of medicine, particularly in the care of someone who did not share those beliefs. 
Furthermore, anyone knowledgeable about the anti- Semitism of the post–World 
War ii years could appreciate why an observant Jewish physician practicing dur-
ing this period would maintain even today that his religious values or beliefs had 
had no bearing on his professional judgment or commitment to his patients. But 
for me there remained a troubling sense that where the treatment of children with 
atypi cal sex was concerned, it was not only religion that physicians believed had 
no role to play but also that ethical reflection itself could have no place.

Seeking Moral Sanction
in response to my questions concerning what seemed to me the tension expressed 
by andie’s pediatrician between patient care and ethics, Dr. Linden told me, “ex-
cellent patient care is the ethical thing to do. There is no tension [between the two].” 
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There are, of course, dilemmas that arise in the conduct of medicine, as the physi-
cian noted, in clud ing those involving a conflict between two ethical imperatives—
for example, when forced to choose between the life of a pregnant woman and 
that of her fetus, or the ethical quandaries surrounding the decision to maintain 
someone on life support. Such dilemmas—where conflicting demands of moral 
actors are obvious—are the mainstay of courses in medi cal ethics. But most physi-
cians do not necessarily confront ethical questions in the routine practice of their 
profession; the aim of their practice, understood as the promotion of the health 
of their in di vidual patients and of the population, is unquestionably a good and 
so invites no further interrogation.
 While Dr. Linden rightly sees the continuity between “good patient care” and 
ethics in medicine, the imperatives defining each are not the same. it is worth ask-
ing whether the imperatives that have guided care of children with DSD have, or 
currently do, make in di vidual “patient care” the focus or whether the aim of treat-
ment might more precisely be characterized in terms of the ends of “good medi-
cine,” what appears in the case of DSD care to amount to the promotion of “nor-
mality.” in distinguishing the ends of medicine from those of morality, i follow 
the distinction introduced by immanuel kant—whose moral theory shapes the 
framework of bioethical principles—between “imperatives of skill” and “moral 
imperatives.” With respect to imperatives of skill, kant writes, “there is absolutely 
no question about the rationality or goodness of the end, but only about what must 
be done to attain it. a prescription required by a doctor in order to cure his man 
completely and one required by a poisoner in order to make sure of killing him 
are of equal value so far as each serves to effect its purpose perfectly” (1964 [1785], 
82–83). an imperative of skill is concerned simply with the end to be achieved. 
its value, its success, is bound to this end. a moral imperative, for kant, is not 
good “for” some purpose, as are imperatives of skill; it is good in itself: “This im-
perative is categorical. it is not concerned, not with the matter of the action and 
its presumed results, but with its form and with the principle from which it fol-
lows” (83–84; origi nal emphasis). Juxtaposing these distinctive imperatives may 
help us to better appreciate why physicians may see ethical reflection to lie out-
side the practice of medicine and why, to the extent that medi cal practice involves 
not simply outcomes, but flesh- and- blood individuals whose well- being is bound 
to those outcomes, ethical reflection and moral action are, at the same time, es-
sential to that practice.
 efforts to normalize children’s atypi cal anatomies more generally have a long 
history that demonstrates the intertwining of these distinct imperatives of skill and 
morality. The thread we may trace through out this history—or multiple  histories—
is initial faith in the goodness of the end sought (namely, normalization), followed 
by reform spurred by revelations of harms unintentionally committed in these at-
tempts to promote individuals’ well- being. The reconstruction of missing or in-
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complete fingers in children (S. J. kessler 1990, 125–127) and in craniofacial repair 
for infants and children with cleft lip and palate (see, e.g., Mouradian et al. 2006) 
are examples that follow this pattern. These types of reconstructive surgeries go 
on, and continue to be refined; what has changed is the psychosocial support of-
fered to parents and children, as well as developing appreciation of the decision- 
making capacities of children and the responsibilities of parents to support that 
decision making (see, e.g., alderson 2006). Other normalizing practices in medi-
cine that have been shown to be risky or even life- threatening, such as the pre-
scription of the synthetic estrogen diethylstilbestrol (DeS) to stunt the growth 
of tall girls, have all but entirely ceased.11 The feminist movement has broadened 
the conception of what is acceptable—what counts as normal—for girls; changes 
in standards for boys have not kept pace. The questionable use of human growth 
hormone, particularly to increase height in shorter boys, continues in the United 
States (see, e.g., Dreger 2011) despite opposition to use of DeS for girls. Whether 
in the past or ongoing, these efforts to normalize children’s bodies have seemed 
at some point a self- evident good, both medi cal and moral, and physicians’ en-
dorsement of these practices has served not only to instill confidence in parents 
that a normalizing intervention is warranted but also to convey that withholding 
such an intervention might itself constitute a wrong, as many specialists in DSD 
care have claimed over the years.12

 What parents and physicians alike have had to learn as each normalizing 
technology arises is that this confidence in its goodness is not one grounded in 
evidence that a particular intervention will produce the flourishing or happiness 
it promises and that this confidence may serve—indeed, appears repeatedly to 
have served—to conceal from physicians and parents the possibilities of harm. 
today most specialists in DSD care generally seem to maintain a sense that the 
bene fits of normality—for the child and also for the parents—justify the risks of 
the interventions. Like andie’s doctors more than fifty years ago, most do not re-
spond directly to questions, challenges, or doubts that have been raised or that 
they may themselves have. What philosophers would recognize as moral justifi-
cation for normalizing surgeries was largely absent through the twentieth cen-
tury. But to the questions that had been raised at this time, one physician sought, 
and believes he has found, conclusive evidence to support the standard of care, 
thereby settling any outstanding “ethical questions” concerning that standard.
 Working in collaboration with colleagues in South and east asia, australian 
garry Warne, a pediatric endocrinologist, claims to have found in the experience 
of children with DSD in developing countries proof of “the burden of the condi-
tion” (Warne and raza 2008, 227) that, in his own country, would be “relieved” 
by surgical intervention. in “intersex east and West,” Warne and his colleague 
Vijayalkshmi Bhatia describe the impasse they understand to have occurred in 
the conflict between physicians and “activists” over what the authors character-
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ize as the remaining ethical questions concerning normalizing surgery, questions, 
they clarify, of “when” and “how” to perform surgery (2006, 183; see also Warne 
and Mann 2011, 662). By contrast, in the asian countries where the authors have 
worked and studied, there is no question of when and how to perform normal-
izing surgery, because in those places, “children born with ambiguous genitalia 
grow up with their origi nal anatomy,” exactly as do all children with the variety 
of “deformities and disabilities” for which treatment is unavailable. How, these au-
thors ask, do these children do without cosmetic modification? “are they treated 
with the respect and dignity that would allow them to grow up with intact self- 
esteem, and are they thereby empowered to make their own decisions about when 
to undergo surgery, or whether they need surgery at all?” (Warne and  Bhatia 2006, 
183). rather than respond to this question (which appears to have been a rhetori-
cal question, given that this care is not available), the authors provide a detailed 
discussion of their experience treating children in india, Vietnam, and australia. 
They address the role of culture in shaping parents’ expectations and acceptance 
or resistance to surgeries (and sometimes sex reassignment) in children seen in 
clinics by visiting physicians and document the outcomes in the children treated.
 Warne and Bhatia suggest that examination of what they deem to be the ter-
rible consequences of social stigma attaching to individuals with DSD who can-
not benefit from West ern medi cal intervention can afford special insight into our 
own culture and serve to clarify the imperative for normalization that is enacted 
in the West. to appreciate the nature of the imperative they seek to identify, we 
must reckon with Warne and Bhatia’s understanding of the stigma they regard as a 
matter not so much of culture—as stigma has been fig ured from erving goffman 
(1963) forward—but of nature. Where cultural values vary from india to Vietnam 
to australia, stigma attached to individuals with DSD, they argue, is the constant. 
The prospect of letting children be—as the authors suggest we may witness in the 
cases of india and Vietnam, where surgery is unavailable or grossly inadequate—
“leads to greater unhappiness” (Warne and Bhatia 2006, 203) than the relatively 
positive outcomes they recorded in australia, where, as in other developed coun-
tries, surgery is the standard of care.
 i should acknowledge that Warne has done important work in bringing at-
tention to what all regard as the criti cal medi cal needs of children with vari ous 
forms of DSD. in a 2008 essay Warne wrote with Jamal raza, the authors address 
the genuine health challenges associated with some DSD—for example, the scar-
city of inexpensive and proven medicines to help manage the potentially fatal 
hormonal imbalances in children with salt- losing congenital adrenal hyperplasia. 
Warne and raza rightly call attention to the exclusion of such medicines from the 
World Health Organization’s essential Medicines List (medicines that the WHO 
recommends should be available to affected populations) (Warne and raza 2008, 
233–234). even though the imperative of such care (and the risk of cancer that ac-
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companies some conditions) fig ures among the concerns that Warne and raza 
enumerate, the obvious priority the authors assign the social implications of DSD 
suggests that the motivation for their concern about the care of children in the 
global south is not principally one of medi cal health, but of the consequences of 
the social stigma that they believe attaches to those individuals who cannot benefit 
from West ern medi cal intervention.
 in making their case for the “natural” imperative of normalization, Warne 
and his colleagues ignore substantial anthropological evidence that in cultures 
where there is a high concentration of a particular DSD—such as in the Philippines 
(Howell and Paris 2011, 92), in the Dominican repub lic (imperato- Mcginley et 
al. 1979), and in Papua new guinea (abramson and Pinkerton 1995)—the stigma 
Warne and his colleagues guarantee is not actually present. rather than criti cal 
insight into their own practices and the understandings that make sense of or jus-
tify those practices, it appears that Warne and Bhatia aim instead to confirm what 
they take to be the a priori goodness of the prevailing rationale for  normalizing 
surgery. Casting their inquiries as a response to what they term the “ethical” ques-
tions that have been posed about the standard of care—a standard that all agree 
his tori cally violated every accepted principle of bioethics—Warne and his col-
laborators seek to identify a unique sanction, a natural imperative in the difficul-
ties that individuals with DSDs and their families face in underdeveloped parts 
of the world. They argue that in impoverished countries where cosmetic surgery 
is not available, or made inaccessible by prohibitive cost, the stigma is not refig-
ured by the community but remains stable, even across distinctive cultural con-
texts. The claim that underlies the work of Warne and his colleagues looks like 
this: in parts of the world, such as india and Vietnam, where West ern “ethical” 
standards are not a factor in the care of children with DSD, we find a glimpse into 
the natural order of things and identify an imperative that medicine should heed. 
Critics of the standard of care have forcefully and persuasively identified ethical 
problems entailed by the standard of care, and have argued for the elimination 
of cosmetic intervention for non- consenting infants and young children. rather 
than reconsider the standard of care in light of these challenges, Warne and his 
colleagues tell us instead that this so- called ethical challenge, which would put off 
normalizing surgery in non- consenting children, results in a violation of a physi-
cian’s oath to do no harm, for without normalization, children and their families 
will be inescapably subject to the stigma—the natural, and so universal, stigma—
that attaches to those with atypi cal sex.
 ethics, as most trained in the West ern tradition will understand it, is thus 
rendered invalid. genuinely ethical practice, Warne and his collaborators hold, is 
grounded in what is natural, which is identical with what is true. in other words, 
where the ethical principles grounding bioethics distinguish between the descrip-
tive and the normative, what is and what ought to be, Warne and his colleagues 
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urge us to see that, at least where the treatment of DSD is concerned, what “ought” 
to be is already present in what “is.”13 in a reversal of the deontological terms that 
form the basis for bioethical principles today, the moral imperative is shaped not 
by reason, but by nature; that is, the imperative emerges in what Warne and his 
colleagues claim is the natural abhorrence of atypi cally sexed bodies, together 
with the (also natural—what kant would thereby characterize as “necessary,” or 
what might in this context be characterized as “inevitable”) exclusion or isolation 
that revulsion supports.
 Seeing the case in favor of ethical surgery framed in this way, i was able to 
more precisely identify what so troubled me about the discussion with the pe-
diatrician who had participated in andie’s care. His insistence that no ethical 
framework had played a role in her care might not simply be a function of his re-
sponse—whether deliberate or not—to prevailing cultural expectations or con-
straints, but might instead be continuous with the position outlined by Warne, 
what i take to constitute a naturalistic rejection of ethics. it seemed that if for 
 andie’s pediatrician “ethics”—that is, a kind of enactment of a religious or philo-
sophical  commitment—had played some role in treatment decisions, the sound-
ness of those decisions as medi cal decisions—decisions whose imperative is not, 
as the physician told kessler, grounded in how things ought to be, but rather how 
they are—would be compromised.

The Cultural Problem with ethics or the ethical Problem with Culture? 
“The problem” of intersex has been taken to be a problem of the individuals whose 
bodies somehow defy the clear distinction between male and female. in chapter 
3 i proposed that we relocate the problem from the bodies of those with atypi cal 
sex and find it instead in “the rest of us,” that is to say, in the problem of societal 
intolerance. effecting such a shift in moral perspective might seem a daunting 
task. it will be particularly daunting, i believe, if we see this challenge to require 
a transformation of our understanding of gender, a transformation of our un-
derstanding of the basic division of society into men and women, boys and girls.
 among the most important “lessons from the intersexed,” according to Suzanne 
kessler, must be acceptance of the category of gender as “always constructed.” no 
longer should we understand the construction of gender to apply only in the cases 
of those children who have had “reconstructive (which is not to say cosmetic) sur-
gery.” in this view the refusal to view genital ambiguity or other manifestations 
of atypi cal sex as a sign of the cultural construction of gender as a whole has re-
sulted in the imperative to normalize children’s bodies. “accepting genital ambi-
guity as a natural option,” kessler famously wrote, “would require that physicians 
also acknowledge that genital ambiguity is ‘corrected,’ not because it is threaten-
ing to the infant’s life but because it is threatening to the infant’s culture” (1990, 
25; 1998, 32).
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 i suspect that one reason that normalizing surgeries continue to be cast to-
day as an imperative—and those few parents who have delayed or declined sur-
gery taken to be unusual or even exceptional, together with the small number of 
physicians who recommend against such surgery—is that the category of gender 
is a fundamental organizing structure of our social world, a privileged “struc-
turing structure” (Bourdieu 1990 [1980], 53). So fundamental is it that we may 
say that gender—or, more accurately, sexual difference—is the primary structure 
through which we make sense of the world and the world makes sense of us. For 
this reason i believe that understanding the problem of atypi cal sex in the terms 
that kessler first proposed, the terms that have guided so much criti cal discus-
sion in the two decades following—that is, as a problem of the “misrecognition” 
of sex as a social production—has functioned not to promote reform in care, but 
to justify ever more powerfully a standard of care that is intended to afford a child 
what are thought to be the considerable benefits of normality.
 Framed as a conflict between opposing views of gender or sexual  difference—
where, on one extreme, many physicians subscribe to the view of intractable “natu-
ral” division and, on the other, feminists see a deeply embedded cultural produc-
tion, “an act of constitutive uncertainty” (Morland 2011, 150), the ethical problems 
presented by the urgency to “fix” children in ways that have been demonstrated to 
promote harm, rather than flourishing, recede from view. The task is not a matter 
of making a good argument against the standard of care (as philosophers might 
want), but may require instead that we consider more carefully why it is that what 
appear to be sound arguments against the standard of care have failed.
 i want to propose that in the work of garry Warne and his colleagues we 
may find unlikely direction for developing the sort of understanding that makes 
sense of the force of normalization that effectively resists the sound and logi-
cally powerful arguments that have repeatedly challenged it. recall that in their 
work, particularly in the essay Warne authored with Bhatia, the authors claim to 
seek insight into West ern cultural practices by examining non- West ern practices. 
“it may be difficult for us to discern cultural influence on our decision- making 
from ‘inside’ our own culture,” they write, “but stepping ‘outside’ may give us a 
glimpse of our culture as others see it” (2006, 183). rather than look at the pur-
portedly terrible outcomes of children with DSD in other countries who do not 
have the access to surgical normalization, however, we might consider instead 
the remarkable similarity between the motivations for maintaining rites of “tra-
ditional” genital cutting that have occurred over centuries in much of africa and 
parts of the Middle east and those that have supported the performance of nor-
malizing surgeries in the United States and Canada as well as through out europe 
and australia since the 1950s.
 The 2012 statement by the Public Policy advisory network on Female geni-
tal Surgeries in africa is particularly instructive in providing a basis for this com-
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parison. in an effort to promote more enlightened and informed discussion of 
 female genital modifications in africa, the statement criticizes the inflammatory, 
“one- sided” characterizations that have proved polarizing and calls for greater 
accuracy and understanding that can promote genuine dialogue (19). in place of 
the term “mutilation” or even “cutting,” the authors use the term “surgery,” thus 
identifying what have been presented as “cultural” (ignorant, primitive, uncivi-
lized) practices associated with genital cutting in the south with those “medical” 
(beneficent, scientific, modern) practices performed by physicians in the north. 
The network nowhere makes specific reference to normalizing surgeries for atypi-
cal genitalia in its statement. including such surgeries would have reinforced the 
network’s argument that genital surgeries wherever practiced are motivated by 
what they characterize as cultural “conceptions of a normal body and appropri-
ate gender development” (20).
 in her comparison of normalizing genital surgeries for atypi cal sex anato-
mies with “traditional” practices of genital cutting in Lessons from the Intersexed, 
Suzanne kessler observed that both practices aim “to reduce variability within 
each gender and to increase differences between the two genders” (1998, 119). am-
plifying the appearance of sexual difference, members of the network confirm, 
“is a significant feature of genital surgery from the point of view of insiders who 
support the practice.”

in the case of male genital surgeries, the aim is to enhance male gender iden-
tity by removing bodily signs of femininity (the foreskin is perceived as a fleshy, 
vagina- like female element on the male body). in the case of female genital sur-
geries, the aim is oft en to enhance female gender identity by removing bodily 
signs of masculinity (the visible part of the clitoris is perceived as a protrud-
ing, penis- like masculine element on the female body). (Public Policy advi-
sory network 2012, 22)

The social reward for compliance with genital modification is high. The authors 
note that participating in normalizing practices can mark one’s inclusion, or sense 
of belonging, in a social group. Furthermore, individuals who have had such sur-
geries see them as a route to “cosmetic beautification, moral enhancement, or dig-
nifying improvement of the appearance of the human body” (21).14

 But if the rewards described by the authors of the statement resonate with 
the rationale for normalizing atypi cal sex anatomies in children, so do the risks 
of noncompliance: “cosmetically unmodified genitals in both men and woman 
are perceived and experienced as distasteful, unclean, excessively fleshy, malodor-
ous, and somewhat ugly to behold and touch” (21), which is to say, such genitals 
provoke disgust. Contesting the view that such surgeries are regarded as muti-
lations by “insiders,” the authors remind their readers that aesthetic norms gov-
erning genital appearance in africa are beginning to take hold in europe and 
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north america, where “the ideal of a smooth and clean genital look” has made 
clitoral reduction and labiaplasty “one of the fastest growing forms of cosmetic 
surgery in those regions of the world” (23).
 as presented in the statement by the Public Policy advisory network, there 
are important similarities between rites that have been practiced for centuries 
among communities through out africa and those that are emerging in europe 
and north america. There are nevertheless striking differences between the two. 
Where those practicing genital modification in europe and north america would 
regard these as elective cosmetic enhancements, those in africa may regard these 
practices, together with the elaborate rites that comprise initiation, as fundamen-
tal to the constitution of one’s personhood. as anthropologist Fuambai ahmadu 
documents in her ethnographic study of initiation among Sierra Leone’s kono, 
the men’s and women’s “societies” charged with carrying out these rites are “re-
sponsible for the ‘creation’ of female and male sociocultural beings from the raw 
material of nature, young children” (2000, 288). rather than the “natural fact” 
that sexual difference is generally taken to be in the West, the kono regard sexual 
difference as a “cultural creation” (288). rites of initiation are practices that not 
only shape what might otherwise be taken to be a natural capacity for procreation 
but also function as the condition for po liti cal participation, for “legal rights and 
dignity” within these communities (309).
 examining global practices of genital modification as a matter of produc-
ing gender, one might characterize the differences in the meanings between the 
practices ahmadu describes and the surgical normalization of genitalia in chil-
dren with DSD as differences of degree rather than kind. among the significant 
differences is the fact that among peoples like the kono, all “legal” members of 
their society partake in these rights; that is, the work of creating meaning is a col-
lective endeavor that requires the sacrifice of all. in the West the work of main-
taining a coherent notion of sexual difference appears to require the sacrifice of 
a few.15 Until recently, this sacrifice was completely shielded from view. interven-
tions to normalize atypi cal sex anatomies have been regarded as private not only 
because they concern parts of our bodies culturally regarded as intimate but also 
because the difference these anatomies mark is regarded as shameful. The secret—
the “open secret”—of kono initiation is not, or has not his tori cally been, main-
tained as a mark of shame, but rather one of pride in exclusive membership as an 
adult in a respected community.16

 While the differences are marked and the histories apparently divergent, there 
is a point in the mid- twentieth century where the histories of genital modification 
in africa and the surgical normalization of children in north america converge. 
in their 1966 article, Drs. robert gross, Judson randolph, and John  Crigler, three 
of the pioneers of normalizing surgery for atypi cal sex anatomies at the Children’s 
Hospital Medical Center at Harvard Medical School (the chief competitor in this 
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area to the group at Johns Hopkins, discussed in chapter 1), sought to reassure 
those who might be “reluctant to advocate excision of even the most grotesquely 
enlarged clitoris.” The doctors attribute this reluctance to “the belief that the cli-
toris is necessary for normal sexual function [in women].” But this belief “is no 
longer tenable,” they write, for “there are a number of sound studies which dem-
onstrate normal sexual response in females who have undergone clitoral extirpa-
tion” (1966, 307).
 among the studies to which the authors refer is one from 1955, conducted by 
psychiatrist Joan g. Hampson of six previously anorgasmic women, five of whom 
“reported normal sexual gratification” following clitorectomy. But perhaps more 
compelling is what the authors describe as “evidence that the clitoris is not essen-
tial for normal coitus.” This evidence was garnered from the data of “a number 
of af ri can tribes” that customarily “excise the clitoris and other parts of the ex-
ternal genitals at pubertal ceremonies.” Despite clitoral amputation, the authors 
state, “normal sexual function is observed in these females” (gross et al. 1966, 
307). The “personal communication of unpublished data” by one P. H. gulliver, 
“a visiting lecturer in sociological anthropology at Harvard College, 1958” (308), 
provides the evidence for this assertion. Having established the safety of exci-
sion through the example of af ri can women (as anecdotally reported by a single, 
West ern observer)—an irony given the vitriol of West ern criticism that currently 
takes issues of safety and sexual unresponsiveness as central to arguments pro-
moting prohibition of these practices—this moment of convergence of the histo-
ries of genital modification in africa and the surgical normalization of children in 
north america, occurring during a period of rapid development of the standard 
of care for DSD, has been forgotten. The history that is more oft en recounted—
the account that usually begins with John Money but is more accurately located 
in the work of Lawson Wilkins—marks a discursive division of the contemporary 
history of normalizing surgeries, West ern and non- West ern: “medical” practices 
must be distinguished from “traditional” practices, “modern” from “primitive.”
 in her criticism of australian laws prohibiting what are referred to as “folk” 
customs of genital cutting that distinguish these practices from, and so defend, 
medically sanctioned normalization of the bodies of children with atypi cal sex 
anatomies, nikki Sullivan asked, “in what sense is intersex surgery (at least when 
it is not essential to save the life of a child) not a ‘folk custom’ that is particular to 
our time and culture?” (2007, 403; origi nal emphasis).17 taking the question Sul-
livan poses seriously requires that we ask whether normalizing interventions are 
what we usually take to be a medi cal or surgical “fix” akin to, say, repair of a de-
fective organ like a heart, or whether this intervention is one intended to shape 
identity and one’s place in the community. Physicians have been quite clear that 
the intention of such interventions is cultural and, as such, has significant conse-
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quences for an individual’s health and well- being. For this reason, we should at-
tend far more closely to the question of how these practices might work to shape 
a sense of one’s self as a sexed, and sexual, being.
 in an article addressing the difficulty West ern feminists have in understand-
ing the experience of af ri can women who have been circumcised, anthropologist 
Janice Boddy argues that bodily experience is “not simply culture’s natural base” 
but is itself “produced through culture.” it may be that in realms other than sexu-
ality we may more easily accept that “desires and pleasures can be culturally and 
his tori cally specific” (2007, 58; origi nal emphasis). While Boddy’s aim here is to 
challenge West ern feminists to criti cally examine the frame through which they 
read the experience of cultural “others,” her point is one that seems especially 
important when we consider the implications of the medi cal management of the 
bodies of children with atypi cal sex anatomies; it is important, in other words, 
to take that criti cal perspective she offers not only to reconsider how we see the 
practices of “others” but also to look at practices that are indigenous to our own 
culture. it may be especially helpful to look once more to the practices that ah-
madu and others discuss for this purpose.
 initiation into kono society, ahmadu observes in a 2009 interview with an-
thropologist richard Shweder, also marks the beginning of a process of sexual 
education.

Bondo [female society] elders believe and teach that excision improves sexual 
pleasure by emphasizing orgasms reached through stimulation of the g- spot, 
which is said to be more intense and satisfying for an experienced woman . . . 
[attaining these] must be taught and trained, requiring both skill and expe-
rience on the part of both partners (male initiation ceremonies used to teach 
men sexual skills on how to ‘hit the spot’ in women . . . ). (Shweder 2009, 16)

Physicians and parents in north america and europe may resist the notion that, 
however intended, normalizing interventions function also as a kind of sexual 
education, a formation of knowledge about oneself as a sexed and sexual being. 
and yet acknowledgment of harms effected by repeated visual and manual gen-
ital examinations and by medi cal photography in the meetings of the U.S. and 
european endocrinological societies in 2005 (Hughes et al. 2006) indicates phy-
sicians’ growing awareness that these practices have worked not to better inte-
grate children with atypi cal sex anatomies but to inculcate in them a sense of 
their stigmatic difference.18 Seen in the light of the comparison with the practices 
 ahmadu describes, we can better appreciate the implications of the harm of clini-
cal practices that have frequently accompanied the normalization of sex in chil-
dren. For example we can begin to come to terms with how repeated displays or 
exams during childhood might function to shape an individual’s sexuality. if cul-
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tural imperatives are at work in the normalizing interventions in the West, then 
we must recognize that there are at the same time cultural imperatives that mili-
tate against these practices.
 in his 1996 essay on the challenge presented by reform of established cul-
tural practices of body modification, po liti cal theorist gerry Mackie wrote, “Fe-
male genital mutilation is a self- enforcing convention, nearly universal where it 
is practiced, persistent, and practiced even by those who oppose it.” it is seen as 
necessary for living the good life and is for this reason “an obviously compelling 
tradition” (1996, 1010). no matter that such practices may be described as viola-
tions of human rights or that they might be cast as accommodation to custom or 
tradition; indeed, Mackie identifies such characterization as an additional bar-
rier to change, a point echoed in the Public Policy advisory network’s statement 
(2012, 26). But perhaps the most daunting obstacle in the way of achieving reform, 
Mackie writes, was the failure to recognize that genital cutting, “transmitted by 
women,” as all acknowledged, was performed not from malice but out of moth-
ers’ love for their daughters (1996, 1003).19 The blueprint for change that Mackie 
outlined, garnered from the campaign to end the centuries- long practice of foot 
binding in China, describes a strategy of resistance to such practices that is not 
understood as imposed from without but that is crafted within the terms of the 
culture; it is a design for change grounded in a given culture’s commitment to 
community and to individuals’ love of their children.20

 By gazing into the mirror of those cultures in the global south who continued 
to practice genital cutting in the face of arguments to end it, perhaps we may bet-
ter appreciate why it is that sound arguments against normalizing surgery in the 
north have not resulted in the change that activists anticipated in the first years 
of their work to raise awareness, as alice Dreger recounts in “intersex and Hu-
man rights: The Long View” (2006a, 73). We may understand why “when doctors 
see a clash between a child’s body and the social body and they choose to address 
that clash by changing the child, they are in effect saying the social body cannot, 
will not, or should not be changed” (78). in the face of deeply held beliefs about 
the conditions for social acceptance and belonging, and for in di vidual flourish-
ing, arguments framed in terms of abstract ethical principles come to seem like 
an imposition. Such imposition may take the form of punitive laws that appear 
to draw a line between “some bodies as socially viable, and others as ‘repulsive’ 
and as a threat to the common good” (Sullivan 2007, 403), as Sullivan writes in 
her criticisms of the australian legislation prohibiting “folk” practices of genital 
cutting. resistance to the imposition of values regarded as alien appears in West-
ern physicians’ indignant rejoinder to the possibility that children with atypi cal 
sex anatomies be “left as they are”: such children, they insist, would be rendered 
social experiments in sex ambiguity.21 From whatever direction, calls for change 
taken to come from “outside” a given community—even, and perhaps especially, 
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when those calls come in the form of punitive legislation—have (see, e.g., Thomas 
2000; Johnsdotter 2007) oft en resulted in resistance and effective reinforcement 
of cherished beliefs perceived to be under attack.
 The members of the Public Policy advisory network on Female genital Sur-
geries in africa are right to see in the practices of genital modification in africa a 
similarity to West ern commitments bound by culture and the rules that govern 
it. Their work to assert the legitimacy and importance of cultural norms is help-
ful for encouraging a more productive and respectful discussion of practices of 
genital cutting in africa. Their identification of these norms with those in europe 
and north america may prove revelatory to those who may wonder why there 
has been so little change in the practices governing the standard of care for atypi-
cal genitalia in the West; in both cases we see how the rules of culture, or what 
we might see as the operation of a “popu lar morality,” guiding cultural practices 
may be distinguishable from what we may understand as abstract ethical prin-
ciples, as well as how popu lar morality could be in apparent tension with ethi cal 
principles. Perhaps it is because, for the members of the network itself, the prac-
tice of ethical reflection is itself a cultural matter, their analy sis—published in a 
leading journal of bioethics—is silent on the question of where ethical analy sis 
enters the discussion of genital modification. Such a question may not be entirely 
out of place, however.
 The practice of genital cutting in africa has raised questions over the centu-
ries of its practice. Despite the fact that it predates islam, genital cutting is asserted 
to be, and accepted as, a requirement of islam in a number of places (e.g., Johnson 
2007). What is important here is not the specific recourse that is made to a reli-
gious authority in this case; rather, i want to point to the fact that when questions 
are raised about what are taken to be everyday practices of popu lar morality, ap-
peals to some metaphysical source of truth and the good—that is, to moral law—
are frequently sought to settle such questions. it is not only proponents of genital 
cutting who have looked, for example, to the koran and its legal commentaries 
(see ali 2006, 97–111) to support the practice. Those seeking to end the practice 
of genital cutting have also sought a ground for their opposition in islamic law 
(e.g., abusharaf 2001, 118). even as such an authority is essential for settling dis-
putes regarding the practices of everyday morality, however, the authority must 
be recognized as such within a given culture; it cannot function effectively if it is 
regarded as alien to the context in which a given practice is in question.
 in this light, hostility to arguments against genital cutting made in the lan-
guage of “human rights” begin to look a lot like the hostility to claims concerning 
the “contingency of gender” by those supporting normalization of atypi cal sex 
anatomies of children in the West. insistence on the goodness of cultural prac-
tices on the basis of tradition or religious law bears a striking resemblance to the 
appeals to “nature” made by Warne and his associates. Despite the salience of such 
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appeals in criti cal discussions of these practices, however, it is important to recog-
nize that appeals to authority are in fact only intermittent, and, as we see in both 
“traditional” and “medical” genital modifications, these appeals are ineffectual as 
well, regarded as irrelevant. Practices that have been well established are not the 
result of careful and repeated reflection, but instead are a matter of repeated en-
actment of cultural values, in rituals that have shaped and function to reinforce 
these values. no wonder, then, that arguments in favor of resisting the standard 
of care, cast as a response to the weak or wrong reasoning maintained by propo-
nents of that standard, have little traction on the ground, in the decisions made 
by distraught and worried and confused parents and by physicians eager to ease 
their pain. Despite, or perhaps because of, the insight to be gained by closer con-
sideration of the cultural imperative for normalization, we may notice that in the 
case of atypi cal sex anatomies the rules governing popu lar morality do not lead 
inexorably to normalization. if there is a strong impetus to normalize the bodies 
of these children, there is also increasing awareness that the customary practices 
violate what we might see as the everyday values that guide our practices and our 
understandings of them. We can see the extent to which such understandings are 
in flux when we consider that it was only in 1997 that the ameri can Society of 
 Bioethics and the Humanities first sponsored a panel about ethical questions raised 
by the medi cal management of atypi cal sex. More remarkable, however, was the 
bewilderment of one ethicist who later approached presenters alice Dreger and 
Cheryl Chase and said, “i don’t think you understand; there isn’t an ethical issue 
here because these children are abnormal” (Dreger, pers. comm.). We can credit 
the work of activists and academics in promoting increasing recognition on the 
part of physicians, which has already resulted in significant changes. Whether, or 
to what extent, these changes pass muster by the standards of morality—popu lar 
or abstract—requires further investigation.



 6 neutralizing Morality
Nondirective Counseling of Parents of 
Children with Intersex Conditions, 2006–

among the most significant changes in the standard of care for children born 
with sex anomalies has been the definitive move away from what Cheryl Chase 
characterized in the late 1990s as a “concealment- centered model” of care for chil-
dren with DSD (Chase with Dreger 2000). Before the publication of the Con-
sensus Statement in 2006, physicians cautioned parents against open discussion 
of a child’s condition with extended family or friends in order to protect the child 
from potentially harmful comments that could damage her psychosexual develop-
ment. The risk posed by such comments was understood as a threat to the “con-
cordance” a child ought to experience between the appearance of her body and 
her assigned sex. it was for this same reason that parents were also advised not to 
discuss the child’s condition with the child herself (B. Wilson and reiner 1998, 
363). today there is little question that the revised standard requires physicians 
to honestly and forthrightly discuss with parents the nature of their children’s 
conditions. The paternalism that prevailed during most of the sec ond half of the 
twentieth century in the experiences of the families i discussed in chapter 2 is in-
creasingly a thing of the past.
 Having accepted that ambiguous sex is not the emergency it was taken to 
be twenty years ago, physicians’ understanding of their role has changed consid-
erably. Prevailing practice does not entirely satisfy the requirements detailed in 
Bruce Wilson and William reiner’s “Management of intersex: a Shifting Para-
digm” (1998), an essay that marks the inauguration of a new view on the standard 
of care. Much of Wilson and reiner’s proposal, particularly with regard to the ne-
cessity of a mental health practitioner as a member of a treatment team (365), and 
the participation of the child in the treatment plan as he or she matures (366), has 
not been realized, although their proposal that parents be included as members 
of the team (365) could be understood to have been incorporated to some degree. 
Where in the past, surgery was undertaken by physicians who understood them-
selves to be acting in response to a crisis and indisputably in the best interests of 
the child, these same surgeries are performed today because physicians report 
that this is what parents want (e.g., rebelo et al. 2008, cited in Zeiler and Wick-
ström 2009, 360). Physicians’ justification of surgery as fulfillment of parents’ 
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wishes is not new, though its salience in these decisions appears novel. reflecting 
the views of specialists in the care of children with intersex working in the 1980s, 
Suzanne kessler wrote in her 1990 essay “The Medical Construction of gender” 
that “physicians ‘psychologize’ the issue [of genital correction and reassignment] 
by talking about the parents’ anxiety and humiliation in being confronted with 
an anomalous infant . . . [they] talk as though they have no choice but to respond 
to the parents’ pressure for a resolution of psychological discomfort” (25). a de-
cade later Cheryl Chase recounted a conversation with an endocrinologist who 
said “he had never in his career seen a good cosmetic result in intersex genital re-
constructions, but ‘what can you do? The parents demand it’” (1999, 150).
 Doctors practicing today would not likely see parents as members of the medi-
cal team precisely, but they do see parents, and not themselves, as the primary 
decision makers when it comes to normalizing interventions. rather than clear 
advice or the sort of outright prescription we expect in just about every other as-
pect of medicine, doctors working with parents of children with ambiguous geni-
talia report an increasing use of a kind of consultation that has come to be called 
“nondirective counseling.” a nondirective approach involves the provision of in-
formation a health- care provider believes to be important for weighing vari ous 
possible interventions in a given medi cal situation and what is known of the out-
comes without directing the person counseled to make a particular decision. non-
directive counseling was first employed in the psychotherapeutic context follow-
ing the Second World War and was adapted in the late twentieth century in the 
new field of “genetic counseling” (S. kessler 1997, 166). Under the model of non-
directive counseling, decisions regarding treatment rest ultimately with the pa-
tient and not with the health- care provider.
 Because i wanted to understand how treatment decisions regarding care of 
children with atypi cal sex anatomies were being made following the 2006 Con-
sensus Statement, i spoke with ten specialists in the care of children with DSD over 
the course of 2010–2011. i asked each of them how decision making had changed 
over the last decade. While all of the doctors with whom i spoke had demon-
strated, in publications or by reputation, some degree of criticism of the prevail-
ing standard of care, only a few might characterize themselves as forceful propo-
nents of “letting be” a child’s atypi cal sex anatomy, at least in the clini cal context. 
rather than strongly directive in their advice to parents, their approach tended to 
reflect the nondirective approach established in the field of genetic counseling.
 On its face, nondirective counseling appears to resolve the ethical questions 
that have been raised with respect to past treatment of children’s atypi cal sex 
anatomies. Putting decisions in parents’ hands marks a departure from pater-
nalism and toward patient (or proxy) autonomy. rather than a resolution of the 
ethical problems raised by the prior standard of care, however, the adoption of a 
“nondirective” approach appears to raise new questions concerning the manage-
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ment of DSD in young children. in developing this analy sis, i draw on bioethicist 
arthur Caplan’s criticism of the goals of “neutrality” in genetic counseling (1993), 
the field in which the nondirective approach originated in medi cal practice and 
continues to be refined. genetic counselors may understand nondirectiveness as 
a “moral” approach that promotes the autonomy of those counseled; empowered 
to make decisions by virtue of the wealth of information counselors provide, par-
ents (or prospective parents in the case of prenatal counseling) can come to deci-
sions that will be shaped by their own values rather than those of the counselor 
or some other interested party, such as the state.
 in discussing the exchange i had with the pediatrician who treated andie in 
the last chapter, i focused particularly on what i took to be his unsettling claim 
that the application of ethical principles could be at odds with the practice of good 
medicine. What might be characterized as variations of this view emerged in many 
of my discussions with specialists in DSD care practicing today. The prevailing 
belief was not that of andie’s physician, whose perspective could be characterized 
as an assertion of the importance of seeing religious obligations as distinct from 
civil obligations that bind us in a pluralist society. What i encountered instead 
was the idea that good medi cal care—which is to say, care in the best interests of 
a child—could be in tension with the kind of care to which accepted ethical prin-
ciples of their profession would direct them. So obvious did this idea appear to 
them that there was little more to say. Where treatment of children with atypi cal 
sex was concerned, many of the physicians with whom i spoke suggested that, for 
their colleagues and sometimes for themselves, acting from what they took to be 
an “ethical” perspective could constitute a standard incongruous with good medi-
cal care. in other words, physicians suggested that putting a child’s interests—that 
for physicians might favor surgical normalization—sec ond to an abstract ethical 
principle might not be in the best interests of their patient and would therefore 
be a bad medi cal decision. Framing the discussion in terms of what physicians 
presented as a conflict between respect for the principle of autonomy on the one 
hand, and the concrete interests of the child’s place in her family and culture, on 
the other, doctors suggested that subordinating an in di vidual child’s interests to 
abstract principles would also constitute an ethical violation.
 The notion of making a child suffer to satisfy the demands of an abstract prin-
ciple is certainly disquieting. Whether acknowledged or not, it is a real problem 
that all parents face in raising children. Parents may have to make decisions in 
raising their children that involve inequitable distribution of resources not only 
within their families if there is more than one child but also involving their par-
ticipation in a larger community. in the United States, for example, parents’ re-
sponsibility to their own children’s needs may come into conflict with their felt 
responsibility to be good citizens, which may entail attendance of neighborhood 
pub lic schools. While such decisions have implications for one’s community, these 
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decisions are typi cally understood in our own cultural context as “private” mat-
ters of conscience or deliberation that are not the concern (or business) of “pro-
fessionals” or of the government. and indeed in the cases of some other physi-
cians with whom i spoke, there was less of a sense that there might be a violation 
in “imposing” an ethical perspective; for them, the issue could more precisely be 
the idea that the promotion of ethical reflection would exceed the requirements 
of good medi cal care—that is to say, it was not their place to promote ethical re-
flection in the parents of the children with atypi cal sex anatomies they treat, and 
they saw nonurgent medi cal decisions as properly the parents.’
 it is easy to appreciate, perhaps especially in the United States, why doctors 
would want to avoid genuinely difficult issues of value, both familial and cul-
tural. and yet my conversations with doctors led me to question the extent to 
which the counseling they provided was in fact nondirective. Following Caplan, 
we must ask whether in the case of atypi cal sex, the putatively neutral counsel-
ing that many in the United States claim to provide is not only “non- moral,” as 
Caplan might put it, but unethical as well. The ethical violation cannot be char-
acterized readily in terms of the bad intention of the moral agent—whether the 
doctor or the  parent—but is instead a failure to appreciate the moral character of 
the decision facing them.

nondirective Counseling and its Discontents
as it was conceived after the Second World War, the field of genetic counsel-
ing aimed to distance itself from its early twentieth- century origins in eugenic 
science (Marks 1993, 15). Sheldon reed, the geneticist who coined the term “ge-
netic counseling,” envisioned the ways this new practice could assist families in 
making reproductive decisions and adjusting to genetic problems within fami-
lies. as elving anderson (2003), reed’s student and then successor at the Center 
for Human genetics at the University of Minnesota, explained in a tribute to his  
teacher,

[reed] insisted that the presentation of this genetic information “must be compas-
sionate, clear, relaxed, and without a sales pitch.” He believed that the counselor 
also could help to alleviate some difficulties associated with genetic prob lems: 
quarreling between husband and wife as to the “blame” for an abnormality in 
their child and a sense of shame owing to the social stigmas that oft en accom-
pany hereditary diseases. Maternal guilt is an emotional reaction that should 
be watched for. On the other hand, one usually can explain to parents the 
chances of another abnormal child, so that they can adjust well to the facts. 
(origi nal emphasis)

nondirectiveness as a goal seems to capture reed’s concern with “avoiding a sales 
pitch.” in his own “Short History of genetic Counseling,” composed after almost 
thirty years of practice, reed recounts that he understood his work with fami-
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lies beginning in the late 1940s to be nondirective and was well aware of how im-
portant it would be for the emerging field of genetic counseling to be practiced 
in a way that would clearly distinguish it from its immediate past. His own insti-
tution, the Dight institute for Human genetics, founded in 1927 by a eugenicist 
physician, was origi nally intended “to Promote Biological race Betterment”; it 
was to be a center where individuals and families could seek counsel and advice 
as “to their fitness to marry and reproduce” (reed 1970, 334). Though from the 
start the institute’s focus was in di vidual counseling, reed observed that before 
his tenure this counseling was, as he put it, “bound in eugenic shackles.” in 1927 
he remarked, “[eugenics] was a reasonable concept,” but after the Second World 
War the work of the institute would not be for the benefit of improving society, as 
eugenic science had promised, but for the benefit of the in di vidual families who 
sought counsel (334).1
 in the years since, there has been a good deal of criticism of nondirective-
ness in practice, particularly in the prenatal setting, where most genetic testing 
occurs (White 1999, 14). nondirective counseling aims to provide neutral “facts” 
about vari ous disorders for which a fetus may be at risk, without the provision of 
opinions on the part of the counselor as to any difficulty entailed by, or stigma at-
tached to, a given disorder or disease. if a disorder or other abnormality is posi-
tively diagnosed in the fetus, genetic counselors are to lay out the facts of the di-
agnosis and follow the lead of the parent or parents with respect to any course of 
action. if, for example, a parent or couple is determined to terminate a pregnancy 
with a fetus diagnosed with a genetic disorder, the counselor’s role is not to dis-
courage the parent(s) in any way (in clud ing by providing additional information 
about the condition or facilitating opportunities to meet individuals with, or fami-
lies affected by, the disorder), but to support them in carrying out their decision 
to end the pregnancy. The same would be true of those families determined to 
carry to term a pregnancy following identification of a genetic disorder: rather 
than counseling parents about the consequences—to themselves, existing or fu-
ture siblings, and the child to come—of bringing to term a pregnancy of a child 
with severe disabilities, for example, the genetic counselor’s role would be limited 
to providing whatever contacts or referrals may be at her disposal. While some 
provision of support for individuals’ decisions may be offered in this setting, the 
absence of any challenge to prospective parents’ decisions or their deliberations 
is consistent with what arthur Caplan describes as the “purely factual environ-
ment” (1993, 150) in which nondirective counseling has been understood to opti-
mally take place.
 What is meant by the term “nondirective counseling” has been contested 
over the last fifteen years or so, with some major proponents, such as psychologist 
Seymour kessler, arguing that the characterization of this counseling as “purely 
factual”—a model that has seemed to discourage discussion and criti cal engage-
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ment from the counselor (e.g., asking questions, suggesting different possible re-
sponses)—is badly out of date. For kessler, what defines nondirectiveness is the 
absence of coercion, which he considers identical to the promotion of autonomy 
(e.g., S. kessler 1997). notwithstanding his criticism of what nondirectiveness en-
tails, it seems that for the most part nondirectiveness as a method continues to 
be characterized in terms of the neutral position of the counselor. The counsel-
or’s neutrality serves the dual purpose of promoting patient (or in this case, pa-
rental) autonomy, a fundamental tenet of bioethical practice, and safeguarding 
the profession from any “confusion with, and moral contamination from, the eu-
genics movement” (elwyn, gray, and Clarke 2000, 135).
 today bioethicists take as axiomatic the point that eugenic goals are at odds 
with an ethical perspective. Since the end of the Second World War, human “bet-
terment” of the sort associated with state efforts to “improve the [human] race” has 
become synonymous with moral violation, not to say evil. Questions concerning 
whether or to what extent in di vidual desires for, and pursuit of, “enhancement” 
may be identified with eugenics are a matter of controversy in the bioethical lit-
erature generally and appear in the literature on prenatal genetic counseling as 
an ever present danger.2 if eugenic aims, identified with directing families in a 
coercive manner to bear offspring without disorder or defect, are widely taken to 
be unethical, it makes sense that the imperative to be nondirective in counseling 
parents would be “ethical.” Or would it?
 Challenging the ethical claim of nondirectiveness is one of the aims of Cap-
lan’s essay “neutrality is not Morality” (1993). Caplan’s title already indicates the 
complex problem he identifies with respect to the presumed morality of non-
directiveness. His central concern is to disentangle the claim to neutrality from 
the matter of ethical practice altogether and to provide a more robust reflection 
on what is meant by these claims, both to “neutrality” and to “moral neutrality.” 
it is “not obvious,” he writes,

that a shift away from an ethical stance favoring the prescription of eugenic 
or preventative goals toward one favoring respect for the autonomy of client 
decision making is in any way morally neutral. On the contrary, the shift to-
ward an ethic that elevates client or patient autonomy above all other values is 
highly value laden and prescriptive. (1993, 159–160)

Caplan’s concerns are both abstract and material; that is, he is concerned with the 
soundness of the claims to ethical neutrality made by proponents of nondirec-
tive counseling, and he links this concern with the practical (and moral) impact 
that nondirective practices have in the decision making of those counseled. Chief 
among these concerns is the worry over what Caplan suggests is a misguided “be-
lief that the client’s autonomy can be allowed to flourish only in certain environ-
ments” (160), a belief held and promoted by genetic counselors who, Caplan per-
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suasively argues, unintentionally infringe on clients’ autonomy by shaping these 
environments and limiting precisely the kinds of exchange and interrogation that 
mark autonomous decision making. Drawing on empirical studies, Caplan de-
tails specific ways in which the goals of genetic counseling are at odds with the 
practice. Being inundated with information, what he vividly terms “truth dump-
ing” (160), can promote frustration in patients rather than the capacity for au-
tonomous decision making. absent genuine discussion and exchange, receiving 
the news that one’s fetus is “different” or that parents are carriers of an atypi cal 
genotype can influence reproductive choices in ways such information might not 
were other kinds of exchange and information allowed or encouraged as well.3 in 
other words, methods intended to be nondirective can turn out to be powerfully 
directive, but directive in ways that can be difficult to identify.
 While Caplan was indubitably concerned with the moral status of nondirec-
tive counseling as it was understood in the early 1990s, his primary aim was to pro-
voke further reflection about how genetic counseling should be understood going 
forward. The questions he raised about the unanticipated limitations and perils of 
a putatively value- neutral approach have continued to promote conversation in a 
growing field that has seen increasing sophistication, investigation, and analy sis 
as it attempts to keep pace with advances in genetic medicine (see e.g., Bernhardt 
1997; Oduncu 2002). as a result, “directiveness” is no longer uniformly regarded 
as identical with coercion or eugenic aims, and the language of “shared decision 
making” more frequently appears in descriptions of the goals of genetic coun-
selors (elwyn, gray, and Clarke 2000; Shiloh, gerad, and goldman 2006). But 
while increasingly nuanced reflection characterizes discussions of nondirective-
ness in the context of genetic counseling, it appears that the less reflective under-
standing of nondirective counseling that prevailed in genetics through the early 
1990s has been adopted by some physicians outside the context of  genetic medi-
cine.4 although it is difficult to determine exact prevalence, anecdotal evidence 
suggests that in the last few years such practice has become commonplace in the 
counseling of parents faced with decisions concerning normalizing surgery for 
children with atypi cal sex anatomies.

nondirectiveness refig ured: The Case of DSD, 2006–
From the 1960s through the early 1990s, specialists in the care of children with 
atypi cal sex anatomies based their recommendations for treatment on the strong 
conviction that a child’s health and well- being would be threatened if there were 
too great a disparity between the child’s sex of assignment and the appearance 
of her body. Their certainty and confidence in this belief was such that in many 
quarters it would have been regarded as inappropriate, or even malpractice, to 
suggest that a child might thrive with genitals that appeared “ambiguous,” which 
is to say, neither clearly male nor clearly female.5
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 after the revelations of the harm that “managed” individuals had experienced, 
and the recommendations for greater caution in sex reassignment and normaliz-
ing surgery in the 2006 Consensus Statement, the issue of counseling has become 
a criti cal one in DSD care, particularly with regard to surgical decisions made on 
behalf of infants and young children. There is a marked absence of evidence that 
normalizing surgery benefits patients; limited studies and substantial anecdotal 
evidence attest to the physical and psychosocial harm that such surgeries may ef-
fect. rather than strong recommendations against normalizing surgeries, how-
ever, many specialists in DSD care increasingly have allowed parents to make de-
cisions regarding cosmetic procedures without informing them of these risks and 
outcomes. Parents technically have always had the authority to consent to nor-
malizing procedures—or for that matter any medi cal intervention—on behalf of 
their child. What is novel in this case is that physicians have come to understand 
their roles in guiding parents as more in line with the tradition of nondirective-
ness that has been most closely associated with the field of genetic counseling.
 The recourse that specialists in DSD care have made to a nondirective ap-
proach seems to be a well- considered response to concerns such as those articu-
lated by pediatric surgeon Jeffrey Marsh, a specialist in craniofacial care. in his 
contribution to Surgically Shaping Children, Marsh observes that in cases for which 
appearance- normalizing procedures may be considered, surgeons don’t always 
know that surgery will alleviate the problem(s) it seeks to address. He calls upon 
surgeons to “recognize and distinguish between consequences [of delaying or for-
going surgery] that are well documented in peer- reviewed literature and accepted 
by the medi cal profession in general [as in the cases of craniofacial anomalies, 
for example] and those that are speculative.” appreciation of this distinction, he 
writes, “should temper the authority with which the surgeon advocates surgical 
management” (2006, 117). a nondirective approach would seem to honor the lack 
of clarity in cases where a benefit of having normal- appearing genitals has been 
established to be a matter of speculation or supposition. One might expect an ap-
proach such as this to result in the performance of fewer surgeries. Parents would 
be informed about the risks as well as the lack of evidence of success of surgeries, 
the assumed necessity of which had also never been established clini cally.
 This, at least, was my understanding before i began in 2010 to ask specialists 
in the care of children with DSD what was happening in their practices and in 
their clinics. i was surprised to find that in their judgment no significant change 
in the number of surgeries performed has occurred. in the face of what appeared 
to be significant change in the counseling of parents faced with decisions about 
normalizing surgery, i wondered why there was so little change in performance 
of surgeries. The long acknowledged paternalism that preceded the more recent 
changes made implausible the idea that physicians had simply been telling par-
ents what they wanted to hear, namely, that normalization was in their children’s 
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best interests, no matter the cost. Was this because the influence of physicians 
who continued to believe that normalization was in the child’s (and parents’) best 
interests still could be felt, despite the apparently nondirective form that coun-
seling now took? Or was it that the compelling appeal of normality went unchal-
lenged?
 in my efforts to understand what was happening in these cases, i spoke with 
physicians, in clud ing pediatric specialists in surgery, endocrinology, genetics, and 
psychiatry, who had demonstrated, in their published work or by reputation, a criti-
cal perspective on surgical management. i did not seek out obvious proponents of 
surgery in medi cal management of atypi cal sex; these physicians, it seemed to me, 
would be more likely to direct parents to a surgical outcome and would provide 
little information about the new developments that i found puzzling. The varied 
discussions i had with specialists over that year confirmed that, almost without 
exception, normalizing surgeries continued to constitute the standard of care for 
all practical purposes, if not by published consensus. While doctors, in clud ing 
most of those with whom i spoke, maintain that the impetus to perform normal-
izing surgeries comes more from the parents than the doctors, their accounts of 
discussions with parents—discussions in which they themselves had participated, 
as well as discussions among their colleagues to which they were privy—indicate 
that, paradoxically, at least some degree of the urgency that parents feel may be a 
result of the formally nondirective methods of providing information to parents.
 Of the ten physicians with whom i spoke, only a few had expressly thought 
about what nondirective counseling entails. The physicians who were less familiar 
with the principles of nondirective counseling likely would not have characterized 
their approach to counseling in the ways that genetic counselors do but never-
theless asserted consistently that parents were the primary drivers of decisions 
regarding their children’s care—something they did not say of other kinds of 
treatment they would, or in fact did, prescribe children with DSD. Those who 
were most criti cal of the performance of early surgery in the absence of medi cal 
 necessity—where surgery may be understood as a matter of cosmetics rather than 
function—took a nondirective approach to be ethically wrong, much in the spirit 
of Caplan’s criticisms. However, most of these physicians admitted their own un-
certainty regarding decisions to forgo normalizing surgery, expressing concern 
about the risks of looking abnormal. One surgeon explicitly named his concern 
that parents would be unable to bond with a child assigned female whose geni-
talia appeared masculine. Without making this specific claim, others alluded to 
parents’—and sometimes grandparents’—inability to tolerate such difference, or 
their projection of this intolerance onto others such as babysitters or day- care pro-
viders. in the position one physician ultimately took to support normalization of a 
girl’s genitalia, he pointed to the considerable risk to a mother’s mental health as 
being at stake in the decision to normalize the appearance of her daughter’s gen-
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italia. For nearly all of the physicians with whom i spoke, what is best for the pa-
tient is no easy matter, and for good reason: the problem of atypi cal sex anatomy 
is not generally a problem of medi cal risk to health. it is instead a familial or cul-
tural problem that, like any number of “cosmetic” issues, has been managed in 
the West by medi cal professionals.
 The recourse to nondirective counseling in DSD care is enacted in quite dif-
ferent ways. individual physicians’ accounts of what occurs in their clinics suggest 
that these differences are closely tied to matters such as the institutional context 
(e.g., whether the clinic is part of a university hospital, or whether it has an es-
tablished center for DSD care that includes a commitment to ongoing research); 
the background and training of the colleagues with whom they work is another 
important factor. Dr. Willow explained that some centers without formal teams, 
such as the one in which he works, have so few cases that busy surgeons are dis-
inclined to treat children with DSD differently from how they would treat what 
they would regard in other contexts as a straightforward case of “repair.”6 if, for 
example, a senior urologist has had few occasions over a thirty- year career to con-
sult with his colleagues regarding patient care, he may be disinclined to believe his 
clini cal opinion should be taken to be other than decisive. Dr. Birch was involved 
in such a case in a hospital like Dr. Willow’s. Called in for consultation, Dr. Birch 
was concerned that the surgeon’s recommendation for surgery for this particular 
patient was too strong; in response he sought to provide the parents a counter-
balancing caution against surgery in an effort to provide what he described as a 
kind of “net neutrality” that would enable the parents to make an informed and 
autonomous decision—the goal of much of genetic counseling. as Dr. Birch put 
it, “it’s almost like we have to advocate for a particular position [against surgery], 
knowing that already that patient has come under a certain influence [to consent 
to it].”
 This concern with providing a ground for parents’ autonomous decisions was 
a refrain in the reflections of many of the doctors with whom i spoke. Dr. Cedar, 
another physician accustomed to offering parents the “alternative” view of delay-
ing surgery as part of a team that tended to promote it, found himself faced with 
a couple who vehemently refused his colleagues’ forceful recommendations for 
normalizing surgery for their daughter with CaH. in their case, he explained, he 
attempted to provide the most sympathetic perspective on surgery, perhaps with 
a view to preparing parents for a future in which their daughter might seek it. But 
on this point he could only offer to the parents a possibility he could imagine, as 
there is little data concerning cases in which older children or young adults have 
themselves sought normalizing surgery; given that the standard of care in cases 
of genital ambiguity in infants has been, and for the most part remains, normali-
zation, it may be especially challenging for physicians to support parents in con-
sidering what possibilities there might be for addressing needs that an atypi cal 
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anatomy can pose apart from immediate normalization.7 The dominance of pe-
diatric specialists in the field of DSD care raises a question posed by the one spe-
cialist in adolescent surgery with whom i spoke. She suggested there could be a 
“conflict of interest for pediatric surgeons . . . if they don’t do the surgery now, 
then they lose the child to who- knows- who.” We might ask whether, or to what 
extent, some of the “urgency” that may be experienced by the physicians or par-
ents may stem from the division of specialization between pediatric/adolescent/
adult.8

 What we might term the temporal outlook of physicians or parents turns out 
to be a matter of some complexity that bears further examination: in what ways, 
precisely, are doctors or parents truly thinking about the child’s future? Of his 
role in a better organized DSD team as a nonsurgical specialist, Dr. Cedar ges-
tures toward this problem of the time to which parents are directed to focus in 
making decisions on behalf of their children.

Often what i’m left doing in the group is [providing] the “uncovering the as-
sumptions” speech, saying, “Okay, the surgeon is telling you . . . that surgery 
will create genitals that look normal, that there will be no complications, or few 
complications.” There’s also the assumption that no one will desire someone 
with atypi cal genitals, which the surgery will fix, and that fixing the genitals 
will also fix all sorts of other anxieties both at the level of the family and of the 
child as he or she grows up. So i try to make parents understand that [this view] 
is based on a number of assumptions that have not been proven. The problem 
i’m facing [in counseling parents] is that the surgeon speaks in the present and 
i speak in the future. Parents want solutions in the present and they don’t pro-
ject into the future. You can engage in all the arguments you want, but in the 
end, you know, you have the choice of an apparently easy fix versus no fix and 
an uncertain future. So it’s a sort of a no- brainer from the parental perspective.

it is easy to appreciate the appeal of a “fix,” an intervention that will finally cure 
a condition rather than manage, contain, or control it. We cannot discount, as 
pediatric endocrinologist Dr. Spruce cautioned, the enormity of the distress, the 
panic so many parents feel when they learn that their child has a DSD: “They 
are suffering; they are really frightened; they are very confused; they tend to feel 
very guilty.” Presented with the possibility of a genuine resolution—or, better, 
 dissolution— of those feelings that surgery promises, it may be difficult for par-
ents to find genuine succor in the alternatives offered by other physicians. as one 
psychologist, Dr. Cypress put it,

My ability to have meaningful discussions with parents is directly related to 
what the other team members say to families . . . if another member of the team 
says, “Well, i’m sure you’re feeling stressed, [so] let’s move forward [with sur-
gery],” and i think, no, no, let’s not rush—if you’re feeling urgency, that is not 
the moment to make decisions. i can relate to parents here. They have a daugh-
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ter who [has a male karyotype], with testes, her clitoris is enlarged, and [the 
parents] want to take care of it. They want the testes out. i say, well, this is not 
urgent medically, and my colleague says the parents feel urgency, and now is 
the time to address it. Delaying becomes a hard sell when somebody [else] is 
saying, “i can take them out tomorrow. When do you want to come in?”

The apparent ease that practiced surgeons in this field display and the confidence 
they inspire in parents seeking relief of the anxiety provoked by diagnosis of their 
child’s abnormality may be attributable more to the personalities and disposi-
tions of these doctors than a genuine measure of the relief that parents are as-
sured surgery will bring.
 as a specialization, surgery “attracts the fixers,” Jeffrey Marsh observes, “those 
who have already known the personal pleasure of manual labor associated with 
problem solving or creation. These individuals are interventionists: they need to 
be the active agents in resolution of situations to obtain personal satisfaction.” to-
gether with their military- like resident training, which Marsh describes as unique 
to specialization in surgery, “these factors combine to make most surgeons proac-
tive, positive, enthusiastic individuals who strongly advocate the treatment they 
perceive to be the best. not surprisingly, that treatment usually is surgery” (2006, 
121). Dr. Willow, also a surgeon, echoes Marsh’s observations, remarking on what 
he experienced himself as a kind of “cultural adjustment” as he came to under-
stand that some decisions might warrant input from colleagues in other fields, 
such as psychiatry:

i think, hey, this person has this interesting disease, and i get excited about 
the medicine and the physical findings, and it takes talking to people and see-
ing how to look at [the situation] differently. it’s how we [surgeons] think; it’s 
how we’ve been trained; it’s who we are. We go into these fields because we 
[look at things] this way.

Focusing laser- like on treating or correcting the disease or the condition, rather 
than taking into account the care of the whole person, appears to be part of the 
training that Dr. Willow points to—something most of us who have needed sur-
gical treatment have welcomed in their surgeons who “need to detach from the 
emotions . . . if they are [to] cut open their patients” (Mouradian 2006, 131).
 in addition to the ways that the training of surgeons may shape their dispo-
sitions, there is a crucial aspect of that training on which Marsh does not remark, 
one that raises the possibility of a conflict of interest, namely, the fact that medi-
cal training requires that physicians “make use” of children’s conditions, if not 
directly for research, then for training of the next generation. gesturing toward 
the surgical fellow present during our conversation, Dr. Willow noted, “We all 
feel that conflict; i’m training [this fellow] and i want her to get more exposure 
[during her time here]; i want her to see these [rare] surgeries.” in pointing out 
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what physicians would consider an obvious point, i do not mean to raise doubt 
that surgeons genuinely believe that their work will bring the normalization they 
promise. nothing said by any physician with whom i’ve had contact would chal-
lenge Marsh’s claim that surgeons recommending normalizing interventions are 
motivated by the desire to conceal, and so ameliorate, the (still) stigmatic differ-
ence of atypi cal sex. Many have nevertheless expressed regret that they remained 
unaware for so long of the consequences of what, according to Dr. Pine, they now 
see as “mistakes,” such as the routine sex reassignment of 46,xY males with what 
physicians took to be insufficient penis size, for example (see, e.g., Skoog and Bel-
man 1989; S. J. kessler 1990).
 Sex reassignment of this kind was among those interventions specifically criti-
cized in the 2006 Consensus Statement, which reports that “available data sup-
port male rearing in all patients with micropenis” (Hughes et al. 2006, 556). Phy-
sicians describing cases of gender “self- reassignment” have amply documented 
evidence of the failure of what for many years stood as the standard of care in 
cases of micropenis or aphallia, that is, where a penis was atypi cally small or ab-
sent (e.g., reiner 1996; Phornphutkul et al. 1998; Phornphutkul et al. 2000). in ad-
dition, there is now documented evidence that clitoral reduction and vaginoplasty 
have not been successful in all the ways doctors had once taken them to be.
 The first outcome studies involving clitorectomy began in the 1970s, but rapid 
advances in surgical technique—particularly with regard to what are known as 
“nerve- sparing” surgeries—have meant that many surgeons regard data from these 
studies as irrelevant to decisions facing parents now. rather than certainty of a 
poor outcome, most surgeons, and many specialists outside surgery, believe that 
surgical outcomes are greatly improved, though the evidence in both directions 
generally remains anecdotal.9 Perhaps it is this wide agreement among physicians 
concerning the improvement in surgical outcomes that accounts for what appears 
to be only a minor diminution of normalizing surgeries. Because the United States 
does not maintain national records of such procedures, it is impossible to deter-
mine with certainty whether the number of surgeries performed there has been 
significantly reduced, or what effect the 2006 Consensus Statement has had in 
this respect.10 it is plausible that the improvement of technique and the increasing 
numbers of trained specialists in the field has had the effect of broadening access 
to such interventions to areas of the country where they might earlier have been 
less common.
 given the wide acknowledgment that change in clini cal counseling  practice 
has occurred in the last ten years, i was genuinely surprised that only a small 
proportion of the physicians with whom i spoke reported what they perceived to 
be even a modest decrease of surgeries in the hospitals in which they worked, al-
though they did note differences in the delivery of care. These differences appear 
to reflect a movement toward comprehensive and team- based care that is compa-
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rable to that developed in the field of craniofacial repair. Perhaps for this reason, 
changes that have occurred in the care of children with atypi cal sex anatomies 
are not reflected in the rate of surgery so much as they are in the ways that recom-
mendations for surgery are conveyed. absent evidence that surgery is beneficial 
to the patient, doctors no longer appear to make recommendations for interven-
tion without qualification. even among those physicians who had demonstrated 
a perspective criti cal of the standard of care, however, only a few of the physicians 
with whom i spoke believed it was appropriate to indicate anything but full sup-
port for parents seeking normalizing surgery on behalf of their children.
 Having completed interviews with most of the physicians over a year, i was 
struck in particular by the differences between the counseling physicians described 
providing to parents of girls with the salt- losing form of “classic” congenital ad-
renal hyperplasia beginning in the 1960s (like that of ruby, which i described in 
chapter 2) and the counseling provided to parents today. girls with this form of 
CaH, like boys with CaH, must be closely monitored; much is now known about 
how to properly regulate levels of cortisol for a child’s health.11 instructing parents 
of children with CaH on the necessity for vigilance in administering appropri-
ate levels of medication, as Dr. elm, a pediatric endocrinologist, acknowledged, 
is much like the instruction of parents of children with type 1 diabetes, formerly 
known as “juvenile diabetes”: “You’re saying, ‘You need this for life, and you’ll be 
sick if you don’t take it.’” But cosmetic surgery for girls with CaH who have larger 
than typi cal clitorises is something that has shifted significantly. Where atypi cal 
genitalia was previously regarded as an emergency needing urgent correction, and 
regarded as continuous with other aspects of medi cal management of CaH, phy-
sicians now readily acknowledge that decisions to perform normalizing surgeries 
are distinct from, and bear little resemblance to, decisions regarding aspects of 
care that genuinely entail disease and even the loss of life. as Dr. elm succinctly 
put it, “You’re not going to get sick if you don’t have genital surgery, whereas you 
are going to get sick if you don’t take cortisol.”
 and yet it appears that most physicians—though by no means all—who are 
counseling parents will not challenge those parents who want to pursue normal-
izing interventions, even when physicians acknowledge the possibility of harm to 
their children. it is difficult to ascertain why it is that most doctors do not chal-
lenge parents and why the majority appears to condone, or even actively promote, 
surgical normalization. Dr. elm seems representative of the particular group of 
physicians with whom i spoke in the obvious ambivalence he describes with re-
spect to treatment recommendations he makes to parents. in considering the pros-
pect of putting off or forgoing surgical normalization, he observes, “it takes guts 
to hold off on therapy . . . to hold off and see what happens,” he says. Describing 
normalizing surgery as “therapy”—a term usually used to describe a known treat-
ment of a recognized disease—may indicate that Dr. elm feels something stronger 
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than sympathy for the parents he counsels. On the other hand, he is criti cal of 
parents who are so concerned about a baby’s appearance that they may focus on 
these problems at the expense of appreciating or addressing truly serious matters 
of a child’s health. “People are expecting their baby to look perfect,” he says, and 
if a baby doesn’t, “they want it improved. i have had babies with all sorts of ter-
rible malformations on the inside and the family wants to have some kind of cos-
metic surgery done on the face because something doesn’t look right.” Dr. elm’s 
remarks suggest the salience of a narcissistic investment in anxieties over a  baby’s 
appearance. Most parents, in this doctor’s experience, are concerned that “if i 
don’t [pursue surgery for my child], there will be [some] problem” down the line, 
and surgery is an attempt to keep that problem (and its attendant anxiety) at bay. 
Dr. elm reports that he is “more comfortable” than he once was “with waiting on 
surgery,” particularly because in the case of CaH, “if [the disease] is well man-
aged medically, the phenotype gets milder or more feminine.” even as he notes 
changes in his own perspective on the urgency of early surgery, however, he sees 
his role in counseling parents in this case as fundamentally different from the role 
he assumes when counseling on other matters. While talking to parents about 
the regulation of cortisol or normalizing surgery—both of which require careful 
“listening to the parents” and coming to understand their perspective—his job 
in the first case bears no ambiguity: it is to bring the parents to an understanding 
of the medi cal perspective that will optimize the child’s physical health:

i think the practice of [pediatric] endocrinology—and here is the reality of it—
and i tell my students this: half my job—or maybe a third—is figuring out what 
the problem is here; the other two- thirds is actually getting the people to do 
what is in the best interest of the child. [Parents] have to be on board with [the 
treatment plan]. and the way to have them on board is to have them come to 
the conclusion that “my child needs cortisol.” i mean that isn’t very hard, but 
every now and again you have someone who has diabetes who doesn’t think 
they should take insulin.

But if the matter of taking cortisol or taking insulin is straightforward and re-
quires a clearly directive approach, decisions regarding the normalization of geni-
talia are another matter entirely. in this case, Dr. elm says, “you have got to under-
stand where [the parents’] heads are . . . and bring yourself to where they are . . . 
and [not] expect them to be where you are.” He may be better able to follow par-
ents who are not seeking surgery “without fear that i am making a big mistake,” 
as he might have before, but he does not see his role as challenging parents in their 
“need” to change their children’s bodies as he might in cases that do not involve 
genitalia. For Dr. elm—whether he speaks of his own intolerance or disgust or 
that which he sees operative in culture, is not entirely clear—there is something 
about atypi cal genitalia, or the treatment of atypi cal genitalia, that is unlike other 
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matters he confronts in his medi cal practice, and the adjustment he has made in 
the counseling he provides reflects that difference. it is not only that this physi-
cian sees his role to be different where normalizing surgery is concerned; parents, 
too, are put in the position of making decisions on behalf of their children that 
differ significantly from those they may be called upon to make with respect to 
other matters of medi cal care.
 in the wake of the vociferous protests of intersex activists who brought to 
light the suffering they experienced as a result of efforts to normalize their bod-
ies, many specialists have embraced nondirective counseling. “What i’ve been ob-
serving,” explained Dr. Cedar, “is really a sea change in the attitudes of the sur-
geons mainly when they discuss [options] with families. There’s more caution. 
i can’t prove it, but i think it’s motivated by fear, more than any other possibly 
ethical or reflective reason.” Dr. Pine explained his approach this way: “i think the 
main thing we acknowledge is that there are people who feel that there are differ-
ent opinions about whether surgery should be done and when it should be done.” 
Before intersex activism, Dr. Pine recounted, he and his colleagues saw their work 
differently. The infant or young child parents brought to his clinic, he says, “had 
a birth defect that [the parents] wanted to have corrected . . . they came from the 
endocrinologist to see me to have a vaginoplasty and that’s what they wanted, so 
you would give them a talk about what it involves and what the risks were, how 
it’s done, what to expect, and that was it.” But now, he continued, his aim is to 
“have the parents understand as best as they can that there are options and [that] 
the option they choose is what they’re entitled to—it’s their decision.”
 in this surgeon’s characterization of his approach, there’s a good deal of equivo-
cation on the question of nondirectiveness. On the one hand, he emphasized that 
the decision was the parents’ and that his role was to present options, “like a buffet 
almost.” But almost immediately after, as he was thinking out loud about his im-
pression of the way nondirectiveness had been adopted by some of his colleagues 
in oncology—in cases of prostate cancer, where evidence and outcomes are also 
a fraught business—he was frankly dismissive of what he characterized as a kind 
of throwing up of one’s hands and leaving it to the patient: “You’re coming to the 
doctor because . . . you trust that person and want their advice.” and this, he fi-
nally concludes, is what he aims to give his patients. He presents the available op-
tions and also provides his sense of what is right in a particular case, which for 
this physician, who is most oft en referred cases by his colleagues in endocrino-
logy, would mean surgery.
 The sometimes conflicting ways that Dr. Pine characterized his counseling 
of parents during our discussion recalls a kind of dry and cautionary observa-
tion Dr. Cypress made to me when i shared with him, as i did with all of the phy-
sicians, the questions concerning nondirectiveness that i was trying to under-
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stand. “There’s a relatively modest correlation between what [clinicians] say they 
do, what they believe in, and what actually happens,” he instructed me. it is clear, 
though, that physicians who specialize in the treatment of DSD oft en report that 
parents aggressively seek normalizing surgery for their children no matter what 
cautions their doctors offer or assurances that most surgery can be delayed. What 
few say directly is that many physicians, both surgeons and non- surgeons, believe 
that, except in the mildest cases of genital anomaly, surgical normalization is in 
the best interests of the child.12 There remains little evidence to support Money’s 
theory that for their psychosocial health, children’s phenotype must correspond 
with their gender of assignment. and yet surgery is motivated still by what doc-
tors describe as a desire to promote a positive body image in children. as Dr. Wil-
low put it, “We don’t know the effects of being very [genitally] ambiguous in the 
long term.” Perhaps because of this uncertainty—what doctors and parents alike 
take as the biggest unknown—it does seem clear that doctors feel they cannot 
recommend strongly against normalizing surgery. However skeptical one might 
be about this particular uncertainty, it is clearly because of the lack of evidence 
of the success of surgeries—not only physical success but psychological as well—
that physicians can no longer strongly recommend surgeries or, rather, that they 
cannot do so outside the closed doors where parents and physicians speak about 
the problem of a child’s atypi cal sex.13

Situating Parents’ Decisions 
From my discussions with doctors, it seems that the choice with which many par-
ents of children with atypi cal sex are confronted is this: do something about your 
child’s condition, or do nothing. i don’t know of many parents, presented with 
options concerning what has been identified as a problem, a defect, or a disorder 
in their child, who would opt to “do nothing” when there is the possibility of ag-
gressive and active medi cal intervention intended to secure a child’s well- being. 
“Correcting” a feature of a broader disorder in the case of girls with CaH may be 
particularly attractive to parents who have learned that their children will have 
to live with a congenital disorder for which there is no cure. This problem, they 
may believe or be led to believe, is one aspect of this disease that they have the 
opportunity to set right.
 The frustration or sense of powerlessness parents may feel in the face of the 
news that a child has a problem that they cannot somehow fix is obvious and 
hardly unique to the case of atypi cal sex anatomies. The asymmetry between the 
options presented to parents is not only a function of which option may appear 
to offer the prospect of improving the chances of a child viewed as beginning life 
at a disadvantage, together with the assurance that parents are actively pursuing 
their child’s best interests; one must wonder how oft en the option of “doing some-
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thing” is accompanied by an express promise of ongoing support and attention by 
medi cal professionals not only to the child but also to the parents themselves. Pre-
cisely because the issue of atypi cal sex anatomy is not visible, precisely because it 
is marked as “private,” parents may, in their own struggles have to come to terms 
with their own understanding of, and feelings about, atypi cal sex anatomies and, 
without the promise of ongoing support by those professionals with whom they 
can speak openly and honestly, be unable to see that they have any other place 
to turn.
 The construction of parents’ choice in terms of doing something versus do-
ing nothing is not only reductive, but it also obscures a host of questions that the 
situation raises concerning what most parents would take to be ordinary obli-
gations to their children. These are the sorts of questions that Dr. alder tries to 
bring into focus for the parents he counsels. in speaking with parents faced with 
decisions about normalizing surgery, he seeks above all to emphasize

that we are speaking about a real live human being, a child—a person in the 
making. Meaning, we don’t know who the child is yet. So i start out by pointing 
out that we are talking about a person, not a set of genitalia or a set of arms or 
a set of fingers or anything else, because i think it’s very, very important to get 
the parents’ anxiety off the genitalia and back where it belongs—on the child.
 all parents have a lot of anxieties in raising children. raising children is 
very anxiety- provoking. You can get overly focused and really home in on some 
abnormality, especially genitalia. i try to point out the fact that their child, like 
all children, is an unknown, but that that isn’t a reason to be anxious in and 
of itself . . . i try to teach parents that they need to be good observers because 
they want to do the best for their child . . . Doing the best for their child partly 
requires them to fig ure out who their child is . . . and ultimately ask the child 
in some way. and i also point out that there’s nothing ambiguous about their 
child’s genitalia from the child’s standpoint. Those are that child’s genitalia—
whatever they look like.

Dr. alder’s approach differs from that of many of his peers. in his discussions with 
parents, he works to move their attention away from a view of “the problem” as 
an anatomical abnormality that requires immediate attention. He asks that par-
ents focus instead on the lessons of parenting he himself has come to appreciate 
as a father of grown children, namely, to see one’s obligation to children as bound 
to the particular needs and interests and desires of each child that a parent must 
come to know. if doctors’ emphasis—explicit or implied—on the importance of 
a child’s “normality” in general terms accords strongly with what appears to be 
most every parent’s desire for the easier life that normality promises, there is ev-
ery reason to believe that parents will advocate strongly for medi cal intervention 
“taken” or “understood”—as Bourdieu would put it—to be crucial for their child’s 
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future. Understanding that new parents, who cannot yet know their child, may 
be torn about this decision, Dr. alder adds, “i end up, of course, trying to be neu-
tral on the point of surgery, but pointing out that you don’t want to remove things 
you can’t put back . . . they might need it.”
 Dr. alder’s discussions with parents, like those described by Dr. Cedar, are 
an effort to help parents recognize that, where normalizing procedures are con-
cerned, it is best to cast the options before parents not so much as a matter of tak-
ing action or not taking action—a choice that more accurately describes some of 
the other physicians’ presentation of the options as they see them—but instead 
to try as far as possible to provide support to parents who must endure a kind 
of crash course in appreciating what this daunting long- term project of child- 
rearing entails. Most parents are granted a less hurried education in parenting 
as their children grow. While few would describe the work of parenting as easy, 
parents are generally eased into their roles and the multitude of requirements 
over a more extended period; by contrast, new parents of children with DSD—
in particular, first- time parents—are not likely to have had a chance to reflect on 
what parenting may involve over the long term. These parents are not only faced 
with the challenge of considering the immediate and abundant needs of an in-
fant or young child, but they also must take into account—that is, they must al-
ready  anticipate—the complex and no less criti cal affective needs their child will 
develop, needs that require a different kind of parental attention.
 Because the decisions involved in the medi cal management of a child with 
DSD are complicated in this way, the matter of counseling is one that a number 
of the specialists with whom i spoke had reflected upon with considerable care. in 
thinking about this matter of “patient—or parent—choice,” Dr. Spruce suggested 
that counseling of parents in cases such as these should be understood in a larger 
context concerning what he describes as a “crisis over issues of patient autonomy 
versus providing support for parents for the last twenty to thirty years.” More doc-
tors, he suggests, are addressing this crisis by presenting to patients “a menu of 
options” from which patients will choose. Such an approach, he believes, “allows 
physicians to relinquish their obligation to provide care.” in the case of DSD, he 
continued, that obligation involves more time than many physicians are willing 
to take and certainly more hours than any insurance company will be willing to 
provide compensation for.

The idea that a baby with DSD could be born and a physician could deliver care 
without spending somewhere around three to six hours just talking to parents 
i think is ludicrous. That’s how long it takes. Figure out how you are going to 
spend that much time with them, because you are not going to get anywhere in 
thirty minutes. and it’s going to have to take place over the course of multiple 
days, because people need a chance to absorb information and reflect and talk 
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with one another. So when you say, “Here’s an array of options,” it’s an invita-
tion for somebody to make a decision quickly. You don’t think about alterna-
tives in that way if you’re not trying to be efficient with time.14

Such an interest in efficiency, Dr. Spruce suggests, could contribute to an under-
standing of why it is the case that even today the majority of parents opt for sur-
gery. The dearth of evidence positively supporting normalization appears to have 
had little effect in checking parents’ desires for it, especially when it appears it is 
presented as “the best choice.” as Dr. Cypress observed of parents he sees in his 
own clinic, “i haven’t encountered any of these cases in which families are saying 
they don’t want [surgery] when it’s recommended.”
 Parents faced with decisions about normalizing the bodies of their children 
with atypi cal sex seek comfort in the terms that are most familiar to them, that 
make sense to them in the face of a situation that appears to interrupt their hopes 
and expectations for their children. What it means to be a good parent is to take ac-
tion to relieve the suffering—here the projected suffering—of their children. Cast-
ing decisions about normalization in these terms, we may also appreciate why for 
many physicians the decision might not require much time. additional reflection 
could, as Dr. Spruce suggests it should, entail clearer recognition of the nature of 
the decision facing parents. Like any truly difficult decision parents must make, 
it is a decision they may have to reckon with over many years, if not over the life 
one shares with their children. Presented as a false choice between doing some-
thing and doing nothing—a choice that can be characterized in parents’ experi-
ence and, it appears, in the judgment of the majority of physicians practicing to-
day, as a decision between “choosing normality” and “choosing abnormality”—it 
is easy to appreciate why physicians, and so parents (or perhaps why parents, and 
so physicians), continue to decide in favor of normalizing surgeries. nondirective 
approaches employed today do not—perhaps cannot—provide a ground for the 
kind of reflection that would provide an alternative to surgery. Perhaps, then, we 
could understand the nature of the ethical violation in precisely this way, namely, 
as physicians’ refusal to acknowledge, and so, to recognize their participation in, 
the moral reasoning parents must engage in to make decisions on their children’s 
behalf.



 7 Practicing Virtue
A Parental Duty

recall the pair of studies presented by Suzanne kessler in her 1998 book, Les-
sons from the Intersexed, discussed in chapter 2. in one study, college students 
were asked to imagine that they had been born with an atypi cal sex anatomy 
and to consider what they would want their parents to decide on their behalf. in 
the other study, students were asked to imagine that they had a child born with 
atypi cal sex and to consider what they would decide for their children. in their 
responses to the first study, students strongly opposed surgery on their own be-
half while nearly 100 percent of students participating in the sec ond study would 
support normalizing surgery for their own children.
 On the one hand, it is easy to make sense of these studies. responses to the 
question posed in the first study confirm how unappealing the prospect of com-
promising erotic response for the sake of cosmetic enhancement appears to be. 
responses to the question in the sec ond study support the idea that as parents we 
want what is best for our children and, if it is possible, to spare children stigma, 
particularly that associated with atypi cal sex. Certainly, this study seems to say, 
we parents should do what we can to defend our children against any harm we 
imagine could result from such a difference. But, on the other hand, even if we 
can understand the students’ responses to the in di vidual studies, bringing them 
together demands, once more, that we ask how it can be that parents would con-
sent to procedures on behalf of their children that they would decline for them-
selves.
 Beginning with an examination of parents’ own “derivative” dependency as 
parents (kittay 1999, 42), my aim through out this project has been to gain a bet-
ter appreciation of the conditions that make surgical normalization appear, from 
a parental position, to be the good—even the obvious—choice. if those imagin-
ing themselves as parents in kessler’s study make the same choices as those par-
ents who decades ago agreed to normalizing surgery for their children, and those 
parents who still ask for—or even demand—such surgeries, this near universal 
impulse seems to suggest that the choice is perceived to be required in order to 
fulfill parents’ fundamental duty to protect their children.
 if, from the perspective of those who imagine themselves as candidates for 
such surgery (as well as from those who actually underwent such surgeries as in-
fants or young children), this choice does not seem at all obvious but, on the con-
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trary, wrong and a violation, then we must understand the ethical challenge pre-
sented here to involve closing the distance between these two positions that are 
not only far apart but also fundamentally different.1 The commitments each en-
tail conflict in ways that should signal the presence of a greater risk than has been 
acknowledged by proponents of normalizing interventions for DSD.
 Those supporting the current standard of care identify a “stalemate” resulting 
from critics’ challenges to both the standard of care and physicians’ and parents’ 
support of that standard (e.g., Warne and Bhatia 2006, 183). (Though, given what 
we know from the twentieth- century history of the medi cal treatment of atypi-
cal sex anatomies, it appears that “checkmate” more accurately describes the state 
of the conflict.) They recognize the irreconcilability of the two positions as most 
understand them—precisely in the terms in which kessler’s studies were designed. 
instead of seeing in the difference between the positions of parents and children 
the difficult challenge of how to bridge the gap between them, proponents of the 
standard of care seem to see in critics’ demands an unreasonable and irrespon-
sible call that parents abandon their parental role by adopting the perspective of 
the child. i want to begin by proposing that we identify proponents’ defense of 
the standard as a recognition that parents’ practice of their duties as parents oft en 
involves just the kind of conflict illustrated by kessler’s studies and that parents’ 
firm, insistent, and loving occupation of this position vis- à- vis their children re-
quires parents to maintain their position as parents, that they not “switch sides.”
 Let me be clear that i do not think that critics of the standard of care are ask-
ing parents to abandon their positions as parents. it has been difficult to articulate 
criticism of the standard of care in ways that are not susceptible to proponents’ 
characterization of the alternative to normalizing surgery as “doing nothing.” 
to many pediatric specialists in DSD care, and to the parents they advise, “do-
ing nothing” is regarded as a poor alternative to intervention aimed at normaliz-
ing a child’s atypi cal anatomy. Misunderstandings of critics’ demands have so far 
served to reinforce the standard of care that usually results in surgical normali-
zation, even if in more refined and seemingly satisfactory ways.
 My aim in this chapter is to propose an approach to closing the distance be-
tween the positions of the parent and the child that takes seriously the integrity of 
each position and the commitments and duties particular to them. at the center 
of my analy sis are the recommendations of the Bioethics and intersex group, a 
subgroup of the german network DSD/intersex that aims to balance what ap-
pear to be the conflicting commitments of parents and children. The group out-
lines compelling reasons to exercise caution in consenting to normalizing surgery. 
Ultimately, however, the group argues that parental rights to make decisions on 
behalf of their minor children must be respected; parents’ rights, they argue, are 
constitutive of the human right to “familial privacy.”
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 appearing to set aside the relevance of the principle of autonomy in medi cal 
decision making in cases of DSD, the Bioethics and intersex group effectively re-
locates the doctrine of respect for autonomy from the individual, to the family. 
However, my interest in the statement by the Bioethics and intersex group is not 
based on an interest in the issue of autonomy in the narrower ways it is taken up 
in contemporary bioethical discussions as a matter of how to ensure that patients 
are able to make informed decisions regarding their health care.2 instead, i am 
concerned with how the group’s focus on autonomy—applied in their analy sis to 
families rather than individuals—distorts the notion of parental duties the group 
takes to be threatened by criticisms of the standard of care.
 i think most would agree that parents of children with ambiguous genitalia 
who agree to, or even insist upon, normalizing surgery do so because they seek 
above all to protect their children, a duty that familial privacy is intended to safe-
guard. The parents i call Sonja and elias, parents of a girl with ambiguous geni-
talia born a year or two after the publication of the 2006 Consensus Statement, 
would no doubt agree. But as my discussion with them suggests, they would iden-
tify in the german group’s analy sis a fundamental misunderstanding of the char-
acterization of this duty, perhaps better understood in ethical terms as a virtue.3

 in kantian terms, duties are those acts the moral law obligates us to per-
form as rational beings—for example, telling the truth or keeping our promises. 
We must tell the truth or keep our promises even if we have some interest in do-
ing otherwise. reading kant, we might take moral action to be characterized by 
constraints on desires that pull us to act contrary to the moral law. Faced with a 
situation where duty commands that we keep a promise when we might want very 
much to do otherwise, kant’s Groundwork of the Metaphysics of Morals provides a 
compelling standard for ethical judgment and action. The conflict between what 
we should do (reason) and what we desire (inclination) makes plain where moral 
obligation lies. When considering more complex or nuanced ethical action less 
readily characterized as fulfilling (or violating) the moral law, however, kant’s 
moral philosophy may prove limiting at the outset, encouraging a sort of think-
ing that reduces ethical reflection to answering only the single question of which 
act is right and which is wrong.4 even if we finally see the protection of our chil-
dren as a duty—and consider the manner in which that protection is offered as 
important for how we conceive of this duty—kant’s moral philosophy does not 
provide effective means of building a picture of this duty and a guide to its ful-
fillment. Virtue ethics provides much better tools for these.
 Like most philosophical concepts of virtue, the practice of virtue that i ex-
plore here is rooted in aristotle’s Nicomachean Ethics. While the ancient greek 
concept of virtue is not precisely at odds with the conception of duty that is con-
ventionally identified with the prevailing approaches in bioethics (an approach 
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on which the Bioethics and intersex group relies), an emphasis on ethical virtue 
nevertheless moves us to reconsider some of the ways that ethical questions re-
garding consent have been formulated. returning to ancient conceptions of virtue 
can help us understand, for example, how parents and physicians are motivated 
by a conception of the good that may be mistaken. errors in moral judgment take 
many forms, but perhaps most salient among such errors with respect to ques-
tions of normalization are those that, in the terms of philosophical ethics, mis-
take the “is” for the “ought”: they mistake assumptions or observations about 
what people do or how they behave for guidance in ethical judgment, that is, what 
people ought to do, or how they should behave. But this distinction between what 
kant calls “anthropology” and “morality” (1964 [1785]) is one that has come to 
be understood, in bioethics and perhaps in other realms, as a matter of intellec-
tual understanding of moral “rules,” which may not offer meaningful guidance 
to individuals and families lacking the fortitude, or perhaps even the luxury, that 
would enable them to comply with such rules. it may be that the expectation that 
individuals should comply with moral principles is a standard “too high for hu-
manity,” as John Stuart Mill put it (2001 [1861], 18). emphasizing virtue and the an-
cient tradition that grounds it serves to remind us that, however it may appear in 
some professional contexts, ethics is not merely a legalistic tool for distinguishing 
“right” from “wrong” but is first understood as a way of living and of promoting 
human flourishing.

ethical arguments for the normalization of atypi cal Sex
Beginning with the work of John Money and his colleagues in the 1950s, the “op-
timal gender of rearing policy” guided physicians’ recommendations in favor of 
normalizing surgery for children with atypi cal sex anatomies. as we have seen, 
strong challenges to the evidence supporting the wisdom of this policy did not 
have a significant impact on the frequency of the performance of surgery; al-
though few physicians now explicitly invoke the optimal gender policy in their 
continued support of the standard of care (see, e.g., Meyer- Bahlburg 1999; Meyer- 
Bahlburg et al. 2004), the rationale for the optimal gender policy may neverthe-
less be understood to continue to prevail in the medi cal management of atypi cal 
sex. Physicians no longer rely explicitly on the optimal gender policy to justify 
normalizing surgery; instead, they present the therapeutic value of normalizing 
surgery (if not sex reassignment) in terms of the seemingly obvious rewards of 
normal appearance, the imagined tolls of abnormality, and the assumed difficul-
ties parents would experience in bonding with their children if normalizing sur-
gery were to be delayed.
 Physicians recommending and performing normalizing surgeries since the 
late 1990s maintain that their practices are in the best interests of their patients, 
a belief all physicians would be expected to hold with respect to any intervention 
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they undertake. But the significant questions that have been raised by the stan-
dard of care call for justifications for interventions that no one today character-
izes as urgent and that many charge are not only unnecessary but also pose a 
genuine risk to children’s health and well- being. We have seen one response to this 
need in the work of garry Warne and his colleagues, who head off ethical chal-
lenges to the standard of care by asserting the primacy of a “natural” imperative 
over any ethical imperative—what amounts to, as i suggested in chapter 5, an in-
validation of ethical reasoning, at least with respect to the treatment of children 
with atypi cal sex. Though i would like to think that even the staunchest propo-
nents of the standard of care would find suspect the argument advanced in the 
work of Warne and his colleagues, the identification of standard medi cal prac-
tice with “the good” nevertheless captures the prevailing sense of physicians who 
continue to recommend and perform normalizing surgeries. Public criticisms of 
the standard of care since the late 1990s are numerous and have been made by af-
fected individuals and their parents, as well as professionals in law, the humani-
ties and social sciences, and even members of the medi cal community. arguments 
in favor of normalizing surgeries have usually taken place in the private settings 
of physicians’ offices in compassionate discussions between physicians and fami-
lies, and in informal communications among doctors themselves. The medi cal 
literature generally takes for granted the value of intervention; while particular 
articles might allow that genital normalization is “controversial” or “sensitive,” 
articles or textbook chapters treating this issue generally focus on the details of 
the performance of a particular intervention, just as they would any other tech-
nical matter of medi cal treatment.
 The tensions that characterize the standard of care today are best illustrated 
by the 2005 consensus meetings convened by the U.S. and european endocrino-
logical societies, and the resulting Consensus Statement published in 2006. even 
as the resulting statement heralded significant changes in practice, it failed to 
provide a reasonable rationale for the normalizing surgery expressed in the state-
ment’s continued, if qualified, support. That failure is especially startling in light 
of the statement’s unprecedented acknowledgment of conspicuous problems that 
had characterized practices since the 1950s. in addition to the new nomenclature 
of disorders of sex development that replaced variations on the term “hermaph-
roditism” (Hughes et al. 2006, 554), participants agreed on a number of changes 
to the standard of care. Physicians should make clear to parents that DSD “is not 
shameful”; candor in the provision of information to parents about their child’s 
condition is now understood to be essential (555), as is providing age- appropriate 
information to children (557–558). The statement also recommends against sex re-
assignment of 46,xY males with micropenis and makes preservation of fertility 
in males as important as it has consistently been for those assigned female (556). 
recommendations for clitoral reduction are now tempered (557), but the state-
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ment acknowledges forthrightly the trauma that has resulted both from repeated 
examinations of children’s genitals and from medi cal photography (558).
 in the context of these fundamental shifts in practice, the failure to chal-
lenge some types of normalizing surgery—particularly for girls with very large 
 clitorises—as a standard of care suggests a refusal to investigate the assumptions 
that made the optimal gender policy so convincing over the decades preceding 
the consensus meetings. The Consensus Statement provides no argument in favor 
of normalizing surgery apart from the assertion that it “relieves parental distress 
and improves attachment between the child and parents.” The authors’ admission 
of the absence of evidence to support this “feeling” (557) indicates the need for 
considered reflection upon a standard of care that no longer stands on the once 
apparently unassailable ground that Money’s theoretical work provided.
 in 2009 the working group Bioethics and intersex responded to this need for 
more extended ethical reflection on medi cal management of atypi cal sex and de-
veloped what the lead author of the resulting paper elsewhere describes as “an ex-
haustive catalogue of ethical recommendations” to support the care of children 
with DSD (Wiesemann 2010, 2). The work of the Bioethics and intersex group 
is not the first effort to craft an ethical approach to the medi cal management of 
children born with DSD,5 but it is the first that takes as its ground the authority 
of parental decision making that it endorses. The importance of this focus is easy 
to overlook. in the care of children with atypi cal sex, the role of parents, even in 
recent memory, has oft en been regarded as inconsequential (“doctors’ orders!”). 
When the standard of care was firmly established in the last century, parental au-
thority was cast as an obstacle to be overcome in ensuring that children receive 
optimal care.
 in “ethical Principles and recommendations for the Medical Management 
of Differences of Sex Development (DSD)/intersex in Children and adolescents,” 
authored by three of the sixteen members of the german network DSD/intersex 
working group, we find not an evasion of ethical reasoning such as that offered 
by Warne and his colleagues, but a genuine and unique effort to “develop, dis-
cuss, and present ethical principles and recommendations for the medi cal man-
agement of intersex/DSD in children and adolescents” (Wiesemann et al. 2010).6 
There can be little doubt that the reflection in which the working group engaged, 
and arguably seeks to promote, is vitally needed; the principles it adumbrates pro-
vide a promising ground for ethical reflection. identifying the productive ten-
sions between the project of the main paper and the work of the paper’s adden-
dum, attributed to the working group as a whole, directs us to attend to the gaps 
in reflection on practices and understandings that not only continue to shape the 
medi cal treatment of DSD but also are reproduced in the selected principles on 
which the main paper focuses.
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 in setting out its project, the main portion of the 2010 paper acknowledges the 
significant ethical violations entailed by the optimal gender policy. Four of these 
are now well known: (1) the policy required some degree of deception regarding 
not only affected individuals but also families; (2) the policy was itself grounded 
on evidence that was falsified to degrees we may never fully know; (3) even aside 
from the falsification of data, it involved obvious violations of ethical and scien-
tific standards in the conduct of the research; and (4) the collection of meaning-
ful data on outcomes in line with prevailing ethical standards has been difficult 
precisely because of the origi nal conditions under which care was administered.7 
For these reasons, it is not surprising that the authors of “ethical Principles and 
recommendations” conclude that the “optimal gender policy has lost its attrac-
tiveness as a comprehensive and successful strategy for managing DSD” (Wiese-
mann et al. 2010, 673).
 One might wonder about the narrowness of the criticism of the optimal gen-
der policy presented in the paper; Claudia Wiesemann and her colleagues do not 
challenge its central premise that conditions a successful psychosocial adjustment 
on conformity of one’s physical appearance with one’s sex assignment. For half a 
century, physicians relied on the protocols developed at Johns Hopkins to justify 
the standard practice of normalization that would support the successful psycho-
social development of a child’s sense of self. But now it appears that the emphasis 
on shaping genitalia to match a child’s assigned sex functions to ensure that  others’ 
sense of who the child is will not be disrupted. among the majority of special-
ists in the care of DSD, the importance of this goal is now taken for granted, and 
challenges to the importance of “normal appearance” are ignored.8 Uncriti cally 
accepting this assumption, the authors of “ethical Principles and recommenda-
tions” cannot but locate the focus of the question they pose on the problem of the 
ethical justification for parental consent to normalizing surgeries.
 This focus emerges from the three principles the authors identify as “relevant 
to decision making in DSD.” The first is the well- being of the affected child and 
the adult she will become; the sec ond is respect for “the rights of the patients to 
self- determine decisions that affect them now or later”; and the third is the foster-
ing of “family and parent- child relations.” While Wiesemann and her colleagues 
understand that the principles may “oft en conflict” (675), ultimately they argue 
for an obligation to respect parental authority. Such authority, they aver, should 
be recognized as constitutive of the right to familial privacy that is recognized in 
the major declarations of human rights of the twentieth century, namely, the Uni-
versal Declaration of Human rights, as well as the U.n. Convention of the rights 
of the Child (674).
 The right to privacy, and the authority associated with this right, however, 
are “not unlimited.” The exercise of this right, they acknowledge,
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has to comply with the ethos of parenthood determined by the larger cultural 
context, not just by the in di vidual parents themselves. This almost universal 
ethos demands both a caring and encouraging human relationship between 
parent and child and respect for each and every child. The way in which par-
ents are expected to live up to this ethos has to be socially negotiated in line 
with social, cultural, or religious attitudes. (674)

Wiesemann and her colleagues do not remark on the specific social, cultural, 
or religious attitudes that can cast normality as an imperative, but the working 
group’s characterization of atypi cal sex as a “psychosocial emergency” (677) may 
indicate that at least some of its members regard atypi cal sex in the monstrous 
terms that evidently continue to shape the standard of care.
 as an adumbration of “ethical Principles and recommendations,” promised 
by the title, the main paper falls far short of its promise to “provide a compre-
hensive view of the perspectives of clinicians, patients, and their families” (671), 
though the more numerous principles detailed in the addendum may be read to 
correct in some measure for the limitations of the main paper. There is neverthe-
less no genuine attempt to take on the ethical test presented by Suzanne kessler’s 
studies, to reckon with the revelation that, imagining ourselves to be in the child’s 
position, the overwhelming majority would not have wanted their parents to con-
sent to normalizing surgeries of the sort kessler describes. to the extent that the 
analy sis presented by Wiesemann and her colleagues can address this issue at all, 
it does so only in terms of the problem of consent and what the authors describe 
as the doubt that has been cast “on parental surrogate decision making” by critics 
of normalizing surgeries performed in infancy and early childhood. Specifically, 
the authors of the main paper are concerned with responding to the (unattrib-
uted) claim that in the absence of medi cal necessity it is wrong to make irrever-
sible decisions on behalf of children when the desires of infants or very young 
children cannot be known. “although appealing in its simplicity,” they write,

[this argument] is flawed: it does not sufficiently distinguish between the in-
terests of the child, particularly the small one, and those of the future adult . . . 
according to the maxim of postponed informed consent, only the adult would 
be truly able to determine the best interests of the child he or she was in a for-
mer time. But this child no longer exists, and its interests, thus, can no longer 
be respected. (673)

although this criticism may be persuasive on its face, the authors’ characteriza-
tion of opposition to proxy decisions in favor of normalizing genital surgery fails 
to represent the fuller articulation of those objections found in the earliest pub-
lished arguments against it. These include criticisms the working group cites else-
where in their report, in clud ing that of kenneth kipnis and Milton Diamond, 
whose call for a moratorium on normalizing surgeries in a 1998 essay is based not 



Practicing Virtue    |    161

on the question of consent the group takes to be primary, but on the possibility 
of harm resulting from unnecessary surgery.9
 according to kipnis and Diamond, the “presumption has always to be against 
surgery unless two types of evidence are at hand.” This evidence includes how 
other patients have fared having undergone surgery and whether those who have 
not had surgery have suffered for “going without.”10 “Because this evidence is lack-
ing,” kipnis and Diamond write, “the surgical assignment of sex remains an ex-
perimental procedure: one in which the results cannot be properly assessed until 
at least 20 years after the intervention” (1999 [1998], 406).
 Contrary to the representation of Wiesemann and her colleagues, criticism 
of early surgery in the literature has not focused on an epistemic problem as they 
have defined it, that is, as “knowing” what a particular child would want (though 
certainly objections have been raised, as the working group notes, with respect to 
the irreversibility of decisions made in the absence of medi cal necessity). The fun-
damental problem that kipnis and Diamond identify instead is that the consent 
sought from the parents cannot be informed consent. in other words, as kipnis and 
Diamond put it, “Doctors can’t tell parents what the long- term risks and benefits 
are because they haven’t done the studies and don’t know” (406). given the pri-
ority they assign to parental rights to proxy consent, it is curious that  Wiesemann 
and her colleagues do not consider the substantial constraints on the information 
parents have in making decisions about surgical normalization. erecting a straw 
man in their treatment of criticism of early surgery not only gives short shrift to 
consideration of the perspective of the children the working group claims to rep-
resent, but it also fails to consider meaningfully the challenges facing parents in 
their decision making. Some physicians may claim that improvements in surgical 
technique substantially mitigate the problems outlined by kipnis and Diamond. 
But rather than address the fundamental problem of consent that the two authors 
identify, it appears from physicians’ accounts that they “resolve” that question by 
frankly acknowledging the absence of evidence and by putting the decision in the 
parents’ hands.11

 However, far more important than demonstrating the reductive treatment of 
objections to early surgery in the terms offered by Wiesemann and her colleagues 
is what strikes me as their failure to address the divergent moral intuitions dem-
onstrated in kessler’s studies. Where those imagining themselves as parents sup-
port normalizing surgery on behalf of children with atypi cal sex, the overwhelm-
ing majority of adults asked to imagine that their own parents had been faced with 
the decision of normalizing them say that they would have opposed it. Perhaps 
because the authors of the main paper narrowly focus on clarifying the principles 
that support parental consent, they do not develop the principles limiting parental 
discretion that they gesture toward at the end of the essay. These principles, they 
write, should be outlined “in accordance with commonly shared beliefs of the 
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good parent on the one hand and of the child’s human dignity and bodily integ-
rity on the other hand” (Wiesemann 2010, 674). But perhaps the problem here is 
in the construction—in seeing shared beliefs about good parenting and those con-
cerning children’s human dignity as fundamentally in tension with each other. 
if we examine more closely the question of parental duty, i believe we may see 
how the tension the group assumes—precisely the tension with which physicians 
grapple—is the result of an uncriti cal valuation of the principle of autonomy, lit-
erally, the capacity to be “self- governing,” which is generally taken within bio-
ethics as the rights of patients to make informed decisions in their care.

The Duty to Protect
if it seems obvious that individuals would not have wanted their parents to con-
sent to normalizing surgeries, one reason is owing to the long association of au-
tonomy with human dignity. Whether explicit (in our legal codes, both domestic 
and international) or implicit (in what psychoanaly sis casts as a kind of inevitable 
fantasy), autonomy fig ures as an incontestable good.12 indeed, i would suggest that 
the question of autonomy is central to the Bioethics and intersex group’s under-
standing of what they also take to be the dilemma presented by the prospect of 
normalizing surgery. infants and toddlers are not autonomous in the sense that 
they lack the capacity to make informed decisions on their own behalf. Parents 
are able to make these decisions for themselves and extend that capacity to make 
decisions on behalf of their dependent charges. But as kessler’s studies suggest, 
the decisions that an in di vidual would make in the one case may be very differ-
ent from the decisions she would make for her own children.
 Let us focus, then, on the distinctive position of parents and the character-
istic difference that sets their position apart from that of children. Here i think 
we gain greater insight into what moves parents—and when i speak of parents 
i also mean those imagining themselves to be parents, as the students in one of 
kessler’s studies did—to favor normalizing surgeries. granting that the answer to 
the question of whether to allow or seek normalizing surgery for a child will vary 
according to the his tori cal and sociocultural context in which particular parents 
find themselves, i think that today most would agree that parents presented with 
the option of normalizing surgery for children with atypi cal sex agree to, or even 
insist upon, this intervention because they seek above all to protect their children.
 a wide variety of the normalizing practices in which parents frequently en-
gage are intended to protect children, socially and medically. alice Dreger writes 
that she teaches her child “when to say ‘please,’ ‘thank you,’ ‘you’re welcome’” and 
how to use pronouns appropriately in speech. She works to encourage him to eat 
nutritious food and has agreed to vaccinations to guard against infectious dis-
ease. The motivating force of these practices is continuous with that expressed by 
parents of children with atypi cal anatomies, whose “desire to normalize [their] 
child can be especially strong.”
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Most children with unusual anatomies are born to parents who do not share 
the unusual trait, and so parents’ reaction oft en involves fear, shame, guilt, 
and distress, even while those feelings are tempered by relief, excitement, and 
joy at the birth. The parents oft en can’t imagine living “that” way. They flash 
back to the worst teasing they ever experienced when they were young, and 
imagine it being infinitely worse for this child. They remember how difficult 
it was to make friends and how much personal appearance counted, and they 
worry that this child will always be alone. They know how important it is not 
to feel alone. (Dreger 2004, 55–56)

identifying the continuity between the desire to normalize children and the desire 
to protect them suggests that parents feel a kind of compulsion that can be under-
stood in terms of what immanuel kant calls in his moral philosophy “inclination.”
 For kant, an inclination is a feeling of desire or need that is definitive of hu-
mans’ animal nature. “inclination” is a term that in this context might strike one 
as failing to capture the force of the impulse or instinct to protect one’s child from 
harm. But such feelings are exemplary of the “nonrational” aspect of our hu-
manity: these are the whole range of needs and desires to which we are, in kant’s 
terms, subject as beings who are rational, but not purely rational, as he takes di-
vine  beings—god, or angels—to be.
 in the Groundwork of the Metaphysics of Morals, kant writes that moral “im-
peratives” apply only to rational beings endowed with reason who are also sub-
ject to the law of nature. in other words, imperatives apply only to creatures who 
have the capacity to make choices or exercise judgment in the face of desires that 
may pull them in a direction at odds with what reason would command. For this 
reason, imperatives have no role in determining the activity of nonrational crea-
tures (e.g., plant life, or nonhuman animals, according to kant). imperatives also 
have no place in the determination of a purely rational will such as “the divine will 
[or] in general . . . a holy will,” he writes, “because ‘I will’ is already of itself nec-
essarily in harmony with the law. imperatives are in consequence only formulae 
for expressing the relation of objective laws to the subjective imperfection of the 
will of this or that rational being—for example, the human will” (1964 [1785], 81; 
origi nal emphasis). That is not to say, however, that every “natural” impulse that 
humans have is at odds with the “moral law.” The decisions motivated by inclina-
tion and those commanded by the moral law may—and frequently do—coincide.
 even as we may identify parents’ protective instinct in what kant calls the 
“natural” aspect of ourselves that we share with nonhuman animals, we may also 
understand that at the same time, protecting children is a duty of the sort that is 
worthy of ethical (and legal) defense, as the german Bioethics and intersex group 
would appear to agree. Characterizing a parent’s impulse to protect a child as a 
duty, however, cannot be sufficient to sanction normalizing surgery for a child, 
because it assumes too much about the protective qualities of normalizing sur-
gery, on the one hand, and not enough about the potential of that surgery to re-
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sult in harm, on the other. However, if we see the protection of children as a “per-
fect” duty in kant’s terms, it is a duty that must be exercised in very different ways 
depending on a variety of factors, the understanding of which relies on practical 
wisdom acquired by experience and education.13 a parent’s duty to protect her 
child, i propose, is one better cast as a virtue.

Back to aristotle
For aristotle, a virtue (aretê) is not fixed. Virtues, or “excellences,” must be learned 
and practiced so that one is disposed to acting in ways that promote humans’ ul-
timate good, namely, “happiness” or “flourishing” (eudaimonia). in philosophy 
an aristotelian approach to ethics is generally contrasted with a deontological, 
or kantian, approach. For kant, the goal of ethical understanding is not con-
ceived as happiness or flourishing so much as it is acting from duty, and discern-
ing what actions are necessitated by duty. Where “virtue” in kantian terms may 
be understood to be a matter of constraint (and especially constraint on pleasure), 
virtue—or virtues—for aristotle, constitute “excellences” to master, precisely in 
order to promote flourishing. Virtues are never “finally” learned, but are exer-
cised over one’s life. it may be that describing parents’ obligation to protect chil-
dren as a duty leads us to see the duty to protect our children “in an unqualified 
way,” as  aristotle puts it. Yet, for aristotle, we must understand ethical virtues in 
terms that involve how they are exercised and specify “the manner in which they 
should or should not [be practiced], or . . . the time [at which] they should” (1984, 
1104b). They are not given by nature, but are learned over a period that permits 
the development of one’s habitual exercise of them. in the Nicomachean Ethics, 
aristotle offers any number of examples that illustrate the kinds of knowledge 
and experience necessary for the proper exercise of virtues such as courage, gen-
erosity, and high- mindedness so that our actions are appropriate at the moment 
of their performance, neither in excess nor in deficiency, but achieve “the mean.”
 in aristotle’s terms, the sort of education that results in this achievement is 
not what readers of kant would take to be the mark of moral character, that is, 
an education to promote “resistance” to one’s natural impulses in fulfillment of 
the requirements of duty. instead, the cultivation of virtue is intended to develop 
an individual’s inclination to act in ways that are consistent with the achieve-
ment of the mean. in aristotelian terms, “overprotectiveness” would be an ex-
cess of protection, while a failure to protect a child—neglect, in the legal parlance 
of the United States—would be a deficiency. For aristotle, the mean is not a mat-
ter of arithmetic, but instead is determined relative to the subject and to her cir-
cumstances. When we consider what is necessary for ensuring the safety and 
well- being of our children, a fixed notion of protection cannot capture the sort 
of finely tuned adjustments parents must make as a child grows and as we learn 
to be parents of the particular children for whom we are responsible. The protec-
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tion of newborn children is primarily concerned with making sure they are fed 
and clean. new parents oft en fret about getting these “right,” that is, in ensuring 
that their practice aligns with the mean, and the natural consequences of excess 
or deficiency of nutrition or hygiene—from finding ourselves covered in spit- up 
to encountering a baby’s glowing and angry backside—teach us soon enough that 
we must adjust our practices. Quickly this knowledge becomes superseded by the 
need for increasingly complex understandings of a child’s needs. Where protec-
tion in infancy may involve keeping choking hazards out of reach, those impulses 
to safeguard a child from all hazards must soon be tempered by the child’s de-
veloping needs to learn. take walking, for example. When babies are learning to 
take their first steps, a parent’s impulse may be to keep them from falling. But 
the disappointment or surprise or discomfort of falling, as a grandparent might 
need to gently instruct a new parent, is essential for the child’s learning to walk; 
falling down promotes the gross motor skills important in the process of learn-
ing to walk, such as developing a reflex of cushioning her own fall with her hands, 
to pick herself back up, and to try again. There are other lessons a parent might 
need in this case, too: a child with a more reserved disposition might need to be 
encouraged to take risks, a sensitive child to see that falling is not so terrible, an 
overly bold child to understand the consequences of running before walking. and 
if someone is not acquainted with other children, it may be hard to know where 
one’s child fits in these schemes and the degree or kind of protection one ought 
to provide. at the same time that we endeavor to be good observers of our chil-
dren, we rely on the guidance of extended family, friends, teachers, pediatricians, 
as well as on books, articles, and, increasingly, on those we encounter virtually, 
to gain the kinds of knowledge, insight, and attention our children require of us.
 Understanding parents’ desire and duty to protect their child as a virtue helps 
us to see that an unqualified promotion of parents’ desire to safeguard their chil-
dren from all pain cannot be in their best interests. We can at once appreciate a 
parent’s desire to protect her child from the pain of abnormality—and the cor-
relative desire for normality—and see that that desire is one that a parent is ob-
liged to temper. This is the difficult lesson with which the parent i call Sonja has 
been grappling since the birth of her daughter a few years ago.

Sonja’s Story
The experience of Sonja and her husband, elias, after the birth of their child was 
very similar to those of parents of children with atypi cal sex over the last fifty 
years. it was not immediately clear that Shai was a boy or a girl, but genetic test-
ing soon confirmed that she was a girl with the salt- losing form of CaH. Once her 
health had been stabilized, the medi cal team initiated discussion about normal-
izing surgery. Doubts Sonja and elias already had about the urgency and value of 
normalizing surgery were only deepened by what the couple recounts as the farci-
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cal effort to convince them of the value of surgery during their first meeting with 
the medi cal team. The pediatric urologist who proposed to do the surgery said he 
understood their anxiety about the prospect of surgery, because he had recently 
recovered from cataract removal. and he was going to retire soon, so really, now 
was the time to take advantage of his considerable expertise. “it’s laughable now,” 
Sonja says, “but when he said that, i looked at elias, and he looked at me, like 
‘What the hell?’ Why would we let someone with failing eyes operate on our child?”
 Skeptical of the need for surgery at the outset, Sonja and elias did understand 
that their daughter might require vaginal surgery if there was a structural problem 
that might inhibit function, and they accepted that an exploratory procedure to 
determine the existence of such problems was important. another member of the 
team, who saw that the parents’ trust in their surgeon was compromised, sug-
gested that they might consult specialists in other parts of the country. They de-
clined the appointment of one surgeon after the receptionist exclaimed that they 
should immediately schedule clitoral reduction, saying, “it’s what everyone does!”
 as their search went on, their questions became more sophisticated. in con-
sidering the possibility that their daughter would require vaginal surgery, they 
asked another surgeon whether he could do so while leaving their daughter’s clito-
ris intact. He told them, “Oh, no, i don’t do [surgery] à la carte.” Throughout this 
process, they were fortunate in their confidence in the pediatric endocrinologist 
who would manage the delicate business of maintaining their daughter’s health. 
She provided no advice on the question of normalization except to remind them 
that if they did pursue surgery, she would need to be consulted to ensure that 
Shai was medicated properly to deal with the physical stress of anesthesia and 
postsurgical recovery. They settled finally on a well- regarded surgeon who was a 
strong proponent of normalizing surgery and who made clear his opinion that, 
like his colleagues, he thought they should permit the surgery to go forward but 
nonetheless told Sonja and elias the decision was theirs. aside from the “scope,” 
they told the doctor, he was to do no cutting. Having determined that Shai had 
no genuine malformation but, rather, a narrower vagina than was typi cal, and 
which she would be able to expand herself later on as she decided would be nec-
essary, they returned home to their jobs and to their new lives as a family.
 Sonja and elias’s recounting of the narrative of the first year of Shai’s life 
makes absolutely clear that they were preoccupied by how best to care for and 
protect her. But this protection was not directed against the imagined stigma of 
her physical difference so much as it was focused on safeguarding what they talk 
about as her sense of agency, her capacity to be a criti cal thinker, equipped to meet 
the challenges that life brings. They can anticipate some of these challenges, cer-
tainly, since their daughter has a chronic disease that requires vigilant manage-
ment, particularly in childhood. and already they imagine a number of scenarios 
in which her atypi cal anatomy could be challenging for future romantic partners 
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(though they believe it possible that it might not be); they know that decisions not 
to alter her surgically might be something with which she struggles later on, that 
decisions they made on her behalf could be a source of conflict or gratitude, and 
that she might experience each sequentially or simultaneously over her life. Still, 
not only did “fixing” her, as so many advised in her first year, carry considerable 
risks to her capacity for erotic sensation, and perhaps even her sense of self, but 
there were also broader risks for Shai that Sonja immediately recognized in a pod-
cast she had tuned in to when her daughter was a toddler.
 The podcast was called “Do You Feel Pulled Hither and Thither by each new 
Bit of Parenting advice That Comes Your Way?” (Mom enough 2011). The fea-
tured child psychologist, Linda Budd, provided a compelling commonsense notion 
of parenting. Sonja recalled how Budd decried the way that parents are increas-
ingly “reactive” rather than “proactive” in their childrearing. in their efforts to 
make their children’s path through life easier, they provide quick fixes and so fail 
to provide children opportunities to develop the skills that they need in order to 
become “caring, competent, and contributing adults.” This notion—together with 
the “mission statement” that the psychologist described as essential for realiz ing 
this goal—provided language to describe the aims Sonja recognized in the discus-
sions she and elias had had about their priorities for raising their child. They had 
begun these discussions even before Shai was born. When they learned, shortly 
after her birth, that their daughter had CaH, and that they would need to think 
through a good deal of the sense of their mission well before they might other-
wise have done, Sonja and elias already had a firm basis for thinking through 
what their commitment to their child’s development entailed.
 Sonja was particularly struck by Budd’s invocation of the image of the “curl-
ing mom.” Curling is the winter sport that the world outside of Minnesota and 
Sweden becomes aware of during broadcasts of the Olympics. One may recall how 
players look at once frantic and focused as they brush aside ice and snow, clear-
ing and shaping the path of the stone to guide it to its destination. The “curling 
mom” captured for Sonja precisely the image of the parent she did not want to 
be. Like its counterpart, the “helicopter parent,” who anxiously hovers near her 
child to provide direction and assurance, the curling mom’s aim is to smooth and 
direct a child’s way. “That’s fine if you’re curling,” Sonja says, “but it’s no good if 
you have a kid and you have to teach them how to go over obstacles.” That is not 
to say that the temptation to clear the path is not a strong one; Sonja experiences 
this temptation still and acknowledges that “the curling mom does [these] things 
out of love; a helicopter mom hovers, out of love.” resisting that impulse, affirm-
ing her commitment to her daughter’s future competence, maintaining a clear 
vision of her “mission” as a parent responsible for facilitating her daughter’s de-
velopment as a competent, caring, and contributing adult, is one that Sonja feels 
obliged and challenged to practice every day.
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The Practice of Virtue and Care of the Self

Cultivating the attitude that enables a parent to avoid the temptation to sweep ob-
stacles aside for her child is no easy task. The immediate rewards of being a curl-
ing parent are substantial. For example, there is the child’s feeling of safety or 
success, as well as the parent’s own sense of accomplishment or sense of control. 
There are also considerable and immediate disincentives for resisting this desire 
that we encounter, in the child’s or parent’s frustration or disappointment, per-
haps especially in the uncertainty that the work of growing up entails for chil-
dren and their parents. to restrain this urge, to practice continence, as aristotle 
terms it, requires deliberation (boulêsis). For aristotle, as for Plato before him, 
“good deliberation” helps us to identify the good toward which we should aim 
(aristotle 1984, 1142b). While we may truly believe that our actions aim at a good, 
whether momentary or lasting, our experience, together with reflection upon this 
experience, as well as our interaction with others, can help us to see that we can 
be—and indeed oft en are—mistaken in our evaluation of the good toward which  
we aim.
 all those assembled at the home of Callias agree when Socrates asserts in the 
Protagoras, “no one goes willingly toward the bad, or what he believes to be bad.” 
But if one is “forced to choose between one of two bad things,” Socrates observes 
that “fear or dread . . . an expectation of something bad” (Plato 1961a, 358d- e) can 
lead one to make a bad choice, one grounded not on a bad intention but on the 
failure to recognize where the good lies. Fear or dread is oft en the result of igno-
rance, or “false belief” (358c), and can impede a true understanding of what such a 
choice entails. Virtue lies here in the courage to overcome one’s fear, but this cour-
age requires knowledge (539d). indeed, Socrates goes on to conclude that courage 
itself should be defined as “knowledge of what is and is not to be feared” (360d; 
emphasis added). Such knowledge—which may require good deliberation—is es-
sential in the cultivation of virtue.
 Sonja’s understanding of the difficulty of the choice she and elias have made 
echoes the characterization of virtue we find in ancient greek philosophy. Par-
ents fear the consequences of the obstacles they project to lie ahead for a child 
with a body that is “not normal,” and Sonja lives with the keen awareness of this 
fear. “i really understand parents who have surgery for their babies,” Sonja says, 
“because they were not told different, and they have a different experience, and 
they love their little girls so much that they would plow all the snow out of their 
paths.” Those who choose normalizing surgeries for their children, Sonja believes, 
are making choices out of ignorance and do not have available to them the knowl-
edge that would provide them the means—that is, the courage—to do otherwise. 
it was her own mother’s belief that cosmetic surgery would make Sonja more ap-
pealing, and so enhance her chances for flourishing, that led to the rhinoplasty 
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she underwent as a teenager. Sonja knows that her mother wanted only the best 
for her, and she also remembers how “susceptible” she was at fifteen or sixteen, 
how fragile her self- esteem, when her parents proposed that she have a nose job. 
as an adult, Sonja appreciates that her parents had themselves so thoroughly in-
ternalized a cultural conception of beauty that they felt it important that she un-
dergo cosmetic surgery; she can understand their actions as motivated by their 
care and concern for her. But she also remembers how much it hurt her that they 
felt it necessary to change her body, and how they were thinking not only of her 
future but also of their own—as grandparents to the beautiful grandchildren 
Sonja would bring them with her enhanced opportunities to attract an appeal-
ing son- in- law. This last point was one her father made on a number of occasions, 
though Sonja thinks being reminded of that remark now would cause him pain, 
as he must regret what he said. Sonja laughs when she thinks of her parents’ vi-
sions of her future husband, so unlike elias, whom her parents cherish, and of 
their head- turning toddler, who enchants the grandparents who nevertheless still 
ask whether Sonja and elias should consider that normalizing surgery after all.
 Sonja believes her own experience as a teenager planted doubt about the pros-
pect of changing her own daughter’s body. But the knowledge that guides her de-
cisions as a parent is not only a matter of having had the experiences she has had 
but also the result of deliberation, of criti cal reflection upon her experience. This 
is the examination that grounds the pursuit of the self- knowledge that  Plato’s 
Socrates famously casts as the condition of the good life.14 When i first discussed 
the implications of Suzanne kessler’s juxtaposed studies in chapter 2, i asked 
what could account for parents’ failure to ask themselves the question on behalf 
of their children that it appears they would ask of their own parents: why would 
they agree to a surgical procedure they would likely refuse for themselves? There 
i detailed the obstacles to the caring identification that would allow parents to 
ask how their children might view parents’ decisions to normalize their bodies. 
Following Sonja’s lead, perhaps we should understand those obstacles as stem-
ming from a broader problem, one that twentieth- century philosopher Michel 
Foucault points to in his work on what he called “the care of the self.” “The idea 
that one ought to attend to oneself, care for oneself (heautou epimeleisthai),” Fou-
cault remarks, “was actually a very ancient theme in greek culture,” an “impera-
tive” (1988 [1984], 43) that is not only present in the works of Plato but is also a 
focus of epicureans and Stoics alike (46–47; 1997 [1984], 284). This is not to say 
that self- examination, and the resulting knowledge, is the same across the work 
of the different thinkers and the philosophical schools with which they were as-
sociated (Foucault 1988 [1984], 63). Foucault nevertheless sees across these think-
ers’ work a “common goal,” namely, to promote active attention to the “relation 
of oneself to oneself” (64), to take the “path by which, escaping all dependencies 
and enslavements, one ultimately rejoins oneself” (65).
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 The emphasis on the control one must learn to exercise over oneself and one’s 
impulses might resemble a kind of abnegation, but the ancient notion of the care 
of the self, Foucault writes, “is also defined as a concrete relationship enabling one 
to delight in oneself” (65), not only to feel a kind of ownership of oneself, what we 
might better understand as a kind of “self- possession,” but also directed one to take 
pleasure in the acceptance of oneself, in clud ing in the recognition of both one’s 
capacities and one’s limits (66). Foucault explains that during the rise of Chris-
tianity this concept of the care of the self became “somewhat suspect . . . at a cer-
tain point, being concerned with oneself was readily denounced as a form of self- 
love, a form of selfishness or self- interest in contradiction with the interest to be 
shown in others or in the self- sacrifice required” (1997 [1984], 284) by an ethical 
relationship to others.15 The identification of a concern with oneself with a kind of 
selfishness that would interfere with a parent’s—perhaps particularly a  mother’s—
obligation to care properly for her child resonates with the sort of worries that are 
pervasive today.16 recognizing the conflicting views of parenting that direct us to 
“do everything” for our children and yet to practice the restraint in our parenting 
that will enable children to achieve for themselves the self- possession necessary 
for the practice of ethical virtue (which we especially hope children will be able 
to exercise when they are out of our sight) should move us to clarify the ethical 
problem facing parents of children with atypi cal sex anatomies.

reimagining the Object of Protection
in the terms of the tradition on which Foucault draws, what is necessary for a 
parent such as Sonja, who sees as her ultimate aim, as the measure of her suc-
cess, “putting herself out of a job,” is a relationship to herself that allows her to re-
sist the temptation to extend protection to her daughter in ways that will disable 
Shai. The source of such temptation may be found in a number of factors, sin-
gly or in combination. The temptation could be a function of ignorance, a lack of 
knowledge of what a child needs to learn to grow and succeed. it may also come 
from a concern about what others will think about one’s child. Certainly this is 
the motivation that has fig ured explicitly in the standard of care for management 
of atypi cal sex anatomies. as has been evident in the recent history of medi cal 
management, the concern about what others will think has not been limited to 
what one thinks about one’s child, but is concerned correlatively with how oth-
ers may judge one’s parenting.
 Conceptions of parenting have been integral to the organization of medi cal 
management of atypi cal sex anatomies in children, but such understandings are 
mostly of the sort that are taken for granted. recall that although parental re-
sponse was consistently understood to play a central role in the standard of care, 
for decades there was but a single article that discussed parents of children with 
atypi cal sex in the medi cal literature. “Divergent Ways of Coping with Hermaph-
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rodite Children” (1970) presents two case studies intended to support physicians 
in their efforts to help parents accept “the medi cal decision of sex assignment” 
and to promote in parents “a feeling of complete conviction that they have either 
a son or a daughter” (Bing and rudikoff 1970, 77).
 The article juxtaposes the stories of two families. The “Wests” were white and 
upper middle class; the “torres” family was large, uneducated, and of Mexican de-
scent. Both families had genetically female children with genitalia that appeared 
more masculine than feminine; the immediate response of the parents from both 
families, we learn, was “extreme shock.” Following the initial distress and confu-
sion shared by both families, however, their responses sharply diverged. Where 
the Wests’ education and background had resulted in their “faith in medi cal sci-
ence” that allowed them to become full partners in their child’s treatment, the 
torreses’ stubborn adherence to the superstitious view that “there are many things 
which only god can know and perhaps the physicians made a mistake” marred 
the parents’ relationship with the child’s physicians and compromised her sex as-
signment. rather than accept the recommendations of the physicians who pre-
scribed a course of treatment in line with the model developed by Money and the 
Hampsons, the torreses “coped with the intersex problem . . . by accepting the 
ambiguity of the situation and . . . actively implement[ed] it by giving the baby a 
neuter name (the name of a warlike tribe)” (Bing and rudikoff 1970, 80).
 Bing and rudikoff are clear about the aim of their essay: for physicians to suc-
ceed in the work of sex assignment, cultural differences such as those displayed 
by families like the torreses must be taken into account to ensure what the au-
thors take to be the best care for children with atypi cal sex anatomies. rather than 
working to understand how physicians might support parents in the “coping” the 
authors purport to address, Bing and rudikoff cast the problem as one concerned 
with overcoming obstacles to the success supposed to be guaranteed by the opti-
mal gender policy that was virtually unchallenged at the time. This policy was it-
self grounded on, and promoted, a particular view of sex and gender; it also con-
veyed prevailing social expectations of parenting with which these categories are 
supported and through which they make sense.
 While the optimal gender policy no longer fig ures in the standard of care—
or at least not explicitly—the conception of parenting contained there continues 
to demonstrate currency in the statement by the Bioethics and intersex group 
more than forty years later. The ethos guiding parents’ responsibility is repre-
sented visually in the arresting portrait that appears on the cover page of Bing 
and rudikoff’s article, a black- and- white reproduction of Mary Cassatt’s Mother 
and Child (see fig ure 7.1). in Cassatt’s painting, a young girl, perhaps two or three 
years old, sits naked on the lap of her mother. One of the mother’s hands rests 
lightly on her daughter’s shoulder in a steadying gesture. The other hand holds a 
mirror to her daughter’s face, which the girl’s hands clasp awkwardly at the bot-
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tom of the handle. Both faces turn toward the mirror as mother and daughter re-
gard the effect of her mother’s work. The mirror reflects the face of the child; her 
eyes look directly at the viewer.
 The portrait is an eloquent statement of an important dimension of mater-
nal practice, namely, the role of the parent in the development of the child’s iden-
tity. in holding the mirror to the child’s face, supporting her as she reaches both 

Figure 7.1. Mary Cassatt, Mother and Child, c. 1905.
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hands to position it just so, the mother instructs her daughter in the ways of self- 
consciousness, that is, to see herself the way that others see her. The focus of the 
painting’s viewer may be on the child, whose intent gaze meets the viewer’s in the 
hand mirror, but the portrait’s focal point is not singular. it includes the mother, 
whose own image is, like the child’s, doubled. The viewer is directed to look at 
the mother not only because the mother’s body is turned toward the viewer as 
she holds the child but because her body also appears in the mirror adjacent to 
the chair in which the two are seated. The viewer’s eye is drawn to the reflection, 
positioned as the backdrop of the child’s face in the hand mirror. in the story the 
portrait tells, the mother’s work is directed not only at the child but also at her-
self, in her role—her own identity—as a mother.
 That the mother’s identity would be bound up with the development of the 
child’s is not in itself remarkable. The shaping of identity is not only in di vidual 
but also cultural, and it is this conception of identity and its development that 
grounds the rationale for the Bioethics and intersex group’s argument in favor 
of preserving familial privacy as a “human right.” From Sonja and elias’s under-
standing of their responsibilities as parents, we might form an image that differs 
from the Cassatt portrait, one that provides a criti cal perspective that is never-
theless consistent with the values the Bioethics and intersex group aims to up-
hold in its recommendations.
 in place of the mother holding the mirror to the child’s face, let us envision 
that child perhaps two or three years later. She holds a self- portrait she has drawn. 
She is not looking at her own portrait, but instead at her mother, to whom she is 
showing the portrait she has made. in Cassatt’s painting the parent is portrayed 
as bearing responsibility for the development of a child’s sense of self. The move-
ment of identity creation flows here in a single direction, from the parent to the 
child. in the alternative i propose, this development is not entirely reversed, mov-
ing from the child to the parent, but is, as gail Weiss puts it, “intercorporeal.” in 
showing the parent a picture of herself—itself a product of interaction with her par-
ents and others—she offers her parent the opportunity to learn something about 
the child as well as a chance to learn about herself as a parent. even as this image 
tells a different story from the one that Bing and rudikoff appear to see in Cas-
satt’s painting, it is not a story at odds with cultural views that value autonomy, 
whether applied to individuals or to families.
 it is a serious flaw in the german Bioethics and intersex group’s reflections 
that we cannot find resources for the understanding Sonja demonstrates, which, 
i argue, is exemplary of “the ethos of parenthood determined by the larger social 
context.” in the ethical perspective Foucault brings from the ancient greeks, we 
may find a resolution to what might otherwise appear as a tension between the 
right of parents to make decisions on behalf of their children and the “limiting 
conditions” for parental discretion, which include, as the group says, respect for 
“the child’s human dignity and bodily integrity” (Wiesemann et al. 2010, 674). if 
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the “protection” that parents seek to extend to their child with atypi cal sex is an 
effort to “clear an easier path for the child,” it must also be understood as an ef-
fort to diminish the vulnerability of the child to what parents and doctors see as 
the inevitable consequences of a stigmatized anatomical difference.
 The tradition of virtue ethics from aristotle to Foucault provides an impor-
tant foundation for understanding the conditions of the possibility for closing the 
gap between the differing views presented in kessler’s paired studies. if the work 
of parenting entails a variety of ethical commitments and obligations, we must 
acknowledge that fulfillment of those commitments, and the meeting of those ob-
ligations, requires careful deliberation. The work in which Sonja and elias have 
engaged as parents illustrates the shortcomings of the vague notion of familial pri-
vacy to which the german Bioethics and intersex group makes recourse in its en-
dorsement of the permissibility of normalizing surgeries. Sonja and elias’s think-
ing directs us to consider, too, how we are to understand the “human rights” that 
the Bioethics and intersex group claims to safeguard in its support of this pri-
vacy. The responses by prospective parents in the sec ond of kessler’s paired stud-
ies seem to support the concept of human rights promoted by the group, and yet 
this notion of rights seems to directly conflict with the conception of rights ex-
pressed by those responding as children in the first study. This conflict suggests 
that the grounding notion of human rights within the field of bioethics requires 
closer consideration.



 8 Protecting Vulnerability
An Imperative of Care

Bioethical reasoning takes respect for autonomy as its grounding principle; 
human rights discourse focuses on the principle of dignity. These forms of ethical 
reasoning have begun to intersect as prevailing understandings of human dignity 
have increasingly been cast in terms of autonomy, emphasizing the capacity for 
rational decision making. This intersection is evident in the recommendations of 
the german Bioethics and intersex group (Wiesemann et al. 2010), which grant 
priority to what the group identifies as parental rights—rights conceived in terms 
of parental autonomy—to make decisions on behalf of their minor children. Such 
rights, they argue, are constitutive of a human right to “familial privacy.” as they 
present it, this right serves to protect the cultural and religious commitments of 
social groups and functions to protect individuals within these groups. Focused 
on familial autonomy and parental rights, there is scant attention in the recom-
mendations to what we might expect to be the more salient consideration of the 
place of moral obligation in making irreversible and potentially damaging deci-
sions on behalf of children in the absence of medi cal necessity. The construction 
of the question raised by normalizing interventions for atypi cal sex anatomies 
by the Bioethics and intersex group exemplifies the power of the concept of au-
tonomy in bioethical reasoning; its constricted view of the moral problems pre-
sented by the standard treatment of children with atypi cal sex anatomies illus-
trates, too, what moral philosopher Onora O’neill (2002) famously identified as 
a fundamental flaw in the formulation of bioethics, namely, the failure to inves-
tigate more thoroughly the grounding principle of autonomy.
 i follow O’neill’s criticism of the role of autonomy in bioethics generally in 
asking whether the principle of autonomy as it functions within the reasoning 
of the Bioethics and intersex group is a sound or sufficient principle to ground 
ethical reasoning, specifically regarding interventions for children with atypi cal 
sex anatomies. Further, as the group appeals to the concept of autonomy in the 
discourse of human rights, i turn to an important development in that discourse 
that occurs at the beginning of the twenty- first century. in Contesting the Politics 
of Genocidal Rape: Affirming the Dignity of the Vulnerable Body, philosopher Debra 
Bergoffen details the significance of the landmark decisions crafted by the inter-
national Criminal tribunal for rwanda (iCtr) and the international Criminal 
tribunal for the former Yugoslavia (iCtY) that “resignified women’s  legal status 
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and reconstituted human rights law” (2012, 1). The recognition of wartime rape 
as a “crime against humanity,” Bergoffen argues, established “a human right to 
sexual self- determination [that] recalibrated the meaning of dignity and integ-
rity that human rights protocols are created to protect” (1). Where before the ver-
dict human dignity had been cast in terms of autonomy, the decisions, first by the 
iCtr and then by the iCtY, shifted the location of human dignity to our embod-
ied vulnerability.
 Bergoffen’s work on genocidal rape may seem an unlikely source for criticizing 
the argument set forth in the german Bioethics and intersex group’s “ethical 
Principles and recommendations for the Medical Management of Differences of 
Sex Development (DSD)/intersex in Children and adolescents” (Wiesemann et 
al. 2010). in one case we are dealing with a criminal offense; in the other, a moral 
wrong. But however different the cases, we are nevertheless confronted with the 
issue of human sexuality and the meaning of the sexed or gendered body. Though 
the actions that demand our attention—and the intentions guiding those actions—
are not comparable, we will see that the reasoning by which the wrongs of these 
actions are identified is the same. The evaluation of the moral reasoning demanded 
in both cases entails a judgment about the principle of autonomy.
 in what follows i argue that Bergoffen’s discussion of human dignity, and the 
salience of vulnerability in the constitution of human dignity, provides a criti-
cally important corrective to what has been the prevailing ethical rationale for 
normalizing atypi cal sex anatomy in children. My interest, in other words, is in 
exploring the implications of the reconsideration by the iCtr and the iCtY of 
the principles that underlie our conception of human dignity for reevaluating the 
principles that have been used to justify the cosmetic normalization of children’s 
atypi cal sex anatomies. Following Bergoffen’s analy sis, i argue that normalizing 
surgery is not only a violation of the child’s vulnerability, understood as a desire 
for intimacy, community, and love, but of the parents’ vulnerability as well. For 
these reasons the putative aim of normalizing interventions to promote bonding 
between parents and children is misguided from the start.
 after reviewing Bergoffen’s presentation and her analy sis of the implications 
of the decisions that privileged embodied vulnerability rather than autonomy as 
the ground of human dignity, i turn to what is generally taken to be the source of 
our thinking about human dignity in the context of both human rights and that 
of bioethics, namely, the ethical theory of immanuel kant. Where autonomy—
understood in terms of rationality—has been taken to be the unassailable ground 
of dignity in kantian ethics, closer examination suggests that dignity in kant’s 
work cannot be attributed solely to the capacity for autonomy, but should instead 
be understood as a property of those beings who constitute the distinctive blend-
ing of rational capacities and animal natures that is humanity. recognizing the 
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importance of protecting the dignity of the humanity that is shared by children 
and their parents, i conclude, requires that we reconsider the questions we ask 
concerning the ethical care of children with atypi cal sex anatomies.

recasting Human Dignity: The Decisions by the international Criminal 
tribunal for the Former Yugoslavia
For parents who seek the best means of safeguarding their children’s capacity to 
become self- legislating moral agents, it may already be clear, as i argued in chapter 
7, that the object of protection might not be best conceived in terms of autonomy, 
which, according to the Bioethics and intersex group, can only be afforded chil-
dren by means of their proxies. Here i pursue this critique by showing how the 
ethical questions we pose with respect to the care of children with atypi cal sex 
anatomies would change if the principle of human dignity were framed not as a 
matter of protecting autonomy, but rather, as Bergoffen has proposed, in terms 
of protecting “the humanity of our embodied vulnerability” (2012, 2). Bergoffen’s 
argument for understanding human dignity in terms of our embodied vulnera-
bility challenges the traditional grounding of human rights in the principle of in-
di vidual autonomy. While the notion of human dignity remains central to the un-
derstanding of human rights in the judgments concerning wartime rape by the 
iCtr and iCtY, the decisions crafted by the courts nonetheless transformed our 
understanding of the locus of that dignity.
 as Bergoffen recounts, the tribunals’ recognition of wartime rape as a crime 
against humanity was hailed as groundbreaking. Prior to the creation of the cate-
gory of crimes identified as crimes against humanity, rape was recognized as a 
war crime in international law. it was nevertheless an ignored crime. Prosecu-
tions were rare and convictions even rarer. But the evidence of the calculated use 
of pub lic rape and sexual enslavement in rwanda led the iCtr in 1998 to link 
wartime rape and genocide for the first time (Bergoffen 2012, 6). The campaign 
of ethnic cleansing by the Bosnian- Serb soldiers against Bosnian- Muslims civil-
ians that made women’s bodies “weapons of war” (12) made it impossible to con-
tinue to treat wartime rape as a negligible crime. it moved the iCtY in the 2001 
case of the Bosnian- Serb soldiers Dragoljub kunarac, radomir kovač, and Zoran 
Vuković (known as the kunarac case) to affirm the iCtr finding that sexual vio-
lence is a crime against humanity, and also to reconsider its own understanding 
of the principles of human dignity that the laws of human rights were intended 
to affirm and to protect (7).
 The new category of crimes against humanity filled a gap in international law 
that had previously allowed for prosecution of war crimes only between enemy 
combatants across international borders and not for crimes committed by a state 
against its own inhabitants. it would no longer be relationships between those 
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recognized as “alien” to one another by virtue of national citizenship that set the 
scene of the crime. in introducing the notion of crimes against humanity, the 
nuremberg court, in the mid- twentieth century, made possible the recognition 
of war crimes committed by a nation against its own inhabitants (17).1 in her dis-
cussion of the harm identified as a crime against humanity, philosopher Hannah 
arendt described the effort to exterminate whole races—“an attack upon human 
diversity as such”—as a violation of “the very nature of mankind” (1994 [1963], 
268–269).
 Prior to the iCtY ruling, wartime rape was classified as a species of torture. 
Like torture, it was considered to be a crime against humanity because it inflicted 
“severe bodily pain.” in the iCtY, lawyers for the accused challenged this assump-
tion, arguing that the rapes with which the defendants had been charged could not 
be considered crimes against humanity, because rape “is not in itself an act that 
inflicts severe bodily pain” (Bergoffen 2012, 23). absent evidence of the experience 
of such pain or the perpetration of obvious harm, defense lawyers claimed, the 
charge could not be sustained in that court. “given accepted legal definitions of 
rape and crimes against humanity,” Bergoffen observes, “there was nothing amiss 
in the defense lawyers’ logic” (23). The court ultimately rejected the defense attor-
neys’ arguments but not because they took the lawyers’ reasoning to be flawed; 
instead, the court took issue with the lawyers’ understanding—that is to say, the 
prevailing understanding—of what constitutes a violation of human rights.

Without discounting the matter of physical and psychological suffering, the 
court found that the crucial issue in a crime against humanity charge is the 
matter of human dignity. The women’s testimonies convinced the court that 
sexual integrity and human dignity are too tightly intertwined to be separable. 
Violating one violates the other. (23)

The transformation effected by the court in this ruling is in the recognition of 
the place that sexual self- determination must have in the discourse of human 
rights. This recognition, in turn, requires significant reconsideration of our un-
derstanding of human dignity.
 Before the iCtY decision, human dignity had been presented in the discourse 
of human rights in ways that identified it with in di vidual autonomy and in uni-
versal (and ostensibly gender- neutral) terms. While the court’s recognition of a 
right to sexual self- determination could be seen as continuous with a form of au-
tonomy now extended to women, this right also necessarily differs from other 
kinds of rights that might be understood to belong to an individual, such as the 
right to bodily integrity. Unlike the right to bodily integrity, the violation of which 
is obvious in the case of torture, for example, Bergoffen argues that sexual self- 
determination must entail a conception of a self “existing in relationship with and 
vulnerable to others” (80). For this reason, the court’s decision displaced under-
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standings of dignity predicated solely on autonomy—what Bergoffen describes as 
a fantasy born of “a desire to escape the risks of being vulnerable” (74–75)—and 
recognized that our dignity should be understood to reside instead in our shared 
human vulnerability. The violation of a right to sexual self- determination rec-
ognized by the iCtY, then, cannot be narrowly understood as a right “inhering 
within individuals,” but should be reconceived as a kind of right that is located 
“between” individuals (80). Thus, the vulnerability to which the right to sexual 
self- determination points, and which its recognition should safeguard, would be 
understood from two directions: first, because it necessarily implicates a body in 
relation to another, and, sec ond, because it constitutes a vulnerability each of us 
has in common with other human beings. Following the logic of the court’s deci-
sion, Bergoffen argues that the crime of wartime rape is a specific violation of the 
shared vulnerability that is the basis of the intimacy and connection that make 
our lives worth living.
 in making the shift from autonomy to shared vulnerability, the iCtY had to 
reconsider the criminality of wartime rape. as detailed in the geneva Conven-
tions, prior to the proceedings at the iCtY and the iCtr, rape was taken to be a 
crime against in di vidual women whose dignity—and vulnerability—was seen as 
particular to them as women. Women’s “unique” vulnerability as women, under 
this rubric—a vulnerability that identified them with children rather than with 
adult men—required special protection. For this reason, rape could not be re-
garded as a violation of a “universal” dignity (Bergoffen 2012, 25). But wartime 
rape, understood in terms of special protection and honor, was not seen as a vio-
lation of the woman’s “personal dignity”; rather, a “raped [dishonored] woman’s 
body [in this context] implicates her people, specifically its men, for it is the men 
who are charged with protecting and guaranteeing ‘their’ women’s dignity. Her 
honor cannot be separated from theirs” (25). What Bergoffen terms the “special 
criminality” of rape committed as an intentional stratagem of war was predicated 
on this understanding of women’s bodies as community property, whose viola-
tion was an assault on the honor and dignity of her people’s men.
 Where the geneva Conventions were concerned with protecting women’s 
honor, the iCtY saw this protection in terms of their vulnerability, a vulnerability 
that was neither concerned with honor nor unique to women, but was instead a 
particular instance of human vulnerability women shared with men. Bergoffen’s 
discussion of how this change affected the meaning not only of a raped woman’s 
body but also of a raped man’s body is illustrative in conveying the significance 
of this change.

instead of a raped man being stigmatized for “allowing” himself to be used like 
a woman, his rapist is now criminalized for violating his victim’s right to the 
dignity of his sexual integrity. according to the law, then, being a woman no 
longer carries the stigma of being a vulnerable body. The shame of rape is nei-
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ther the shame of being exploited because you are a woman nor the shame of 
being treated like a woman. it is the shame of being alienated from your hu-
manity. (2012, 27)

in its decision the iCtY did not deny the particular vulnerability of women’s 
bodies to rape, but the court radically recast this understanding, asserting a hu-
man right to protection of the vulnerability that the court saw as constitutive of 
our nature as sexual beings.
 it is perhaps unfortunate that recognition of the atrocity of genocidal rape was 
the catalyst for a reconsideration of the ground of human dignity as constituted 
by our shared human vulnerability. But recall that the lesson in the overlapping 
histories of human rights and bioethics teaches us that innovative theoretical in-
sights such as this one have oft en occurred only as a result of confrontation with 
what was before unthinkable. Furthermore, Bergoffen’s analy sis suggests that de-
spite the fact that our embodied vulnerability had not been the explicit object of 
human rights protections during the pre–iCtr/iCtY era, one may see the dig-
nity of this vulnerability as the implicit concern of what has long been recognized 
as a violation of human rights. While crimes against humanity must always be 
a violation of human dignity, Bergoffen details, phenomenologically, how dif-
ferent sorts of crimes already included in that category constitute distinctive as-
saults on that dignity as that dignity is embodied: slavery impedes what Merleau- 
Ponty calls the “i can” body, whose production is not one’s own, and “sustains a 
world where i have no place.” The devastating pain of torture threatens our hu-
manity insofar as we value our “experiencing sensate body” and the richness of 
our sensory experience. The iCtY decisions may be understood, then, not as es-
tablishing a completely novel ground for human dignity, but as making explicit 
the centrality of our embodied vulnerability to a conception of human dignity 
that had previously subsumed this vulnerability under the principle of autonomy. 
But even as the iCtY decisions may be counted as another in a series of events 
that have marked changes in the history of the conception of rights, the inclusion 
of wartime rape as an assault on human, universal dignity is a significant devel-
opment, Bergoffen argues, for it “directs us to consider the ways that the sensu-
ous body and its desire for the other, for intimacy[,] and for community is inte-
gral to our humanity” (2012, 31).
 Had the Bioethics and intersex group’s “ethical Principles and recommenda-
tions” integrated this criti cal development in the understanding of human rights 
into their reasoning, i do not think they would have identified familial privacy 
(i.e., familial autonomy) as the privileged object of protection; instead, they would 
have seen that recommendations consistent with the understanding of human 
rights in the iCtY, together with what i argued in chapter 7 constitutes the ethos 
of parenting they ignored, require the protection of the dignity of the vulnera-
bility parents share with their children. Bergoffen’s analy sis directs us to under-
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stand that the protection of familial autonomy stipulated in the conventions of 
human rights to which Wiesemann and her colleagues refer is better understood 
as the best means available to secure the protection of vulnerability within the 
terms of a discourse that takes autonomy as its guiding principle. That is to say, 
familial autonomy must be protected not because it is intrinsically precious but 
because it is the most common—though certainly not the only—means of pro-
tecting the dignity of its vulnerable members. This vulnerability is the condition 
of the meaningful relationships marked by our desire for love and connection.

Honoring the Dignity of Our Shared Vulnerability
to underscore the broad implications of Bergoffen’s readings of the iCtY’s deci-
sions as i contend they should be understood with respect to ethical thinking re-
garding atypi cal sex anatomies in children, i propose that there is an illuminat-
ing analogy between the identification of the object of harm in cases of rape that 
preceded the decision by the iCtY and the “ethical” approach to the problems 
presented by atypi cal sex detailed in the recommendations by the Bioethics and 
intersex group. Comparison of the construction of the problem of wartime rape 
in the geneva Conventions with what the Bioethics and intersex group identi-
fies as the ethical problem in the normalization of atypi cal sex anatomy in chil-
dren suggests that the reconstruction of the problem of wartime rape by the iCtY 
can enrich and complete the understanding of the ethical problems presented by 
atypi cal sex anatomies in children by the Bioethics and intersex group.
 recall that, according to Bergoffen, the Protocols of the geneva Conventions 
acknowledge that rape and forced prostitution are crimes that may be committed 
against both men and women, and yet the protocols make clear that the “mean-
ing of a raped woman’s body is not commensurate with the meaning of a raped 
man’s body.” rape of a woman, unlike the rape of a man, is an assault on the dig-
nity of “her people, specifically its men . . . charged with protecting and guaran-
teeing ‘their’ women’s dignity” (Bergoffen 2012, 25). in other words, the protocols 
recognize that rape may function as an assault by proxy. For this reason, Ber-
goffen observes, wartime rape is an effective weapon in the campaign of ethnic 
cleansing (26). in recognizing the relationship between the violation of the raped 
woman and her community’s integrity, however, the protocols see the violation 
of wartime rape at a remove from women’s bodies, from their humanity.
 The Bioethics and intersex group sees the ethical problem posed by atypi-
cal sex anatomies in children as similarly removed from what critics of normal-
izing interventions take to be the objects of violation, namely, the bodies of chil-
dren with atypi cal sex anatomies. While the practices that we might expect to be 
the focus of ethical reflection are those involving significant changes to children’s 
bodies, and (as is presumably hoped) their identities or their sense of themselves, 
the group is concerned instead with the right of parents to make decisions on be-
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half of their children—a right they see as threatened by critics of the standard 
of care who have argued that surgeries in the absence of medi cal necessity have 
caused harm. Though the Bioethics and intersex group grants that parental au-
thority must be qualified, the authors believe their recommendations to be de-
fined in advance by the acceptance of a human right to familial privacy, and so 
by the rights of parents to make (autonomous) decisions on behalf of their chil-
dren. in the same way that the geneva Conventions see wartime rape as an as-
sault on the dignity of husbands, fathers, or brothers of raped women, the Bio-
ethics and intersex group takes the object of potential violation (and protection) 
to be the parents of children with atypi cal sex anatomies.
 The decision by the iCtY appears to affirm women’s “unique” vulnerability, 
but as Bergoffen demonstrates, the decision also “moved beyond the Conventions 
in saying that a human right was needed to protect this vulnerability, because as 
sexual beings men and women are vulnerable to threats to their dignity by sexual 
abuse” (Bergoffen 2012, 27; emphasis added). in other words, the court refused to 
see rape as a matter of women’s (or their men’s) honor, but characterized it as a 
matter of the dignity of their shared vulnerability. as Bergoffen describes it, this 
vulnerability resides in the ever present risk to the constitutive elements of our 
humanity from which we may be alienated and which are now recognized to in-
clude sexual integrity (27). That is not to say that the risk to sexual integrity is it-
self definitive of our vulnerability; rather, Bergoffen’s inclusion of sexual integrity 
as both distinct from and yet integral to the other aspects of our humanity makes 
possible the shift from locating human dignity exclusively in our autonomy, to 
seeing our dignity in our embodied vulnerability.
 Following Bergoffen’s reading, the decision by the iCtY shifts the ground for 
human dignity from individuals’ autonomy to a shared human vulnerability. This 
decision, she suggests, could “inaugurate a paradigm shift, where the subject of 
rights, instead of being understood in terms of the first person singular, autono-
mous ‘i,’ will be understood in terms of the first person plural corporeal, sexed, 
intersubjective and vulnerable ‘we’” (80). With this reconceptualization of rights 
must come a correlative reconsideration of our obligation to honor the dignity 
of our embodied vulnerability. We can no longer see vulnerability as a state that 
uniquely or even especially applies to women and children, because, as the deci-
sions make clear, it is on the basis of a genuinely shared vulnerability that the war 
crimes committed in the former Yugoslavia constitute crimes against humanity. 
But how might a recognition of human vulnerability in the discourse of human 
rights clarify the shortcomings of the recommendations made by Wiesemann and 
her colleagues?
 Understanding the dignity of our humanity to lie not in our capacity for au-
tonomy but, rather, in our embodied vulnerability, we can see the right to familial 
privacy as an attempt to protect a shared vulnerability that has been covered over 
by what feminists have described as a masculinist investment in autonomy, that 
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is, a conception of autonomy that could be ascribed only to men (Pateman 1988). 
Understood in this way, i think we may characterize the Bioethics and intersex 
group’s identification of the grounding principle for their recommendations in 
autonomy as a kind of category mistake. The group works within what it takes to 
be the prevailing ethical framework that shapes the questions it asks with respect 
to the limits they can or cannot impose upon parents, which ends up restricting 
the focus of their inquiry to the question of the permissibility or impermissibility 
of normalizing genital surgery.
 in the same way that the decision by the iCtY may help us to reconceive the 
vulnerability of men to which the geneva Conventions pointed, even if incom-
pletely, i think we may also view the efforts of the Bioethics and intersex group 
as similarly in need of completion. if protection of the right to familial autonomy 
is taken to be an affirmation of our intersubjective vulnerability, then i think we 
should understand the questions raised by the birth of children with atypi cal 
sex anatomy not exclusively in terms of permissibility of surgery that takes “the 
problem” of ambiguous genitalia in children as a dilemma of conflicting inter-
ests (projected or imagined) of parents on the one hand and of children on the 
other, but instead in terms of our obligations to affirm the dignity of our shared 
vulnerability.

Dignity’s ground
The moral philosophy of immanuel kant would hardly seem the place to find sup-
port for the conception of dignity the iCtY relied upon in its decisions. after all, 
it is kant’s assertion of autonomy as “the ground of the dignity of human nature 
and of every rational nature” (1964 [1785], 103) that appears to be at the heart of 
the understanding of human rights that was recast by the iCtY.2 and yet closer 
examination of kant’s work suggests that he does not understand the ground of 
this dignity of human nature as a property of personhood, or as a kind of human 
endowment, as we might expect.
 Onora O’neill’s criticism of more familiar readings of kant’s moral theory 
are particularly helpful in explaining the difference between the concept of au-
tonomy in po liti cal theory (and in bioethics) and that found in kant’s moral phi-
losophy. Where the former takes a concept of in di vidual autonomy as the foun-
dation for a claim to “rights,” autonomy is identified in the latter as the ground 
of obligation (O’neill 2002, 74). at the center of O’neill’s challenge to conven-
tional bioethical treatments of autonomy is her argument that kant’s account of 
autonomy is not an account that can support a notion of “individual” autonomy.

[kant] never speaks of an autonomous self or autonomous persons or autono-
mous individuals, but rather of the autonomy of reason, or the autonomy of eth-
ics, of the autonomy of principles and of the autonomy of willing. He does not 
see autonomy as something that some individuals have to a greater and oth-
ers a lesser degree, and he does not equate it with any distinctive form of per-
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sonal independence or self- expression, let alone with acting on some rather 
than other sorts of preferences. (83; origi nal emphasis)

The close identification of autonomy with dignity suggests that, like autonomy, 
dignity cannot first be understood as a property of individuals—something that 
individuals are said always to “possess,” or something that is understood as a 
quality that inheres in them—but should be understood instead as marking the 
distinctive capacity to use reason to recognize and respect the moral law. One 
might want to insist that we “possess” such capacities, but a capacity marks only 
a potential to be exercised, one that can be compromised or impaired. Certainly, 
one would want to argue, the willful destruction of such a capacity would consti-
tute an assault on human dignity. But the possibility of that destruction rests it-
self on the specific constitution of humanity, of which the capacity for autonomy 
is one integral part.3

 in his exhaustive catalogue of kant’s ethical and po liti cal writings, histo-
rian of philosophy Dietmar von der Pfordten challenges the primacy of the con-
cept of the “dignity of man,” demonstrating, as O’neill might have anticipated, 
that the notion of dignity more oft en appears in kant’s work in conjunction with 
terms like “duty,” “law,” or “rational being,” and in fact does not fig ure centrally 
in kant’s ethical writings (Von der Pfordten 2009, 372). (Von der Pfordten also 
notes the “his tori cal irony” that the twentieth- century notion of human rights, 
long attributed to a kantian conception of human dignity, appears nowhere in 
kant’s “major work in po liti cal philosophy” [373].) engaging in a technical read-
ing of dignity and autonomy is not my intention; however, i think it is worth-
while to ask whether there is, in kant’s work, a genuine grounding for the identi-
fication of these terms that has made autonomy the privileged marker of human 
dignity in the field of bioethics. although in most discussions of human rights 
the primacy of autonomy is taken to be a settled matter, closer examination sug-
gests that the iCtY decision may not be at odds with a kantian notion of dignity 
at all. in other words, while what appears to be a completely novel emphasis on 
vulnerability marked by the landmark decision of the iCtY identifying vulnera-
bility with human dignity may constitute a significant transformation of the con-
cept of human dignity in the discourse of human rights, that decision may never-
theless find unexpected roots in the very moral philosophy widely regarded as the 
foundation of the conception of human rights that has been identified with the 
principle of autonomy. as O’neill argues, contemporary “kantian” ethical frame-
works, in clud ing those currently dominant in bioethics, rely on a certain concept 
of autonomy understood to reside in the self- legislating in di vidual (and the dig-
nity associated with this conception must also reside in this same individual). it 
is far less clear, however, that such a conception, as appealing or attractive as it 
might be, is well supported by kant’s own writing. indeed, in one of the very few 
places that kant identifies dignity with humanity explicitly, it appears that our 
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vulnerability—a product, at least in part, of our animal nature—has some role to 
play in the constitution of “the dignity of man.”
 in the “Doctrine of Virtue,” the sec ond part of the Metaphysics of Morals, 
kant writes,

a human being regarded as a person, that is as the subject of a morally practi-
cal reason, is exalted above any price; for as a person (homo noumenon) he is 
not valued merely as a means to the ends of others or even his own ends, but as 
an end in himself, that is, he possesses a dignity (and absolute moral worth) by 
which he exacts respect for himself from all other rational beings in the world. 
He can measure himself with every other being of this kind and value himself 
on a footing of equality with them . . . hence he can and should value himself 
by a low as well as a high standard, depending on whether he should view him-
self as a sensible being (in terms of his animal nature) or as an intelligible being 
(in terms of his moral disposition). Since he must regard himself not only as 
a person generally but also as a human being, that is, as a person who has du-
ties his own reason lays upon him, his insignificance as a human animal may 
not infringe upon his consciousness of his dignity as a rational human being. 
(1996 [1797] 6:435; origi nal emphasis)

The notion of dignity that kant elaborates here is one that seems consistent with 
O’neill’s treatment of autonomy as a capacity rather than as a property, because 
it is only insofar as he acts on the basis of the self- given moral law that a human 
being may be said to “possess dignity.” it is only by acting autonomously—that is, 
on the basis of reason—that we can value ourselves as persons with dignity. But 
this dignity is a specifically human dignity and is due to the special nature of hu-
mans: for kant, humanity marks the blending in our persons of the capacity for 
rational self- legislation (which we may be understood to share with purely ratio-
nal beings such as we imagine to be exemplified by god or angels), together with 
our “natural” being (which we share with nonhuman animals as far as our de-
sires or needs are concerned, and even in some important respects with plant life 
to the extent that we also have in common with this form a “vegetative” nature, 
as the ancients termed it). nowhere, as far as i know, does kant link divinity with 
dignity. it is, i would suggest, not only the special nature of humans as “mixed” 
creatures that makes morality necessary for us where it cannot be for god or an-
gels (for whom no imperative is possible, according to kant, since the divine will 
is always aligned with reason) or for nonhuman animals or plants (which kant 
believes are determined wholly by natural necessity); it is also the special nature 
of humans that makes us obligated where these other beings are not.
 rather than an endowment or property, then, kant’s distinctive “dignity of 
man” is demonstrated in humans’ capacity to act out of reason, that is, to obey a 
law of our making, even when our (natural) inclinations may pull us to act other-
wise. Von der Pfordten points out that the notion of human dignity that is found 
in the discourse of human rights is most oft en associated with what is known 
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as the sec ond formulation of the categorical imperative in the Groundwork of 
the Metaphysics of Morals, which states, “So act that you use humanity, whether 
in your own person or in the person of any other, always at the same time as an 
end, never merely as a means” (kant 1964 [1785], 96; Von der Pfordten 2009, 374–
375). The right not to be treated as a mere means is another way of understanding 
the “human right” to the dignity that is violated, for example, in crimes against 
humanity. But as Von der Pfordten points out, “dignity” is not linked in kant’s 
work to this formulation of the moral law, but instead to the formulation of the 
“kingdom of ends,” which emphasizes the exercise of reason.4 This, i propose, 
means that the ethical imperative is concerned less with the object of (potential) 
violation and far more concerned with the self- legislating moral agent, that is, the 
agent whose obligation is born of this unique blending of characteristics that in 
kant’s view sets humanity apart from all other creatures and forms the basis for 
human dignity.

recasting the Principle of Protection
Untangling the problems presented by the recommendations of the Bioethics and 
intersex group is no easy task. The group’s claim that the human rights conven-
tions of the twentieth century (Wiesemann et al. 2010, 674) must limit their ques-
tion to the permissibility of parental decision making on behalf of their children 
may be challenged, as i have proposed, on the basis that they privilege the (legal) 
question of “rights” over and against the (moral) question of obligation, though 
the latter question is the foundation of the tradition of ethical reasoning in which 
they locate themselves.
 From Bergoffen’s analy sis we learn that the idea of dignity originating in this 
early modern european tradition, and adopted in the discourse of human rights 
in the mid- twentieth century, has been, and continues to be, regarded as a living 
concept. The promise of its enduring value may be found in the possibilities it af-
fords to reckon with violations to the dignity of humanity that could not have been 
foreseen. if the analy sis i have been engaged in through out this book is sound, we 
may see that the challenge of atypi cal sex anatomies in children poses just such a 
possibility, that is, that the nature of the violation the standard of care entails is 
one that is only now beginning to be recognized by those whose lives have not al-
ready been marred. The struggle of ethicists to accommodate the conflicting im-
peratives, “cultural” and “ethical,” reveals the confusion on the part of doctors 
and parents who appear unable to distinguish the moral imperative from the ad-
mittedly pressing cultural concerns that have obscured it. The error that the Bio-
ethics and intersex group makes in restricting its focus to protecting the rights 
of parents to make decisions on behalf of their children is characteristic of this 
confusion.
 But i also want to propose another reading of the efforts of the Bioethics and 
intersex group that can direct us to see in its formulation of its central question—
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a focus, not on the dignity of autonomy as they present it, but on a deeper, unac-
knowledged concern with the dignity of vulnerability. What if the protection of 
the autonomy of the family the Bioethics and intersex group seeks to support is 
an effort to protect the rights of those who are not typi cally marked as vulnerable, 
namely, the child’s parents? Such a proposal might not be as far- fetched as it may 
first appear. Study of the rationale for normalizing surgery has long demonstrated 
equivocation on the question of for whom normalization of atypi cal sex anatomy 
in children is undertaken. if we take seriously the possibility that such interven-
tions are for the benefit of the parents, we should investigate further the ethical 
implications of this rationale not only for children but for their parents as well.
 Bergoffen’s discussion of wartime rape as a crime against humanity might ap-
pear to be far removed from eva kittay’s discussion of dependency, which i dis-
cussed in chapter 2. in asking about parents’ vulnerability in the context of con-
sidering whether to accept normalizing surgery for their children with atypi cal 
sex anatomy, it is instructive to note the important elements kittay’s and Bergof-
fen’s analyses share. Following kittay’s account, the responsibilities that caregiv-
ers have toward their dependent charges render caregivers themselves vulnerable. 
For kittay, the necessity of their reliance on others to fulfill their obligations to 
another—a sec ondary or derivative dependency—grounds a moral obligation to 
those engaged in caring labor. kittay’s discussion of the particular vulnerability 
to which those who care for dependent others are subject calls attention to the 
ways that the history of medi cal management violated parents’ autonomy as un-
derstood in the prevailing terms of bioethical reasoning (e.g., by lying to parents 
or misleading them). if today physicians acknowledge their appreciation of that 
violation, as my discussions with some of these physicians attest, their counsel-
ing of parents of children faced with decisions about surgical normalization does 
not adequately address the extent to which parents of children with atypi cal sex 
anatomies have been, and continue to be, placed in a situation in which their ca-
pacity to make decisions is compromised. Parents are not provided the opportu-
nity to consider their decisions in the ways that parents like Sonja and elias be-
lieve they ought to be considered. Parents are not provided the opportunity to 
see that the decisions they are asked to make are not as simple as it might appear, 
that making these decisions can entail, in the terms that Bergoffen has offered, 
an obligation to protect their children by respecting, and demanding that others 
respect, the dignity of their child’s vulnerability.
 What i think Sonja and elias also appreciate, perhaps implicitly, is not only 
the obligation to affirm the value of their daughter Shai’s vulnerability but also 
the obligation to acknowledge the value of the vulnerability they share with her. 
While i think most people would agree that being parents renders us vulnerable 
in ways we might not have been able to anticipate before we had children, it is 
easy to see how being a parent to a child who is in some way atypi cal can make 
that vulnerability seem overwhelming. rather than grow into the role of parent 
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as the child grows, those faced with decisions regarding normalization are asked 
to make decisions that may affect that child’s conception of herself long before the 
parents have had a chance to get to know her and long before parents can learn, 
as most parents will learn, the importance of affirming—rather than protecting 
against—the child’s vulnerability. it is this vulnerability that makes possible the 
connection that most parents desire, and that also creates the foundation for that 
child’s loving connection with her parents and then with others as she grows. 
Bringing Bergoffen’s analy sis into conversation with kittay’s can help us see that 
parents of children with atypi cal sex may be tempted not only to fix what cannot 
be fixed—namely, their children’s vulnerability—but also to ignore the attendant 
vulnerability that grounds those parents’ own loving connection to their children.

reconsidering the Vulnerability of Parents
early in Lisa Hedley’s documentary, Dwarfs: Not a Fairy Tale (2001), we are pre-
sented with the true story of Bob Heinemann, a middle- age man with achon-
droplasia, the most common form of dwarfism. We learn that the man, who has 
worked at a Connecticut inn most of his adult life and whose possessions include 
the few clothes he has in the small room he rents, was born to a wealthy and pre-
sumably educated family. Heinemann reports that when he was five he was sent 
to the Southbury training School; he did not see his mother again until he was an 
adult.5 He tells about an unannounced visit he made to his mother’s address on 
the Upper east Side of Manhattan, describing her shock at seeing the now adult 
son she had abandoned at Southbury and her brusque command that he leave im-
mediately. in a 2004 interview Hedley relates that it was her own encounter with 
Heinemann that inspired her to make Dwarfs. Herself the mother of a daughter 
with achondroplasia, Hedley reported that “she saw Heinemann walking on the 
street and jumped out of her car to tell him about her daughter. He got so agi-
tated. He said, ‘You’re going to keep her, right?’” (Fitzgerald 2004). in this same 
interview, Hedley says that in making the film she learned that it was parents’ love 
and acceptance of their children that set Heinemann’s experience apart from that 
of all the other individuals with dwarfism she featured, in clud ing Michael ain, a 
pediatric surgeon at Johns Hopkins.
 Following the narrative of Heinemann’s life in the film, it is difficult to re-
sist harsh judgment of the parents who abandoned him as they did. But the film 
subtly solicits of its viewers not only compassion but also more criti cal reflection 
through the story of Martha Holland, which immediately follows Heinemann’s. 
Holland has a less common and more debilitating form of dwarfism than the 
others in the film. Martha’s mother, Cathy, remembers that after her daughter’s 
birth, physicians told her that her baby should be sent to an institution. an inter-
view with Cathy Holland featured in a local richmond, Virginia, article about 
the film’s opening fills out the account of Martha’s birth and makes the story all 
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the more remarkable. Martha’s legs were twisted in addition to being short, and 
she also had “a cleft palette, clubfeet, and no joints in her fingers.” The swelling 
of her ears led her physicians to a diagnosis, several days after her birth, of dia-
strophic dwarfism.
 The recommendation doctors made for institutionalization was based not on 
the problems associated with this kind of dwarfism, and which could all be ad-
dressed outside of institutional care, but on their mistaken diagnosis of deafness 
and a “degenerative brain disorder.” it was a medi cal resident who told the Hol-
lands he did not believe that Martha suffered either of these latter conditions but 
was merely fatigued from all the testing. “take her home and love her like any 
other child,” Cathy remembers he told them, “and she’d be Ok” (Bredimus 2001). 
The insistent words of that young medi cal resident made possible the life that 
unfolds—a focused child playing piano despite her fused fingers and “floating” 
thumbs, a career as a wry middle- school teacher of “at risk” youth, and a story-
book finale featuring a white- gowned Martha marrying her prince. in the juxta-
position of the stories of Heinemann and Holland, the film directs us to see not 
only the cruel and unnecessary limits that can be imposed on those whose dif-
ferent embodiment is stigmatized but also the pressures, fears, and, above all, the 
shame to which parents can be—and in the case of Heinemann’s parents, likely 
were—subjected. The stories of the parents of children born with dwarfism, like 
the stories of parents of children with atypi cal sex anatomies, are mostly out of 
sight. Hedley’s film is a vivid reminder that their condition—which necessarily 
includes the condition of the parents—requires far more careful ethical consid-
eration than recourse to conceptions of “parental autonomy” can allow.
 in Better Than Well: Ameri can Medicine Meets the Ameri can Dream (2003), 
philosopher Carl elliott provides some helpful direction in understanding what 
that different kind of thinking will require. among the stunning variety of ways 
that individuals consume technologies of “enhancement”—whether in taking pills 
or in pursuing body modification, ordinary and otherwise—elliott sees in the 
motivation common to all a basic desire to fit in, to feel we belong to the commu-
nities in which we find ourselves or seek membership. Parents of children with 
atypi cal sex anatomies and the physicians who advise them appeal to this desire 
when they support normalizing surgeries for children.6 But for elliott, this fitting 
in cannot be reduced to the sort of conformity that we typi cally ascribe to such 
desire; fitting in, according to elliott, is inextricably tied to a sense of identity that 
is not only about a sense of self—or, maybe better, it is also bound up with a sense 
of self that conditions the possibilities of identifying with others.
 elliott directs us to consider more carefully the operation of stigma in the pro-
duction of our identities. On the one hand, the prevention or removal of stigma 
appears to make different kinds of enhancements appealing, such as cosmetic sur-
geries to make features less “ethnic” (elliott 2003, 190–191). and yet any number 
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of the identities we may claim with respect to racial or religious subgroups of U.S. 
ameri can culture are “linked to marginalization or oppression” (199) and pre-
sent opportunities for the kinds of “reclamation” of those identities that have be-
come increasingly familiar. “if,” as elliott writes, “a marker of identity has been 
regarded as humiliating, limiting, or shameful . .  . then the task is to create an 
identity in which the marker is seen in a more positive way” (200). groups whose 
identities are rooted in histories of oppression, elliott suspects, are less interested 
in connecting with these histories than in sustaining meaningful bonds with oth-
ers. recognizing the importance of such bonds, which are perhaps most oft en 
formed in the intimacy of family, helps us see that it is, as elliott puts it, “the fra-
gility of selves” (207) that we ultimately aim to safeguard, even if we misrecog-
nize this aim in the name of autonomy, whether in di vidual or “familial.”
 Following elliott’s discussion of identity and desire, we should ask if the fear 
of having children with whom we will not identify or with whom we do not want 
to identify—and who will not identify with us—might help us to better under-
stand “the problem” of intersex over the last half century. The close association 
between atypi cal sex anatomy and homosexuality that John Money, together with 
his colleagues, promoted, and that has been sustained by their students and by the 
students of their students in the decades following, along with a small but visible 
movement to cast those with atypi cal sex as another “kind” of person, has likely 
contributed to the urgency that parents and their physicians feel to normalize 
children. if children with atypi cal sex are a kind of person unlike their own par-
ents, normalization of children that is intended to secure their bond with their 
parents would seem justified. indeed, such normalization would in one respect be 
understood as entirely ordinary, continuous, as i take it many physicians genu-
inely believe, with the kinds of normalization parents impose on their children 
as a matter of course. in this way we can make better sense of the Bioethics and 
intersex group’s insistence on respecting parental authority, not because it truly 
legitimates the authority to consent to normalizing genital surgeries, but because 
in addressing and affirming the vulnerability that we must understand also to 
be the parents’—their deep wish to have children with whom they will feel con-
nected and to whom they will feel bound—the Bioethics and intersex group as-
sumes that we can only love, and be bound to, those who are like us. Seen in this 
way, the group’s defense of parental authority may either be seen as an effort to 
conceal that vulnerability by invoking the discourse of autonomy or as an effort 
to normalize the ideology of like loves like.

Closing the Distance between Parents and Children
Throughout this book, i have tried to come to terms with the difference in the 
positions of parents and children that Suzanne kessler’s paired studies present. 
i have tried to make sense of this difference in an effort to identify and to over-
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come the ethical problems in a standard of care that has led to physical injury to 
those with atypi cal sex anatomies and caused emotional injury not only to those 
individuals but also to their parents. reading the recommendations of the Bio-
ethics and intersex group through the work of Bergoffen and now through that 
of elliott, i think we must confront the difficult possibility that parents who de-
cide in favor of normalizing genital surgery may not be acting for the sake of 
protecting the vulnerable child, but—consciously or unconsciously—to protect 
themselves from their own vulnerability. That is to say, the impulse to normal-
ize a child is an effort to secure the confidence that theirs will be a child to whom 
they will desire to be bound. if this is the case, then the object of the prevailing 
standard of care—effectively the treatment of the parents through the “reagent” 
of the child—should be clarified and modified, much as it has been in the cases 
of children born with other kinds of congenital anomalies.7
 if this presentation of the problem appears overly focused on parents, i think 
we have to recall that the most prominent rationale for normalizing genital sur-
gery has been cast in terms of the needs of the parents, most notably in the 2006 
Consensus Statement but also in the “human rights” framework in the recom-
mendations by the Bioethics and intersex group. While the group places more 
emphasis than the Consensus Statement on the importance of counseling parents, 
both take for granted, and at the same time seek to protect, the putative right of 
parents to make these decisions. Putting the dignity of vulnerability at the center 
of ethical obligation does not change the important role of what i have argued is 
parents’ “treatment,” but it must change our understanding of the consequences 
of failing to identify vulnerability as the source of our human dignity. Where ex-
tending protection of parents’ rights to raise their children in the traditions, cul-
tures, and languages of their choosing must be respected as an effort to honor the 
dignity of parents’ vulnerability, i think we may see that normalizing surgery can-
not be regarded in this way but, rather, constitutes a violation with respect both 
to a child and that child’s parents.
 Unlike the aim of a social scientific study that seeks to provide an account of 
how things are, the aim of ethical theory is to provide a ground for saying how 
things should be. it seems to me that another way in which the work of the Bio-
ethics and intersex group errs in its analy sis is in accepting, and so reproducing, 
the idea that there is an irreconcilable difference between parents and their chil-
dren with atypi cal sex anatomies. When, following Bergoffen’s analy sis, we re-
consider the grounding of human rights in terms of the principle of autonomy 
we must see that the Bioethics and intersex group fails in its refusal to exam-
ine the framing of the ethical question it considers, opting instead to respond to 
the question posed by specialists who support the standard of care, namely, the 
question of permissibility. This is a serious shortcoming, because the identifica-
tion of the question determines the possibilities for ethical thinking, and so for 
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action. The group’s reproduction of the opposition between (vulnerable) children 
and (autonomous) parents restricts the question they can ask to the permissibil-
ity of parents’ consent to normalizing surgery.
 if we see instead that parents and children are both vulnerable, and that their 
dignity as vulnerable bodies is truly shared, then it no longer makes sense to see 
the ethical question as concerned first or only with respect to the permissibility 
of surgery and parents’ authority to consent to or even to seek surgery on behalf 
of their child. instead, we must make obligation the focus of our attention, that 
is, we must ask how the duty to honor the dignity of the child’s vulnerability may 
be fulfilled. it seems to me that if we ask the question this way, parents of children 
with atypi cal sex would not have the experience that Sonja and elias report having 
with specialists in the care of children with conditions like Shai’s, an experience 
that in many respects looks much the same as it did twenty, thirty, or even fifty 
years ago. instead we would ask how best to secure the connection to their child, 
that is, how to support parents in their duty to honor the dignity of the child’s 
vulnerability, and to help them to see early in their child’s life what most parents 
will understand only after many years: how the dignity of their child’s vulnera-
bility is also their own.



  Conclusion
Lessons from Physicians

Perhaps particularly in medicine, discussions of ethics today have become 
increasingly difficult to distinguish from discussions concerning “legality.” ask-
ing about what is right or good can too easily become a question of what is per-
missible or what constitutes culpability. returning to ancient and early modern 
sources of ethics, as i have proposed in the last two chapters, may serve to remind 
us that, while ethical concepts or frameworks fig ure prominently in the law, ques-
tions concerning what is ethical or moral are not identical with those concerning 
what is legal. So many practices in which we engage in our lives are matters of rich 
ethical reflection falling outside the realm of legal regulation.
 When i began researching the history of bioethics fifteen years ago, i was sur-
prised by the incongruity between the conception of what was in medicine called 
“ethics” and the understanding of ethics that i had received in my training in 
philosophy. Many disciplines have been developed for—and are well suited to— 
crafting answers to questions. But philosophy is first and foremost a discipline de-
veloped to ask questions. if we do not ask why we think as we’ve been taught, or 
why we do as we’ve been trained or as we have become accustomed, we will take 
for granted that what we think is true and what we do is right. Just as important, 
as Socrates first demonstrated, is asking whether the questions we ask are the right 
questions. Do they move us to consider or investigate what is important, vital, 
true, consequential? are the questions informed questions, themselves grounded 
in knowledge that is reliable? and, we should ask, why do we ask the questions 
we ask? For what purpose, to what end, and for whose benefit do we ask them?
 What it means for philosophers to consider “the problem” of intersex—that 
is, to understand the ethical significance of the treatment, both medi cal and so-
cial, of those with atypi cal sex anatomies—is to consider both what questions are 
asked and what questions are not asked and why. in retrospect, i think it was my 
awareness that i didn’t know much at all about atypi cal sex or the experience of 
those who had been subjected to normalizing interventions that led me to think 
about how the tools of philosophy could be put to work to understand what has 
motivated treatment and to clarify the nature of the wrongs that have occurred. 
The point with which i continued to struggle, and that i had put aside, was the 
question of change. it was not so clear to me what role philosophy could play in 
changing the standard of care.

193
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 The series of conversations i had with the parents Sonja and elias directed me 
to return to the ethical tradition of the ancient greeks for guidance in thinking 
about how we might understand the possibilities for change in the care of chil-
dren with atypi cal sex anatomies. Through this lens i began to return to some of 
the conversations i had had with physicians about their practices and began to 
see that perhaps i had been asking the wrong questions.
 When i sought out physicians to learn what was occurring in their clinics, 
the questions i would ask, as i had assured my university’s institutional review 
Board, would be limited to those concerning how parents of children with atypi-
cal sex anatomies were counseled in the clinics where they worked. it had not oc-
curred to me that during those conversations any of the physicians would spon-
taneously offer what i came to recognize as a form of testimony. Their stories 
revealed awareness of their own fallibility, of the mistakes they had made, or in 
which they felt implicated as doing harm. But in these stories, too, was a recog-
nition of what i came to understand as the dignity of vulnerability that was so 
important for understanding the problem of intersex. rather than ask how phi-
losophy could play a role, then, perhaps the tools of philosophy could be most ef-
fective in identifying how ethical reasoning was at work in change that had al-
ready begun.

Dr. Spruce’s Story
During our conversation about the kind of counseling parents of children with 
atypi cal sex anatomies are given today, Dr. Spruce began to think out loud about 
why he thought change in the prevailing standard of care had proved so difficult. 
Physicians and medi cal researchers are not only committed to their work; they 
are also identified with a line of investigation or innovation that they have inher-
ited from their teachers and will, they hope or expect, project forward as their 
own legacy. Maybe it is for this reason, he says, that “i don’t think they put a lot of 
energy into exploring the errors in judgment that they have made . . . They can’t 
disconnect from what they have said is right.” admitting error is difficult, he was 
suggesting, because it was not just about a single mistake but also threatened a 
whole lineage of work to which one belonged, that was bound up with one’s sense 
of self and of one’s value.
 Dr. Spruce took his own experience as a case in point. He saw his own error 
when a teenager seeking to transition to male came to the clinic where Dr. Spruce 
worked. reviewing the teenager’s record, Dr. Spruce saw that he himself had par-
ticipated in the decision to reassign the teenager’s sex to female as an infant.
 “Did the teenager seek you out?” i asked.
 “no, it was worse than that,” he said. “He didn’t know that i had been in-
volved in his care as an infant. and i wound up telling him that.” The experience 
made Dr. Spruce look again at “situation after situation where i . . . declared with 
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a kind of impunity that my assignment of gender was correct. and i can actually 
remember standing over an infant in a bassinet with a urologist across from me, 
and saying, ‘This kid’s phallus is too small for him to ever be a real man. Let’s 
make him a girl.’”
 Dr. Spruce is not the first to be made aware of an error in sex assignment 
in which he participated, nor to be told that the normalizing surgery he recom-
mended had caused harm. But he is one of the few who seems not to have sought 
to conceal or deny that mistake. at the time of our conversation, i did nothing to 
prompt the specific revelation of his encounter with the teen and the effect that 
encounter had had on his view of normalizing surgeries. i had asked to talk to 
him to better understand how counseling had changed since the publication of 
the Consensus Statement in 2006; i did not expect him to talk about his experi-
ence as he did. i understood that part of what made it possible for him to see his 
error was timing: between the founding of the intersex Society of north america 
in 1993 and the consensus meetings in 2005, there was, as another physician put it, 
a sea change in general awareness about, and recommended treatment of, atypi-
cal sex. This was largely due to iSna’s organizing, which inspired revelations by 
affected individuals of their experience and the harm they—and sometimes their 
families—had endured. The powerful criti cal narratives and analy sis these affected 
individuals, along with academic allies (some of whom were also individuals with 
atypi cal sex), produced prompted some physicians to question the medi cal prac-
tices standardized in the mid- 1950s. Doubts that this collective work had planted 
were reinforced and more widely publicized by the revelation of David reimer’s 
experience just a few years after iSna’s founding. But as marked as these changes 
have been, the majority of specialists have continued to take normalizing surgery 
to be in the best interests of children and their families.
 Considering the context in which Dr. Spruce remarked on his encounter with 
the teenager in our conversation, his explanation of his colleagues’ resistance to 
investigating their own mistakes provides insight into why it was that this expe-
rience had a significant effect on his understanding. if his colleagues are reluc-
tant to admit error, it may be because they resist disruption of their sense of self, 
tied as it is to their work, and the connection they understand this work—and 
 themselves—to have, oft en to the past, and almost always to the future.
 in my discussion with him, there was no sense that Dr. Spruce was unsym-
pathetic toward his colleagues; his willingness to admit error was not an assertion 
of superiority on his part, but it nevertheless acknowledged a difference between 
himself and those colleagues for whom the admission of error would constitute 
too great a threat. His sense of self was located not in the sort of legacy attached 
to discovery or breakthrough, perhaps, but in his sense of mission as a physician, 
as someone who understands medicine as a practice of caring for others’ health 
and well- being. Such a commitment requires that a mistaken practice be cor-
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rected, not denied. The younger Dr. Spruce, who unhesitatingly reassigned sex, 
might have regarded that standard recommendation as common sense—which 
for so many physicians, beginning in the late 1960s or early 1970s and continuing 
through the mid- 1990s, it was. The teenager’s return to the clinic brought to the 
seasoned Dr. Spruce undeniable evidence of bad judgment. But i would guess this 
was not the first experience of “unlearning” he had had in his career or in his life. 
i don’t say this from any intimate knowledge of him but from what i have gath-
ered in the closer study of virtue ethics to which my discussions with physicians 
like Dr. Spruce have led me.
 Foucault’s discussion of the work of virtue can help us to understand the 
changes in Dr. Spruce’s thinking. Foucault identifies in Plato’s treatment of  alcibi ades, 
a young statesman preparing to lead his fellow citizens, the starting place for a 
study of the care of the self. alcibiades’s capacity to care for the city depends, 
Foucault says, on his ability to care for himself. The two directions in which he 
must “concern [him]self with . . . justice,” Foucault reminds us, “appl[y] both to 
the soul and to the city” (2005 [2001], 174). in the Alcibiades, where Foucault lo-
cates “the founding of all philosophy” (189), we see the ways that care of the self 
and care of others are—must be—connected. it is not possible to care properly 
for others without caring for oneself, and each expression of care also serves the 
other.  alcibiades must learn that leading his fellow citizens well will allow him 
to “benefit from the prosperity of all and from the salvation and victory of the 
city that i have ensured” (176). The Alcibiades emblematizes the ancient notion of 
care of the self in its emphasis on the pedagogical work that promotes self- care: 
in his insistent and annoying interrogations of himself and of all those around 
him, Socrates proves the exemplary teacher who insists that we attend to ourselves. 
Foucault explains that the importance of pedagogy on display in the Alcibiades 
“tends,” after Plato, “to give way to other functions” made salient in the work of 
Stoics like Seneca. Undertaken over the course of a life such as Dr. Spruce’s, the 
incident with his returning patient suggests the operation of these “other func-
tions” in the care of the self. Foucault identifies, first of all, a “criti cal function”: 
“The practice of the self,” he writes, “must enable one to rid oneself of all one’s bad 
habits and all the false opinions one may get from the crowd or from bad teachers, 
as well as from parents and associates. to ‘unlearn’ (de- discere) is an important 
task of the culture of the self.” in Dr. Spruce’s case this unlearning would only be 
possible with the sec ond function, what Foucault characterizes as the “struggle” 
that care is understood to involve, and for which one must be equipped not only 
with weapons but also with courage (495).1
 The function of struggle is one to which we should devote some attention. 
Foucault’s emphasis on the importance of struggle in the care of the self is echoed 
in the discussion of “the curling parent” in chapter 7. The cultivation of the vir-
tuous character depends on learning how to navigate obstacles and to overcome 
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difficulties. and yet, as Sonja and elias experienced, parents faced with  decisions 
about normalizing their child’s sex anatomy may be encouraged to neglect this 
sort of moral education with respect to not only their child’s development but 
also to their own, as parents. in studying virtue ethics we learn that failure to rec-
ognize the salience of struggle in moral development is a failure to understand 
the nature of virtue; indeed, finding ourselves drawn to the “the easy path,” we 
may see any difficulty or challenge as an indication that that course of action is 
wrong.2 in Dr. Spruce’s account, one may gather that he had taken for granted 
the idea that normalizing atypi cal sex was the right thing to do. This confusion 
is understandable, as one of the continuities between virtue ethics from the an-
cient greeks and romans and utilitarianism is that the end of moral philosophy 
is eudaimonia, the human flourishing we call “happiness.” if a course of action 
does not result in happiness, or what we take to be happiness, we will understand 
an action to be—or to have been—wrong.
 it is possible that one could see Dr. Spruce’s experience in utilitarian terms, 
as a matter of failing to promote happiness. and yet i think he would understand 
the wrong in which he repeatedly participated, and in which the majority of spe-
cialists in DSD continue to participate today, as wrong not only because it resulted 
finally in unhappiness but also because it constituted a deeper violation than he 
could have recognized at the time. The problem existed with both his action and 
his own inability to engage in “reflective scrutiny” (Hursthouse 1999, 166), a ca-
pacity that depends on the development of the practical wisdom he would likely 
characterize as lacking when he was a younger man. rather than focus on moral 
actions and their consequences in narrow terms—what i think we should under-
stand as a kind of crude utilitarianism—virtue ethics demands that we focus on 
the moral agent, and on the development of the moral character of the agent who 
can exercise the practical wisdom necessary to make sound decisions and reckon 
with the difficulties and engage in the struggle that life will bring.
 The criti cal functions of care of the self and the struggle in which the moral 
agent must be engaged over his life, together with the courage these require, are 
necessary for carrying out what, for Foucault, may turn out to be the signal ac-
tivity of moral life, namely, telling the truth (parrhesia). in Foucault’s account, 
truth- telling, or “speaking freely,” is the willingness and the deliberate decision 
to say what one believes to be true (2005 [2001], 372). But this is not just any truth. 
it is one that involves criticism, whether of self or of others. Such criticism, Fou-
cault goes on to suggest, entails danger, some form of risk to one’s self (2001, 16). 
One incurs this risk to fulfill a moral duty “to improve or help other people (as 
well as [one]self)” (19). admitting error in medi cal practice poses a considerable 
legal risk today, one that, as recent articles on the subject indicate, may explain 
what appears to be an increasing prevalence—or perhaps simply the revelation 
of a long- standing prevalence—of physicians avoiding telling patients what we 
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might call “the whole truth.”3 in Dr. Spruce’s frank account of his experience, we 
can see the operation of each of the functions of the care of the self that Foucault 
enumerates, perhaps especially the ways in which his admission exemplifies the 
third, “curative and therapeutic function” of care of the self. it is fitting that the 
function of the care of the self (epimelieia heautou), promoted by thinkers of later 
antiquity, is “much closer to the medi cal model than to the pedagogical model” 
(Foucault 2005 [2001], 496) of Plato. if it is not clear whether the objects of the 
curative and therapeutic work that such care of the self performs are those af-
fected in some way by DSD—individuals with DSD or their families, those who 
have already been or have yet to be treated—or whether it is Dr. Spruce himself, 
i think it is because, for virtue ethicists, we must consider these as linked. as Dr. 
Spruce is not only a practicing physician but also a medi cal educator, the subjects 
of this therapeutic work must include those patients who have not yet entered the 
clinic, as well as those physicians he is training now, and for whose development 
he also takes responsibility. Learning to be a “good” doctor, he demonstrates, in-
volves confronting one’s own imperfection. Dr. Spruce’s success as a teacher of 
doctors will not be measured by his students’ stubborn unwillingness to admit er-
ror or to see decisions in the stark terms as either right or wrong, but by his stu-
dents’ ability to listen to those they treat in their own practice, by their capacity 
to honor the dignity of their patients’ vulnerability that, no longer the arrogant 
young doctor in his thirties, Dr. Spruce recognizes is also his own.

Dr. Maple’s Story
it is easy to see how it could be that Dr. Spruce could experience a sense of re-
sponsibility to his patients and to his students, a responsibility that extends also 
to himself and to his profession. Dr. Spruce’s story is easily located in the history 
of the medi cal management of atypi cal sex. This history is usually recounted as a 
history of those whose bodies, lives, and professions have been directly affected by, 
or have had a role in, the medi cal management of atypi cal sex. Unlike Dr. Spruce, 
Dr. Maple was not a specialist in DSD care when she began her career; her endo-
crinological research in the mid- 1990s, focused on molecular biology and andro-
gen insensitivity syndrome as a genetic anomaly, provided valuable insight into 
evolutionary biology. But soon after the publication of her research, a founding 
member of the fledgling androgen insensitivity Syndrome Support group con-
tacted her to ask if she would attend the inaugural meeting of the north ameri-
can extension (which would become aiSSg- USa) of the group that had started 
a few years earlier in the United kingdom.

We all met in new York City. it was summer, i believe. it was hot, and we 
were scheduled to meet in a university building. it was a Saturday, so we had 
to be let in through sort of a back door by a security person, and we surrepti-
tiously made our way up what seemed to me—in my memory anyway—a dark 
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and winding back stair, into this small, enclosed room that seemed to be very 
hidden away. There was an air of secrecy and trepidation. as i think back, it 
seems that the women wanted very intense privacy because of their emotional 
state about their condition at that time.

We sat there in this quiet, otherwise empty room, maybe twenty people, 
all women. Most were women with androgen insensitivity syndrome or similar 
conditions. i think there was one mother. i was the only physician. We sat in 
a circle on wooden chairs and the women went around, one by one, sharing 
the stories of their diagnoses and how they had been treated by physicians and 
sometimes by their parents. They shared how they had eventually come to learn 
their diagnoses and vari ous aspects of them, in clud ing their chromosomes and 
their history of having had testes removed in childhood or their teenage years, 
and for some, of having had surgeries performed on their genitalia. For some, 
the most painful memory was having been examined by multiple people, and 
for others it was having been lied to by doctors and parents. There were lots of 
pauses and silences and tears and tissues.

What struck me intensely was how poorly so many of these women had 
been treated by the medi cal profession. i felt this great sense of responsibility. 
and remorse. and in some way guilt, for the harm that had been brought upon 
them by my colleagues. i felt, from that point forward, a kind of bonding with 
this group of women and then, by extension, with anyone with these condi-
tions. That experience gave me a sense of needing to make things better for 
these women—and hopefully for other children and affected individuals in the 
future—by helping physicians see different ways—hopefully better ways—of 
treating these individuals.

 aside from a disquieting but routine episode in medi cal school, when Dr. 
Maple was one of a number of medi cal students brought in to see a child with 
atypi cal genitalia—an episode she had preferred to forget—she had only limited 
clini cal experience with individuals affected by DSD even during her fellowship 
in endocrinology. What occurred behind the closed doors of that new York City 
classroom was unsettling not only because of the anguish to which she now bore 
witness but also because she felt responsible for it. She had not been consulted 
in the cases of any of the women in that room. Unlike Dr. Spruce, who had con-
fronted a mistake he had made directly, both in the case of the young man who 
had returned to the clinic for care and in the other cases much like that young 
man’s, Dr. Maple’s work had not been primarily concerned with patient care at 
all. The responsibility that Dr. Maple felt cannot be explained simply in terms of 
feeling implicated in the wrong of her profession. She suggests that guilt fig ured 
somehow. and yet her account suggests that it was not a sense of culpability so 
much as it was the attainment of a new knowledge—the truth of what women with 
aiS experience—that became the source of her feeling of obligation to the women 
in that room, to the individuals who were not present, and also to her colleagues 
in the profession.
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 at the end of the course at Berke ley that took up the question of truth tell-
ing or parrhesia, Foucault explains that the subject of his lectures had been what 
he describes as “the problematization of truth” that was at work from the begin-
ning of the period West ern philosophers identify as the birth of the discipline of 
philosophy and that, Foucault believes, must preoccupy us today (2001, 170–171). 
His investigation into the history of truth telling, he says, is not concerned with 
people’s behavior or even with “ideas in their representative values.” rather than 
a social history, or a history of ideas, the his tori cal analy sis in which Foucault is 
engaged is intended “to analyze the process of ‘problematization’—which means: 
how and why certain things (behavior, phenomena, processes) become a problem” 
(171; origi nal emphasis). if the history of hermaphroditism in europe and the 
United States of the late nineteenth and early twentieth centuries is the story of 
how and to what effect intersex bodies became a medi cal problem (Dreger 1998b; 
reis 2009) for which normalization would be the answer, i wonder if the stories 
of Drs. Spruce and Maple, and the “criti cal attitude” they exemplify, mean that 
the history of the late twentieth and early twenty- first centuries will come to be 
understood as the period in which “the problem” of atypi cal sex began to be re-
cast as a problem not of intersexed bodies, but a problem for “the rest of us.”

Dr. aspen’s Story
about halfway through 2011, Dr. aspen was reflecting on how much had changed 
in the field. When she started in pediatric surgery, she explained, normalizing 
surgeries for girls with CaH were not a matter of controversy, and postoperative 
exams by a surgical team, mostly comprised of men, were routine. Sometimes, 
she said, it was necessary to force the legs of the girls apart to assess the success 
of a surgery. The practice may have struck her as out of the ordinary, but she had 
not challenged it. But then, she remembers, she was asked to make a presentation 
to a patient organization in place of her supervisor, who was unable to do so that 
day. in preparing the talk, she read more about the nonsurgical aspects of CaH 
(in clud ing hormone regulation) and collected her slides, in clud ing information 
about standard sorts of surgeries and postoperative treatment with which she was 
more familiar. She had not expected the immediate criticism that her presentation 
received. Opposition came not only from the parents and the patient advocates 
there but also from the pediatric endocrinologist who was in attendance. turn-
ing her head away from me for the first time in our conversation, her face regis-
tered pain and renewed surprise at the memory, and after a moment she said, “i 
really felt like i was slapped in the face.” “But,” she added, looking directly at me 
once more, “this is how i learned.” What Dr. aspen learned is that many people 
condemned the standard of care that she had been trained to uncriti cally regard 
as in the best interests of the children she and her team cared for. She also learned 
from those assembled that it was possible to consider the normalizing surgeries 
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in which she participated in very different terms than she had before. She learned 
that she had a responsibility at once beyond and attendant to that responsibility 
to cultivate excellence as a surgeon—namely, a responsibility to engage in reflec-
tive judgment—that she had not appreciated in this way before.
 in the weeks and months after my conversation with Dr. aspen, it seemed 
to me that her response to the incident she described was not only a story about 
the kind of awareness and understanding that are necessary for physicians like 
her, and for Drs. Spruce and Maple, to change their own practices and those in 
the field, but that the story was also an object lesson of another sort. it was the re-
sponse of an audience at a single presentation that altered the course of Dr. aspen’s 
thinking and action. Of course, one might say—and judging from my own expe-
rience with her, i would agree—that it was entirely consistent with her character 
that she would take heed of the criticism she received that day. in the wake of that 
episode she came to understand that even though her intentions were good, the 
knowledge on which those intentions were based—the conception of the good—
was flawed. But for any number of factors—her colleague’s schedule conflict or 
the willingness of that first audience member to voice criticism—Dr. aspen might 
not have had the experience she had that day and so might well have continued 
unquestioningly to regard herself and her colleagues as the experts in care rather 
than the patients.
 Dr. aspen’s is a story that in some important respects is much like that of 
parents, most oft en new parents, who believe they have done the right thing by 
consenting to normalizing surgery on behalf of their children. it seems obvious—
until perhaps suddenly it does not—that normalizing surgery and the routinized 
practices that accompany it, are in the child’s best interests. What she describes 
as the experience of feeling slapped in the face was a confrontation with her as-
sumptions and, eventually, with a sense of responsibility for her failure to recog-
nize and to criticize those assumptions.
 in his later work on care of the self, Foucault repeatedly remarks on the affilia-
tion that the ancient greek philosophical injunction to self- care had with medicine 
and with it the close association between “self- knowledge” (gnōthi seuton)—the 
“essential condition of philosophical practice” (Foucault 2005 [2001], 170)—and 
the Socratic injunction to care for the self. For the ancients, the cultivation of self 
is a lifelong task that is both “a duty and a technique, a fundamental obligation 
and a set of carefully fashioned ways of behaving” (494). turning to Foucault’s 
analy sis, involving, as it does, readings of mostly neglected primary texts in an-
cient philosophy, for insight into the revelation of Dr. aspen’s mistake might ap-
pear unnecessary or unnecessarily arcane. But i think Foucault’s effort to under-
stand ethics as a way of living, and not—as it seems to be regarded by physicians 
and many bioethicists today—primarily as a tool for problem- solving, provides 
a means of appreciating what i believe to be the broader significance of Dr. as-
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pen’s experience. Confronting a different understanding and a different knowl-
edge than she possessed, she investigated her own ignorance and found insight 
that allowed her to change her practice.

The Virtue of regret and the ethics of Self- Care
The common thread that runs through the experience of these three physicians 
is acknowledgment of their own ignorance along with regret for the harm that 
resulted from that ignorance. i understand much better than i did at the start of 
this project the extent to which ethical reflection requires recognition of, and tol-
erance for, untidiness, imperfection, and the mistakes we make. We make mis-
takes not only in the failure or refusal to engage in moral deliberation—when, 
history tells us, the worst problems can arise—but also in our unwillingness to 
reckon with the complexity that this untidiness so oft en entails.
 in the absence of negligence, mistakes do not constitute a moral violation. 
But that does not mean that mistakes made in ignorance or good faith should not 
occasion regret. it also does not mean that regret is an appropriate response only 
to what would be regarded as mistakes, as even decisions that can be described as 
the “right” decisions can—and in cases that involve the most difficult decisions 
almost certainly will—entail consequences that are lamentable, unfortunate, or 
even awful.
 in her defense of virtue ethics, contemporary philosopher rosalind Hurst-
house offers a vivid illustration of the moral danger that may result when we “cut 
ourselves off” from bringing in to moral decision making this kind of regret, or 
what is called the “remainder” (1999, 47–48). Hursthouse takes doctors as her ex-
ample.

although i am, personally, sympathetic to doctors rather than otherwise, one 
does hear occasional hair- raising stories about the arrogance and callousness of 
some. What people oft en complain about is not whatever decision the doctors 
made, but the manner in which they delivered it or acted on it. no expressions 
of regret, no expression of concern over whether anything could be done to 
make it less likely that such decisions would have to be made in the future; hav-
ing made (what they take to be) the morally right decision, they seem to think 
they can review their own conduct with complete satisfaction. But if someone 
dies, or suffers, or undergoes frightful humiliation as a result of their deci-
sion, even supposing it is unquestionably correct, surely regret is called for. (48)

in On Virtue Ethics, Hursthouse is concerned with demonstrating the value of 
the aristotelian approach for providing direction in moral decision making, but 
her criticism of approaches such as those dominant in medicine compellingly il-
lustrates how such frameworks can work to restrict the scope of our moral judg-
ment and so our capacity for moral engagement with others in the world.
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 What distinguishes virtue ethics from the most “influential strands in con-
temporary anglo- ameri can bioethics[,] . . . prioritizing logic and abstract ratio-
nality, and drawing extensively on the formalism of consequentialist, utilitarian, 
and rights- based approaches to ethics” (Scully, Shakespeare, and Banks 2006, 
760), is its focus on the moral agent, and not solely on the rightness of a given ac-
tion. The treatment of atypi cal sex anatomies in children by the german Bio ethics 
and intersex group, as i discussed in chapters 7 and 8, provides an example of 
applied ethical thinking insofar as it illustrates the limitations of casting as pri-
mary the principle of (parental) autonomy for identifying the moral questions 
posed by the medi cal management of atypi cal sex anatomies in children. Boiling 
down the ethical question to assessment of “right action” (in this case the ques-
tion of where to locate consent), the group cannot provide due consideration to 
the questions concerning social and familial obligation it has set aside in favor of 
answering how to respect “parental rights.” it is not that the approach of the Bio-
ethics and intersex group could not, using the tools of deontology, consider more 
carefully the importance of the regret that fig ures centrally in the accounts of Drs. 
Spruce, Maple, and aspen. Hursthouse grants that these approaches (with some 
direction from virtue ethics) could certainly do so. But the work of the Bioethics 
and intersex group is characteristic of a resistance to acknowledge the harm that 
individuals and their families began to reveal in the mid- 1990s; refusing to criti-
cize the imperative of normality, the group cannot examine, and therefore can-
not address, the regrettable consequences that have resulted from following the 
dictates of this imperative.
 Promulgations of unsupported theories of the development of gender iden-
tity (evidenced in the claim that a typi cally male child with micropenis could be 
castrated and raised as a girl, or that shortening or removing a clitoris will en-
sure a heterosexual orientation in a 46,xx female); early surgical techniques found 
to be flawed (such as colon vaginoplasties that not only fail but are also prone to 
cancer); insistence that a normalized anatomy guarantees happiness, or is a con-
dition of its possibility in the face of otherwise certain unhappiness: physicians 
have maintained that given the limited knowledge available, the decisions to re-
assign sex; to perform normalizing surgeries; and to conceal from children, and 
sometimes from their parents, the “truth” about their chromosomes or the anato-
mies with which children were born were good decisions.
 it is not that physicians have refused wholesale to acknowledge bad outcomes, 
however. For example, there has been substantial analy sis of what urologists un-
fortunately call “hypospadias cripples.” Hypospadias is a congenital condition af-
fecting genetically typi cal males in which the urinary meatus, the opening that is 
typi cally at the end of the penis, appears on the underside or at its base.4 The com-
paratively robust evidence of the success of hypospadias repair has meant that criti-
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cism of this intervention has not had as much effect as criticism of other normal-
izing interventions for atypi cal sex anatomies. Despite what has become regarded 
as the routine character of these surgeries, among those who have undergone re-
pair there are also a number of patients who have had repeated and unsuccessful 
repair, leaving them with significant functional problems.
 “Hypospadias cripples” has remained a term of art in the medi cal literature 
since its introduction in 1970 by urologists Charles e. Horton and Charles J. Devine 
(1970). One might expect that its use would have fallen out of favor by now; ap-
plied to a whole person, the term “cripple” is offensive, certainly, identifying the 
individual with a damaged part of one’s anatomy. indeed, it was the awareness of 
just this problem—that is, the identification of a whole person, “hermaphrodite,” 
with the medi cal condition (Dreger et al. 2005, 732)—that prompted the change 
in nomenclature in 2005. However, the retention of the term may be more sur-
prising for the way it calls attention to how the medi cal treatment of atypi cal sex 
anatomies can themselves cause—or even be the primary source—of what phy-
sicians regard as the serious damage to a sense of self that motivates the repair in 
the first place.5 in considering what Hursthouse views as the failure to take re-
gret seriously in dominant models of moral reasoning, the continued and appar-
ently uncriti cal reference to hypospadias cripples in the medi cal literature illus-
trates the consequences of this failure. it is not that the mistakes physicians have 
made—technical mistakes—are unacknowledged or not investigated.6 But if most 
physicians who continue to recommend and perform normalizing surgeries see 
these results as “regrettable,” they see the problem in the bodies of those affected. 
any regret is not such that it will, as Hursthouse puts it, “mar” the agent whose 
choices resulted in harm (1999, 74).
 The unwillingness to see oneself as damaged by the decisions one makes, es-
pecially in clud ing what a virtuous agent would regard as the right decisions, given 
difficult circumstances constituting a dilemma, is understandable. We see how 
readily Socrates elicited from his interlocutors in the Protagoras the claim that 
we like to see ourselves as “good.” Philosopher alphonso Lingis could be quoting 
Plato some twenty- five hundred years later when he observes, “We want to see 
ourselves as ethical persons . . . Our actions are just, honorable. We like to think 
of ourselves as moral, concerned with standards of behavior based on a sense of 
right and wrong” (2003, 197). Hursthouse’s analy sis suggests that our interest in 
seeing ourselves as good actors may be promoted by the emphasis that dominant 
ethical theories place on determining the goodness or rightness of acts. This em-
phasis, she observes, encourages what she describes as a “tendency to overlook 
remainder” (1999, 47).
 to overlook remainder is to deny the moral complexity that attends living in 
a world, the imperfection of which, kant taught us, makes ethics necessary in the 
first place. Virtue ethics, more than deontology or utilitarianism, helps us to see 
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that the aim of ethical agents is not to have “clean hands” (Hursthouse 1999, 71), if 
what is meant by having clean hands is the sort of complacency or self- satisfaction 
that the feeling of making the right decision can bring. For virtue ethics, moral re-
flection does not begin or end with the judgment of the goodness of an act or the 
intention that motivated it. it resists “the assumption that, in any case of moral 
dilemma or conflict, one side must be unqualifiedly morally right and the other 
plain wrong[, an assumption that] runs very deep in everyday thought” (45). Fo-
cusing on the moral agent, Hursthouse’s approach is especially well suited for re-
flection on the objectification of moral challenges we face as embodied subjects 
in a damaged world, in clud ing those challenges posed by our efforts to deny our 
vulnerability.

Boy or girl: Beyond an ethics of right or Wrong
The observations that Hursthouse makes regarding the neat divisions between 
right and wrong and good and bad, to which we may reflexively turn in everyday 
thought, also apply to the thinking that has shaped the standard of care and are 
perhaps especially evident in the responses to calls for change. recall that after 
David reimer’s story was told, first in the 1997 article by Milton Diamond and 
H. keith Sigmundson, and then in stories in the New York Times (angier 1997) 
and in Rolling Stone (Colapinto 1997), there was some interest among physicians, 
albeit limited, in questioning the standard of care. reimer’s story was important 
not only because it marked a failure with respect to the putative evidence of the 
“optimal- gender theory” that had once supported normalizing atypi cal sex anato-
mies but also because it demonstrated so vividly the human stakes involved in 
such failures. This was a story of twins whose experiences seemed to have led in-
exorably to the tragic end of their lives, and of parents who endured years of do-
ing what they were told would best support their children only to learn that they 
had not supported or protected their children as they intended. and it hardly 
ended there, for the misplaced faith in these devastating interventions, and the 
intransigence of those who had a vested interest in protecting the legacy of the 
sex and gender research conducted at Johns Hopkins, had implications far be-
yond the reimer family.
 in an atmosphere in which doubts about the standard of care are given voice, 
we can make his tori cal sense of Dr. Spruce’s acknowledgment of error and of his 
experience of regret. His was not, however, the “common sense” of his colleagues. 
an editorial by pediatric urologist kenneth glassberg published in the Journal 
of Urology in 1999 was more representative of specialists in DSD care at the time. 
While glassberg, too, found the consequences of Money’s most famous experi-
ment regrettable, he condemned the conclusion that surgery—which he conflated 
with sex assignment—should be stopped. asking if those who have had “success-
ful assignment” should be “condemned to growing up as what would be inevitably 
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considered freaks by their classmates” (1999, 1309), glassberg reasserted the im-
perative of normality that by this time had become the primary rationale for nor-
malizing interventions for atypi cal sex in children, subsuming the previous con-
cern about the risk to individuals’ psychosocial development that “ambiguous sex” 
was thought to pose. Despite the confidence glassberg expresses with regard to 
the “successes” he claims, he nevertheless grants in this same editorial that there 
was insufficient evidence of those successes to justify that confidence.
 glassberg’s response—one that could have been written by any number of 
specialists over the decade that followed—reflects the shortcomings in moral re-
flection to which Hursthouse points—that is, the resistance to seeing decisions 
made with the good intention to spare children shame as “bad decisions” and 
to viewing those who made decisions resulting in harm as sullied by the actions 
they took. The candor glassberg displays in his insistence that without normaliz-
ing  interventions children with atypi cal sex will be “inevitably considered freaks” 
has been, indisputably, the most important motivation shaping the standard of 
care since physicians began to defend the treatment of atypi cal sex anatomies in 
the mid- 1990s. This shift explains how atypi cal sex became fig ured as a problem 
of gender.
 For those activists and allies who advocate the multiplication or abolition of 
the categories of gender, and for those physicians and parents who take for granted 
that children with atypi cal sex anatomies will be burdened by their stigmatic dif-
ference, there is a fervent belief that the most pressing questions we should ask 
about atypi cal sex and its management are those concerned with sexual identity. 
While it is true that a clear and unassailable division of the sexes has been taken 
to be foundational to social order, it is less clear that this division is important 
today in quite the way that it has been. The division of the sexes nevertheless re-
mains the primary “structure,” the “structuring structure” that orders our social 
world. i think it was for this reason that—despite many and repeated assertions 
to the contrary—in its fifteen years of advocacy to change the standard of care, 
iSna never sought acceptance of a “third sex,” or even, as anne Fausto- Sterling 
(1993) proposed, a fourth or fifth sex, a suggestion that she later made clear she 
had made “with tongue- in- cheek” (2000, 78).
 Surely it is a measure of how entrenched the prevailing views of sexual dif-
ference remain that the recognition of bodies that do not clearly hew to the stan-
dard for male and female could seem to require the creation of new categories or 
constitute an argument for the abolition of sexual difference itself. When the rules 
of a rigid sys tem of sex and gender have resulted in so much harm, it may seem 
that abolition or a “way out” is the best or only means of righting the wrong—
the innumerable wrongs—that have occurred. to adults whose bodies bear those 
scars, or to those who have been brought to consciousness of the damage that has 
been done, it can seem like the answer is—or can only be, as some sec ond- wave 
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feminists proposed with all of the optimism and earnestness of the age—to cre-
ate a society free of gender. But utopian visions provide little support or hope for 
new parents of children with atypi cal sex anatomies who must envision a future 
for their children in which parents’ own desired connection to, and involvement 
with, their children makes sense in the here and now. The idea of raising a child 
with “no gender” implies a life in which their child either has no place or will al-
ways be in struggle.
 Because the vision of a society free from the restraints of a rigid sys tem of 
gender has not been realized, and because gender and sexual identity remains 
for most an essential feature of a sense of self, the “choice” faced by parents of 
infants and young children with atypi cal sex anatomies has perhaps not seemed 
like a choice at all. Presented as a decision of whether to provide the possibility 
of inclusion or of living a life on the margins, as a decision to do something to 
ensure one’s child a life where it may appear that options and choices are pos-
sible, or to do nothing and so guarantee a certain, and certainly miserable, exis-
tence, the mapping of right and wrong in the construction of the decision facing 
parents closely mirrors the construction of the ethical questions we ask when we 
focus on the question of “which action is right, x or y?” One answer is right, and 
one is wrong. The construction of the problem in these terms makes the decision 
to normalize a child’s body easy and puts the messy remainder out of sight.
 What the construction of the questions also excludes is what has seemed like 
the obvious question that activists asked from the very beginning of the move-
ment to change the standard of care. What if—as history and as parents like Sarah, 
Sonja, and elias show us—children with atypi cal sex anatomies can be raised as 
boys or girls without normalizing surgery?

a Way Forward: affirming ambiguity
For several years it did not appear that change beyond that modestly outlined in 
the 2006 Consensus Statement was possible. But the independent 2012 opinions 
issued by the Swiss national advisory Commission and the german ethics Coun-
cil demonstrate the real and present opportunities for changing the standard of 
care.7 Their recommendations do not rely on utopian possibilities, but address the 
immediate needs of children and their parents. They recognize how past practices 
have constituted violations of children’s rights to autonomy and bodily integrity 
and impeded the bonds between children and their parents for the sake of which 
normalizing interventions had been viewed as essential.
 Detailing the problems, both in past and in still- current practices, both opin-
ions call for a more nuanced view of medicalization, clarifying, for example, that 
“a diagnosis does not in itself entail any treatment or other medi cal measures” 
(Swiss national advisory Commission 2012, 11). They echo the calls that for years 
have been made by iSna and allied physicians that normalizing interventions on 
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reproductive organs be undertaken only where there is a “danger to life” or the 
risk of “serious and grave damages to a child’s health” (german ethics Council 
2012, 166; also see Consortium on the Management of Disorders of Sex Develop-
ment 2006a).
 Precisely because rationales for normalization in the past have focused on 
parents, the Swiss and german opinions recognize the importance of the provi-
sion of parental support in the care of children with atypi cal sex anatomies. The 
recommendations for parental support made by the Swiss go further than formal 
statements have in the past to propose that such support be regarded as an inte-
gral component of treatment for conditions involving atypi cal sex anatomies in 
children. Because no provision currently exists for state medi cal support for treat-
ment of parents, the Swiss opinion also recommends “that a legal basis . . . be es-
tablished which would provide for a special obligation to cover counseling and 
support for parents” and that it be provided well beyond infancy (Swiss national 
advisory Commission on Bioethics 2012, 17).
 it is not that the importance of support for parents of children with DSD was 
ignored in the 2006 Consensus Statement. in an appendix the statement acknowl-
edges that the “value of peer and parent support for many medi cal conditions is 
widely accepted, and DSD, being lifelong conditions that affect developmental 
tasks at many stages of life, are no exception.” Peer support can help individuals 
and parents and their parents find “a feeling of normalcy” and can help parents 
“find the best quality care” (Hughes et al. 2006, 562). While the statement ac-
knowledges the importance of such support, in other words, it is regarded as an 
adjunct to care. The difference between the approach of the Consensus State-
ment and the Swiss opinion, i propose, is a matter not so much of emphasis but 
of object. i do not mean to suggest that ultimately the object of care differs be-
tween the two: For both, care for the child is central. But apparently taking se-
riously “the possibility,” as alice Dreger puts it, “that the child is not the wound 
that needs healing” (2006a, 78), the Swiss opinion signals a change in the object 
of treatment. Where in the 2006 statement there is no question that the object of 
treatment is the body of the child with atypi cal sex anatomy, the Swiss opinion 
makes clear that in many cases of DSD, the object of treatment must be the par-
ents, for whom education and support are necessary for the child’s well- being as 
well as the parents’ own.
 The opinion by the Swiss national advisory Commission also addresses the 
limitations of prevailing constructions of the ethical questions guiding treatment. 
For example, they take on the previously insoluble dilemma of where in time to 
locate a child’s interests to establish a basis for decisions regarding sex assignment: 
is it the present or the child’s future that should be most salient? Where that ques-
tion has proved to stymie moral reasoning, and has even been set aside as un-
answerable, the Swiss acknowledge the difficulties the question must entail and 
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assert what should be obvious, namely, that “determination of the child’s welfare 
should be based as far as possible both on the current interests of the child and on 
the anticipated interests of the future adult” (Swiss national advisory Commis-
sion 2012, 12; emphasis added). There is no attempt, in other words, to simplify the 
questions posed by the medi cal treatment of atypi cal sex. They do not set as their 
task resolution of the problem that atypi cal sex anatomies in children have been 
taken to pose. as a result, they avoid the trap of trying to solve—or  resolve—an 
“ambiguity” that cannot be corrected or concealed.
 in a dramatic reversal of the logic guiding the prevailing defense of the stan-
dard of care, the Swiss emphasize that “if interventions are performed solely with 
a view to integration of the child into its family and social environment, then they 
run counter to the child’s welfare” (13). Where the problem of intersex has previ-
ously been located in the anatomies of children with atypi cal sex anatomies, the 
Swiss opinion sees the problem instead as a violation of the obligation of the state 
and by the families to their vulnerable children. in other words, what guides the 
opinion is not a determination to provide an answer to what has been posed as 
a conflict between parents’ rights versus children’s rights, or between the variety 
that nature offers and society’s insistence on conformity to a norm; instead, it is 
guided by an effort to recognize the harm that has occurred and to outline the 
steps necessary to avert that harm in the future.
 Forthright acknowledgment of the harm that normalizing surgeries may ef-
fect, and have already effected, leads both the Swiss national advisory Commis-
sion on Biomedi cal ethics and the german ethics Council to see these harms as 
violations of human rights. Both make recommendations for reparation for the 
harm caused by normalizing interventions “which, given today’s knowledge,” the 
german ethics Council argues, “no longer meet medi cal standards, and which 
have caused continuous suffering or a reduced quality of life for those so affected” 
(german ethics Council 2012, 164). However, this is not to say that mistakes will 
not be made in the future. The clarity of the focus on obligation leads the german 
ethics Council to take steps to address the harms that cannot be anticipated to-
day and for which reparation may be necessary. accepting that the decisions we 
make cannot be perfect, and that knowledge and understanding is never com-
plete, the german ethics Council recommends that comprehensive documenta-
tion of all treatment of children should “remain accessible to all concerned for at 
least 40 years,” and that statutes of limitations be extended in the case of “irre-
versible impairment of fertility and/or sexual sensitivity” in order to provide the 
opportunity to recognize harms that have been committed, even with the best of 
intentions.
 The work of the german ethics Council and Swiss national advisory Com-
mission demonstrates the promise of the kind of ethical engagement that makes 
acknowledgment of remainder central to moral reasoning. if we are able to bring 
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that remainder back into view, we will remember to tolerate the imperfection that 
distinguishes humanity, to affirm the existence of ambiguities in ethics as much 
as in biology. recognizing—and valuing—this variability, the “problem” of inter-
sex can no longer make sense as a problem. atypi cal sex anatomy is not some ex-
ceptional difference, but an ordinary matter of our humanity. Like most human 
matters, it is not clean, or tidy, or easy, but it is a vital measure of the embodied 
vulnerability we are obligated to protect. acknowledging the value of our imper-
fection lays the groundwork for the ongoing reflection that is the condition of our 
flourishing.



notes

Introduction

 1. The issue of “incidence” of atypi cal sex has been a vexed one, as it concerns not only the 
frequency with which children are born with atypi cal sex anatomies but also what counts as 
atypi cal sex. early discussions of the varying estimates and questions they raise may be found 
in Dreger 1998b, 40–42, and in Fausto- Sterling 2000, 51–54. More conservative estimates of 1 
in 2,000 (intersex Society of north america) or 1 in 4,500 (Hughes et al. 2006, 554) (an inci-
dence comparable to cystic fibrosis) refer to cases where sex is unclear at birth. The estimate 
of 1.7 in 100 at which Fausto- Sterling’s team arrived—what she cautioned “should be taken as 
an order of magnitude estimate rather than a precise count” (2000, 51)—refers to overall in-
cidence of birth in which sex anatomy differs from the norm. This number would include the 
high, and apparently increasing, incidence of hypospadias (where the urinary meatus that is 
typi cally located at the tip of the penis appears elsewhere in children who are usually regarded 
as unquestionably male) (Center for the Study and treatment of Hypospadias 2013). Questions 
of “rarity” can serve to justify extraordinary care in pediatric conditions, in clud ing those con-
cerned with atypi cal sex or gender identity (see, e.g., Feder 2007, 55–56).
 2. Like kessler’s article, eve kosofsky Sedgwick’s 1991 article “How to Bring Your kids Up 
gay” brought attention of the new diagnosis to those outside of psychology. as she points out, 
the inclusion of gender identity disorder coincided with the removal of the diagnosis of “homo-
sexuality” from the Diagnostic and Statistical Manual of Mental Disorders.
 3. i would elaborate on this point in Family Bonds (Feder 2007, 60–67).
 4. McCumber published the book by that same title in 2001. He notes that philosophers were 
disproportionately targeted by the House Un- ameri can affairs Committee (HUaC), whose 
work began in 1949, and argues that the significant changes that occurred at this time shaped the 
discipline in ways that have gone unremarked upon in the field. “The McCarthy era,” McCum-
ber contends, “imposed an important restriction on just what kind of goal philosophers can 
pursue. it limited them to the pursuit of true sentences (or propositions, or statements)” (2001, 
xvii–xix).
 5. in his famous essay “How Medicine Saved Bioethics,” philosopher Stephen toulmin 
makes a similar point about the dominant nature of ethical inquiry at this time. However, he 
argues that bioethics greatly enriched ethical inquiry precisely by bringing “cases,” the in-
di vidual “situation,” to the fore. He writes admiringly of the contribution made in the 1950s 
by Joseph Fletcher, who introduced the phrase “situation ethics.” But as toulmin points out, 
“Fletcher’s use of the term met with harsh criticism” (1982, 740). While toulmin argues for see-
ing the ways that bioethics enriched the field of ethical inquiry in philosophy, bioethics itself, 
as Hilde Lindemann (2006a) has provocatively put it, continues to occupy a “feminized”—that 
is to say, devalued—position within the discipline of philosophy.
 6. Hannah arendt was one of the notable exceptions in this regard, but lest the rich con-
temporary engagement with her work lead us to forget, arendt was herself the target of scorn 
by ameri can philosophers even in the late 1970s. McCumber recounts in his book how mem-
bers of the aPa working on an accreditation committee for the state of new York described 
arendt as “an unproductive drone because her works were not cited in important journals such 
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as the Journal of Philosophy and Philosophical Review. Of course, she published regularly in the 
New York Review of Books (no obscure venue), had been on the cover of Time magazine, and 
was one of the most famous po liti cal thinkers in the world” (McCumber 2001, 51–52).
 7. See, e.g., the discussion of Henry Beecher’s article that was eventually published in the 
New England Journal of Medicine, in D. rothman (1991, 70ff).
 8. President Clinton issued the first apology by the government in 1997, addressing the eight 
remaining survivors and the descendants of the subjects of the study.
 9. The Belmont Report (1979) was commissioned by Congress to “identify the ethical prin-
ciples which should underlie the conduct of biomedi cal and behavioral research with human 
subjects and develop guidelines that should be followed in such research.” The report was the 
product of the congressional commission formed after the passage of the national research 
act of 1974. The act was prompted by congressional hearings convened after the revelation of 
the infamous Public Health Service study of untreated syphilis in af ri can ameri can men from 
1932 to 1972 and mandated that federally funded research be subject to institutional review 
Board (irB) approval. according to Jonsen, some guidelines already existed, namely, those pro-
duced by the nuremberg Code (1947) and the Declaration of Helsinki (1962) (see Jonsen 1998, 
102). tellingly, not a single member of the commission was trained as a philosopher, though 
two of its members held doctoral degrees from departments of religion, thus illustrating the 
longer history of a claim that philosopher Jorge gracia made in 1998: “Philosophy has no place 
in pub lic life. There are no discussions of pub lic policy that include philosophy. Philosophers 
are generally excluded from policy- making bodies or posts in which they can have serious in-
fluence on the development of pub lic policy” (quoted in McCumber 2001, 93).
 10. as if it were possible to have an even dimmer view of the existing problems and fu-
ture prospects for bioethics, in recent years Carl elliott has sounded an alarm about the state 
of bioethics. He sees in the shortcomings of bioethics a worrisome problem in medicine that  
he attributes to the “studied indifference to deeper moral questions” (1999, 7). in this climate, 
clini cal ethics, he writes, “has increasingly become part of the bureaucratic structures whose 
problems it was intended to correct” (11). indeed, Laura Stark’s recent account of the develop-
ment of irB review in Behind Closed Doors: IRBs and the Making of Ethical Research suggests 
that this indifference became entrenched a decade before The Belmont Report and continues 
still. She describes the efforts beginning in the 1960s of niH leaders whose development of hu-
man subject review committees was intended “to avoid getting sued, while also protecting re-
searchers’ ‘scientific free dom’ and continuing to be well funded with taxpayer money” (2012, 
138). Stark’s account suggests that irBs were intended and continue to function for the pur-
pose of protecting the institution from liability rather than as a means to safeguard the human 
rights of the subjects of their research.
 11. i would learn directly from katrina karkazis, who was at this time beginning work on 
her dissertation in anthropology, that she was watching the angry exchange provoked by my 
request with great interest and that, learning from my mistakes, she had better success in so-
liciting research subjects for the work that would become Fixing Sex (2008).
 12. Most of these interviews were conducted by phone or via Skype, but some were con-
ducted in person. With the permission of all participants, i recorded these conversations and 
transcribed them using pseudonyms—the names of trees—and eliminated the locations of 
the physicians and hospitals in order to protect the identities of any patients who had been in 
their care.
 13. as i discuss in chapter 1, it is clear that a greater number of individuals with atypi cal sex 
anatomies became “medicalized” in the late nineteenth century. With the increasing number 
of specialists in this area of medicine, it may be that the standards of “normal” anatomy have 
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a wider reach, which is to say that more children with atypi cal sex anatomies are medicalized 
today even than they were twenty or thirty years ago. But in the absence of anything more than 
anecdotal evidence, which would be very hard to come by, it is not possible to substantiate this 
hypothesis.
 14. That is not to say that intracultural conflict is absent. See, e.g., the essays in Parens 1998 
and Parens and asch 2000.

1. The Trouble with Intersex

 1. in the 2012 meetings of both the ameri can association of Clinical endocrinologists and 
the endocrine Society, there was no discussion or substantial call for training of endocrinolo-
gists in the management of CaH in adults. Only a handful of specialists have detailed knowl-
edge of adult care for individuals with CaH. i thank richard auchus, professor and fellowship 
program director in the Division of Metabolism, endocrinology, and Diabetes at the Univer-
sity of Michigan, for his help in clarifying the current state of care for adults.
 2. While it was distinctive, it was not unique in this respect. Hermaphroditism shared the 
dual status of medi cal curiosity and social threat during this period with other “ills” such as 
prostitution (see, e.g., Walkowitz 1982) and “racial difference” (see, e.g., gilman 1985).
 3. it is unfortunate that there remain so many gaps in the his tori cal studies that could pro-
vide more insight about these developments and the continuities (and discontinuities) between 
and among them. Dreger’s history ends with the work of the Briton William Blair Bell, whose 
work appears to mark the beginning of what we might call “the age of gender.” Blair Bell’s con-
tribution resonates powerfully with salient features of the standard of care evident still. as Dre-
ger writes: “if men and women were to be kept distinct, Blair Bell realized, hermaphrodite- 
sorting would have to be accomplished in such a way as to quiet sex anomalies, not accentuate 
them” (1998b, 166; emphasis added). The ongoing legacy from the age of gonads, however, is 
the insistence that each body be understood as having “a single true sex, and the medi cal doc-
tor would be the determiner or creator of it” (166).
 One can imagine a thread connecting the work of Blair Bell in england to that of Wilkins in 
the United States. eder’s work is particularly significant in addressing the gap between the end 
of the period Dreger examines in France and england in the 1910s and the work of John Money 
and his colleagues in the United States four decades later, but there is a good deal to fill in be-
tween the two. There are also no systematic studies of the late nineteenth- century treatment of 
hermaphroditism in the United States. From elizabeth reis’s study we may gather that physi-
cians in the States relied upon influential work by British and French physicians (e.g., arthur 
evans and Charles- Marie Debierre) (reis 2009, 86). More detailed investigation would be par-
ticularly illuminating to better understand the significance of the ways that US work in the 
mid- twentieth century may have radically reversed the geographical flow of influence in the 
field of medicine, or perhaps especially in this particular field. Understanding, too, the extent 
to which the treatment of “hermaphroditism” on both sides of the atlantic mirrored the treat-
ment of other kinds of conditions that provoked social anxiety might also provide further in-
sight into the ways that the medi cal management of atypi cal sex was characteristic of medi cal 
treatment of its time.
 4. The exception may be found in the work of the French surgeon Jean Samuel Pozzi, who 
was responsible for the “therapeutically important observation that undescended testicles in 
male pseudohermaphrodites oft en become cancerous” (Dreger 1998b, 64–65).
 5. See also Michel Foucault 2003 [1999], 315–318.
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 6. Writing of the US context during this period, elizabeth reis (2009) suggests how anxi-
eties about perceived violations of sexual borders in cases of both atypi cal sex and homosexual 
desire intersect with anxieties about racial “mixing.”
 7. There are very few cases of males who survived, such that there are today few middle- 
age and fewer elderly adults with CaH who are not genetically female. The severity of the con-
dition is easy to overlook in pub lic discussion of “intersex.” Few are aware that as the result of 
concerted lobbying by parent groups (most notably the CareS Foundation), most developed 
countries today have instituted mandatory newborn screening for CaH.
 8. Young’s autobiography provides insight into the state of medi cal training during this pe-
riod. He reports that he received his MD just one year after completing his Ba and Ma at the 
University of Virginia in 1893 (where, he admiringly notes, all of his professors had been “of-
ficers in the Confederate army”) (H. Young 1940, 40). Having begun the first year of medi cal 
school in his last year of completing the requirements for the Ba and Ma, he finished medi-
cal school the following year (44). Having received no surgical training in medi cal school, he 
made the decision to go to the Johns Hopkins Hospital, “which, although only five years old, 
had already risen to the front rank” (48).
 9. in his autobiography Young offers this description of the problem of females with CaH, 
noting that the “literature contains several amazing cases of which these females have lived 
vigorous masculine lives and had apparently happy wives who were surprised when the true 
condition was disclosed after death. Since early times the social and legal complications that 
have arisen among these ‘female pseudo- hermaphrodites’ have been frequently described.” 
“The only treatment,” he continues, “is to attack the offending organ—a greatly enlarged adre-
nal.” His method of surgical extraction, involving the double retractor he devised for this pur-
pose, is illustrated in an accompanying drawing (H. Young 1940, 206–207). This treatment did 
not result in cure, but rather in exhausting efforts to compensate for the lost function of the 
glands. as eder found, “practitioners were driven ‘almost crazy in trying to keep these people 
alive afterwards’” (2012, 72).
 10. See, e.g., elizabeth Sheehan’s (1981) discussion of the controversial work of the mid- 
nineteenth- century British physician isaak Baker Brown, author of the 1866 book On the Cur-
ability of Certain Forms of Insanity, Epilepsy, Catalepsy, and Hysteria in Females.
 11. Young provides citations for nearly every source on which he draws but attributes the 
reproductions of art featuring hermaphrodites only to a “Hirschfeld.” it is possible—perhaps 
likely—that Young’s reference is to the work of the german Jewish physician Magnus Hirschfeld, 
who was active before the Second World War in his efforts to repeal laws prohibiting homo-
sexuality, cofounding the Wissenschafflich- Humanitaeres Komitee (Scientific- Humanitarian 
Committee) in Berlin in 1897.
 12. From Samuel Loveman, The Hermaphrodite and Other Poems (Caldwell, idaho: Caxton 
Printers, 1936), quoted in H. Young 1937, 21–22.
 13. Howard Jones is at the center of a number of noteworthy medi cal developments in the 
sec ond half of the twentieth century. He is best known for his work on in vitro fertilization 
(iVF) with his wife, georgeann Jones, a reproductive endocrinologist, with whom he worked to 
conceive the first baby born in the United States using iVF in 1981. Moreover, he was not only 
one of the gynecologic surgeons at Johns Hopkins who worked with Wilkins to perform fem-
inizing surgeries in children with atypi cal sex, but he was also the gynecologist who took the 
origi nal malignant cells from Henrietta Lacks in 1951 (Skloot 2010, 15–17). as rebecca Skloot 
details in The Immortal Life of Henrietta Lacks, these cells, known globally as “HeLa,” not only 
launched an industry in human bio logi cal materials but also have made, and continue to make, 
enormous advances in science and medicine possible.
 14. Perhaps the best- known claim here is that of the physician eryximachus in Plato’s Sym-
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posium, who speaks of health as harmony (Plato 1989,187a- e). Polybus, Hippocrates’s son- in- 
law, writes in On the Nature of Man that “health is primarily that state in which [its] con-
stituent substances are in the correct proportion to each other, both in strength and quantity, 
and are well mixed” (Lloyd 1983, 262). in his history of Hippocrates, Jacques Jouanna writes 
that health “is defined both negatively, by the absence of suffering, and positively, by the bal-
anced mixture of the constitutive elements of man. But insofar as this mixture holds together, 
the elements do not manifest themselves” (1998, 326). Jouanna sums up the ancient conception 
of good health as “a precarious and fragile equilibrium” (331) defined by the individual, a con-
ception clearly at odds with the later understanding of “the model man,” for which the stan-
dard of health is no longer derived from the individual, but externalized as a standard against 
which individuals are measured.
 15. These categories were as follows: “male pseudo- hermaphrodites,” “female pseudo- 
hermaphrodites,” and “true hermaphrodites.” These categories were based on one’s gonads, so 
a male pseudohermaphrodite would have (likely undescended) testes but a feminine appearance, 
as would be typi cal in someone with complete androgen insensitivity, while a female pseudo-
hermaphrodite would include a female with CaH with a phallus more closely resembling a pe-
nis than a clitoris. a true hermaphrodite would have mixed gonadal tissue, such as ovo testes.
 16. Criticizing Preves’s work, Heino Meyer- Bahlburg characterizes tiger’s experience as “an 
extreme example of a past generation of medi cal patients when compared to current fig ures as 
to the number of genital operations per hypospadias patient and their outcomes with current 
techniques” (2005a, 179). There is evidence that outcomes in hypospadias repair are much im-
proved; however, the question i raise here does not depend on the success of the surgeries so 
much as the effects of the practice.
 17. a 2004 BBC documentary, “Dr. Money and the Boy with no Penis,” recounts not only 
the fate of David but that of his twin brother, Brian, as well. although it was David who was a 
patient of Money’s, Money encouraged Brian to join in on his “sister’s” visits to Money’s clinic 
as a kind of “control.” Brian committed suicide two years before David. There is some specula-
tion that Brian’s suicide was prompted, in part, by the deception to which he was also subject, 
as well as by the revelation of what the twins experienced as sexual abuse in Money’s clinic. 
Colapinto published a story on Slate following reimer’s suicide in 2004.
 18. The composition of the group proposing the change is itself his tori cally noteworthy. Chase 
is the founder of the intersex Society of north america, and Dreger is the historian whose work 
brought her into the forefront of activism and leadership of iSna with Chase. Sousa, a spe-
cialist in internal medicine, is also Dreger’s spouse and longtime ally and supporter of iSna. 
grupposo and Frader are both pediatric endocrinologists, contemporaries of Daaboul who had 
similar training, as well as similar stories of understanding the problems with the standard of 
care. This group was the first to call for a change in nomenclature. it is not clear why the Con-
sensus Statement settled on “disorders of sex development” rather than Dreger and her col-
leagues’ proposal of “disorders of sexual differentiation.”
 19. The authors remark in particular on Sousa’s experience of having to “calm an adult pa-
tient after an internal medicine resident announced to her that she was ‘really’ a man, be-
cause he had found testes in the patient.” it is not only “a patient’s understanding of her con-
dition [that] will be strongly affected by labels she encounters in her own medi cal record or in 
medi cal journals or texts,” they suggest, but also the clinician’s understanding of his patient. 
“What use is there,” they ask, “in calling a woman with [complete androgen insensitivity syn-
drome] a ‘male,’ when her external phenotype and her gender identity are female?” (Dreger et 
al. 2005, 732).
 20. This problem with the term “disorders of sex development” is also magnified in the trans-
lation of the term in romance languages. in Spanish, for example, the term is “trastorno de de-
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sarollo sexual,” which has the effect of re- invoking the identification of one’s “sex” as male or 
female, man or woman, and “sexuality,” with one’s object preference (“sexuality”), and to sug-
gest that the “disorder” applies equally not only to one’s development of sex but to one’s sexual 
desire as well.
 21. a chart prepared by alice Dreger following the guidelines proposed by Cheryl Chase 
was posted on the iSna website (Chase with Dreger 2000).
 22. as Dreger and Herndon recount in their contemporary history of intersex, there was also 
some resistance to the use of DSD in the handbooks to support parents and clini cal care that 
were developed by a collective of individuals with intersex conditions, along with parents and 
clinicians, and published in 2006 (Consortium on the Management of Disorders of Sex De-
velopment 2006a; 2006b): “Several months after publication of the DSD Consortium’s hand-
books, three participating intersex adults—[David] Cameron, esther Morris Leidolf, and Peter 
trinkl—asked that a one- sentence disclaimer be added noting that, though they support the 
documents, they do not support the term [DSD]” (Dreger and Herndon 2009, 212).
 23. in the field of disability studies there is a well- developed analy sis of the ways that bodily 
differences defined as “disabilities” fig ure in conceptions of identity (see, e.g., Mitchell and 
Snyder 1997; Siebers 2008). However, this work has not been invoked in any sustained way in 
criticisms of the new nomenclature for atypi cal sex anatomies.
 24. There is, however, evidence that at least some specialists maintained this view into the 
twentieth century. See, e.g., Meyer- Bahlburg’s essay “intersexuality and the Diagnosis of gen-
der identity Disorder” (1994).
 25. See also, e.g., Dreger 1998b, 8–9; Casper and Muse 2006. and concern with promoting 
heterosexual orientation appears to have persisted in significant measure. in a 2004 survey of 
pediatric endocrinologists and urologists, a startling proportion (42 percent and 57 percent, 
respectively) reported that projected sexual orientation of infants informs decisions on gender 
assignment (Sandberg et al. 2004, cited in karkazis 2008, 148).
 26. as karkazis attests, gay activism and queer theory were by no means the only influ-
ences; feminist as well as health care and disability activism were also important (2008, 246), 
but i would suggest a certain priority in the influence of gay rights movements for the reasons 
i have detailed.
 27. The term “intersexuality,” first employed by richard goldschmidt in 1917, identified atypi -
cal sex with homosexual desire. as Dreger recounts in her history, “Before goldschmidt, some 
authors had used the term ‘intersexuality’ to refer to what we would call homosexuality and 
bisexuality, and even goldschmidt himself suggested that human homosexuality might be 
thought of as one form of intersexuality” (1998b, 31).
 Morgan Holmes’s injunction to “seize the name ‘intersexual’ as our own and take away its 
pathologizing power” is the most direct statement of this point (2000, 106). Other moving and 
provocative examples of this sort of “coming out” and reclamation of “intersex” can be found 
in the first- person narratives in the collection Intersex in the Age of Ethics (Dreger 1999b).
 28. in this respect the treatment of those with DSD may be compared with the medi cal treat-
ment of women through much of the twentieth century, whose difference from men was dis-
regarded in most health research, with the result that medi cal care provided to women was of-
ten inappropriate. For an extended discussion, see rosser 1994.
 29. There is a broad range of individuals diagnosed with DSD who might seek hormone re-
placement. For some, hormone therapy might not be understood precisely as a “choice,” given 
the serious risks of osteoporosis for those without gonads; others might elect hormone replace-
ment because the function of their gonads is at odds with their gender of assignment.
 30. it is obviously not the case that homosexual practices were unrecognized before this 
time; katz’s claim is that the category of “the homosexual” (and with it, “the heterosexual”) 
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transformed the meaning of sexual desire and divided people along a normal/abnormal axis 
that the homo- /heterosexual terms consolidated and naturalized.
 31. The condition of 5- alpha reductase deficiency affects genetic males whose bodies are, as 
the name suggests, lacking the enzyme that converts testosterone into dihydrotestosterone. 
 Babies with 5- arD are usually born appearing typi cally female (and are raised as female) and 
become more masculine at puberty, oft en developing a masculine gender identity. The protago-
nist in Jeffrey eugenides’s Middlesex (2002) had 5- arD.
 32. even as the preservation of privacy is taken to be paramount in medi cal management of 
DSD, we must recall those who have been subjected to photographic sessions for purposes of 
research, as well as repeated exams by medi cal residents and their supervisors for educational 
purposes. it appears that the privacy of the family, rather than the in di vidual patient, is the 
object of protection. it may also be that it is the pub lic that is being protected from the “reve-
lation” of atypi cal sex (see, e.g., S. J. kessler 1998, 32).

2. “In Their Best Interests”

 1. This prediction is borne out by the fact that there is no published evidence suggesting 
any “hazards, bio logi cal or otherwise, of having a large clitoris.” While men with small penises 
have reported some medi cal challenges, published studies have found that, “contrary to con-
ventional wisdom, it is not inevitable that such [men] must ‘recognize that [they] are incom-
plete, physically defective and . . . must live apart.’” See kipnis and Diamond 1999 [1998], 181.
 2. The exception is a single article by Bing and rudikoff (1970) that juxtaposes the stories 
of two families, one described as white and upper- middle- class, the other as uneducated and 
of Mexican descent. according to the authors, rather than partnering with the doctors like the 
“West” family, the “torres” family “coped with the intersex problem . . . by accepting the am-
biguity of the situation and . . . actively implement[ed] it by giving the baby a neuter name (the 
name of a warlike tribe)” (80). While the aim of the article is to promote in physicians a sen-
sitivity to cultural differences that will assist them in making recommendations to parents in 
the best interests of the child, it is also the first documented case of parents’ resistance to the 
standard of care. Discussions of parental resistance in the criti cal literature remain few, not ap-
pearing again until around 1998. The publication of Intersex in the Age of Ethics (Dreger 1999b) 
includes the interview of a parent and grown daughter that told the story of a parent’s resis-
tance to surgery (Dreger and Chase 1999). That same year, Helena Harmon- Smith’s story of the 
birth of the son doctors wanted to assign female began to appear. Despite her best attempts to 
see to her son’s best interests, Harmon- Smith was devastated to learn that her consent to the 
removal of what she had been told was a “cancerous” gonad amounted to the amputation of a 
healthy testis (Lehrman 1999; Fausto- Sterling 2000, 92).
 3. The names of parents and their children have been changed to protect their privacy. The 
parents from the eight families i interviewed live in nearly every region of the United States, 
with the exception of one mother, who lives in a West ernized country outside the States. all 
quotations without citations are taken from transcripts of interviews on file with the author.
 4. “Mothering,” for ruddick, describes the distinctive kind of “work out of which a dis-
tinctive kind of thinking arises” that is typi cally associated with women but can be assumed 
by women or by men (1989, 40). Following ruddick, i use “mothering” because it captures the 
specific nature of the ethical responsibility at issue here.
 5. Perhaps for this reason, many parents of children with ambiguous genitalia, in clud ing 
many of those who have girl children with CaH, resisted the association of the term “intersex” 
with their children. as used in the medi cal literature, however, the term “intersex” (now “dis-
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orders of sex development,” or DSD) designates any “defect in the normal processes of sexual 
maturation that results in abnormality in . . . the [sex chromosomes], the internal and external 
sexual organs, the gonads and the sec ondary sex characteristics which appear at puberty.” See 
Creighton 2002, 218. resistance to the term “intersex” can also be understood as an effort by 
individuals with intersex as well as their parents to deny their difference and fit in or accom-
modate to the categories given by society. Bourdieu’s analy sis of habitus makes sense of this 
resistance.
 6. Things have changed since this time, as evidenced by the recent publication of Disorders 
of Sex Development: A Guide for Parents, which ends with a short chapter on the importance of 
peer support (Wisniewski et al. 2012, 100–104). The work of the guide’s authors at Okla homa’s 
SUCCeeD clinic is unique in the support it provides, however, and many specialists in the care 
of children with atypi cal sex anatomies remain concerned about the prospect of misinforma-
tion as well as perhaps the challenge to their authority that parents’ participation in support 
groups might bring.
 7. While kittay extends the notion of a transparent self as a regulatory ideal intended to 
discern another’s needs, some have rightly cautioned that the concept can be taken to assume 
that an ideal of transparency is possible and good. i do not think that kittay’s analy sis suggests 
either, but it is a caution that is important to keep in mind.
 8. “Clitoroplasty” is a term that can encompass both a cutting of clitoral tissue or what is 
known as “recession,” a procedure that has since fallen out of favor, in which the exterior (visible) 
portion of the clitoris is concealed. The use of the term “clitorectomy” is controversial. West-
ern doctors beginning in the late twentieth century do not typi cally use the term, even when 
their practice involves cutting (“- ectomy”). This may be an effort to distinguish current prac-
tices from those that are now decades old, or that are associated with genital- cutting practices 
in africa, a point to which i will return in chapter 5.
 9. as kessler documented, penises were deemed inadequate if they were not of sufficient 
length to penetrate a vagina, something that began to change after 1997. Surgery continues to 
be the standard of care also in cases of hypospadias, that is, if the position of the urinary me-
atus will not permit a boy to urinate in a standing position. Similarly, through the 1990s, gen-
ital surgery was conducted on those assigned female with an eye not to performance but to 
appearance. There is some indication that physicians are now more cautious about these sur-
geries, as i will discuss in chapter 6.
 10. Of her examination of approximately one hundred letters written by mothers of children 
with ambiguous genitalia, Suzanne kessler notes that parents’ accounts of their children’s sur-
gery focus “disproportionately on how the genitals look rather than on what the child might 
be experiencing or how her genitals might function in the future” (1998, 98).
 11. See, for example, D. W. Winnicott’s discussion of the “good enough” mother (1971, 10–
14). There is a strong resonance between the kind of attunement necessary to meet an infant’s 
needs and kittay’s discussion of the “transparent self” in Love’s Labor.
 12. about a decade after i completed these interviews, elective cosmetic genital surgeries 
for adult women started to become increasingly available. This continuing trend would seem 
to confirm the extent to which parents value “normalizing” the appearance of their children’s 
genitals.
 13. all but one of the parents i interviewed had consented to surgery. One family had adopted 
a child whose surgery had taken place while she was a ward of the state.
 14. La Leche League is an organization whose stated mission is “to help mothers worldwide 
to breastfeed through mother- to- mother support, encouragement, information, and education 
and to promote a better understanding of breastfeeding as an important element in the healthy 
development of the baby and mother.” See www.lalecheleague.org.
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 15. it wasn’t so long ago that diapers were sold in packages marked “boy” and “girl.” The last 
generation of such diapers were designed with extra absorption in different locations and were 
correspondingly decorated with designs and colors associated with each sex.
 16. if robin’s body had not responded to testosterone, doctors would have strongly recom-
mended that he be assigned female and castrated, his penis refashioned to resemble a clitoris, 
with a vaginoplasty performed then or, more likely, at some projected point. One doctor told 
Sarah that he thought it best to reassign robin in any case, but the idea seemed too preposter-
ous to her to consider seriously.
 17. See, e.g., essays by Martha Coventry, Howard Devore, David Cameron, kim, tamara 
alexander, Hale Hawbecker, and angela Moreno in Intersex in the Age of Ethics (1999, 71–81, 
90–116, 137–140).
 18. On its face it would appear that 18 U.S.C. § 116, a federal law prohibiting “Female genital 
Mutilation” (1996), would apply to normalizing genital surgeries performed on children. The 
law states that “whoever knowingly circumcises, excises, or infibulates the whole or any part 
of the labia majora or labia minora or clitoris of another person who has not attained the age 
of 18 years shall be fined under this title or imprisoned not more than 5 years, or both.” an ex-
ception is noted, however: “a surgical operation is not a violation of this section if the opera-
tion is . . . necessary to the health of the person on whom it is performed, and is performed by a 
person licensed in the place of its performance as a medi cal practitioner.” in applying this ex-
ception, a further subsection of the law clarifies that “no account shall be taken of the effect on 
the person on whom the operation is to be performed of any belief on the part of that person, or 
any other person, that the operation is required as a matter of custom or ritual” (emphases added). 
That the very conventions of gender (as understood by Money and his colleagues) that explic-
itly motivate the surgeries could themselves be understood as “a matter of custom or ritual” is 
elided by the health exception written into the law. i return to the comparison between nor-
malizing genital surgeries in the developed world and ritual circumcision in  chapter 5.

3. Tilting the Ethical Lens

 1. The definition of intersex conditions—characterized as “disorders of sex development” 
following the 2005 european and U.S. Consensus Statement—is “congenital conditions in which 
development of chromosomal, gonadal, or anatomical sex is atypi cal” (Hughes et al. 2006, 554).
 2. to appreciate the significance of the sample size in Money’s dissertation, consider that 
no study since has involved a number of individuals close to this one.
 3. nietzsche consistently uses the French term “ressentiment” to describe an unrelenting 
kind of hatred—to which is joined an unacknowledged envy—that has no equivalent in his na-
tive german. english translations follow suit, because the english cognate, “resentment,” does 
not carry the nuances that nietzsche develops in his account.
 4. a particularly illustrative example of monster ethics may be found in bioethicist Yechiel 
Michael Barilan’s discussion of the principle of autonomy, which, he explains, cannot apply in 
the exemplary case of conjoined twins:

as respect for personal autonomy is a fundamental aspect of ethics, it necessitates a 
clear distinction between the voice representing the autonomy (or wellbeing) of a given 
person, and all other persons and voices that are required to respect the autonomy and 
privacy in question . . . Conjoined twins are a case in point . . . if one conjoined twin 
wishes to consult a certain doctor, while the other twin prefers a different physician, 
neither doctor may treat either of the twins. This simplistic [!] example illustrates that 
a single conjoined twin cannot be regarded as a patient in the full sense of the word. 
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if the autonomous (or self- directed) conduct of one person typi cally and unavoidably 
encroaches upon or dispossesses the privacy or autonomy of another person, neither 
may be separately considered beneficiaries of rights. (2012, 221)

an extended and persuasive criticism of this view and the assumptions that motivate it may be 
found in One of Us: Conjoined Twins and the Future of Normal (Dreger 2004).
 5. as i will clarify, i do not literally mean that everyone has this ressentiment, but i do 
mean to call attention to the representation of the universality of disgust—the apparent “ob-
viousness” of the monstrosity it connotes.
 6. another physician, Dr. P., similarly remarks, “These girls [with enlarged clitorises] don’t 
look right. it’s unsettling. it’s repulsive” (karkazis 2008, 147).
 7. See, e.g., kipnis and Diamond 1999, 188; Howe 1999, 211–212; Dreger 2002; Systma 2002, 
5; Dreger 2006b, 254–255. For attributions to physicians of good intentions by people with DSD, 
see also, e.g., nicholson 1999, 20.
 8. See, e.g., Minto et al. 2003; Schützmann et al. 2009.
 9. Such photographic displays of atypi cal genitalia, as Shelley Wall, a specialist in biomedi-
cal communication argues, carry what she characterizes as “latent” content that conveys their 
abnormality and the attitudes that such abnormality should provoke in the viewer (2010, 80). 
images such as these are not “neutral” in their presentation (81). Furthermore, she argues, the 
conventional depiction of dimorphic genitalia allots to atypi cal anatomy “no place in the space 
of representation” (82). an interesting counterexample of such representation may be found 
in robert Latou Dickinson’s 1949 Atlas of Human Sex Anatomy, whose detailed pen- and- ink 
drawings of typi cal and atypi cal genitalia convey something more like a sense of the spectrum 
of variety.
 10. These are derived from the bioethical principles enumerated to guide clini cal practice: 
autonomy, beneficence and non- maleficence, and justice (see, e.g., Beauchamp and Childress 
2001). For two discussions that take up bioethical principles with specific regard to the treat-
ment of intersex, see Dreger 1999a, 16–17, and Systma 2002.
 11. We should recall nietzsche’s tart comment in Twilight of the Idols that “the will to a sys-
tem is a lack of integrity” (2009 [1889], 1.26).
 12. it bears remembering that the sorts of guidelines i argue doctors should (but don’t) fol-
low may themselves be characterized as expressions of a slave morality; for nietzsche, all sys-
tems we would recognize by the name “ethical” are products of slave morality. The bioethical 
imperative of informed consent, for example, can be traced to the idea that all persons deserve 
equal respect. My aim here is not to propose replacement of the existing bioethical framework 
with one that might be cast as nietzschean, but to make use of nietzsche’s intervention to ex-
amine and make sense of the failure in the treatment of DSD to apply accepted ethical prin-
ciples to medi cal practice.
 13. The important exception here is Suzanne kessler’s 1990 article “The Medical Construc-
tion of gender: Case Management of intersex infants,” which is reprinted in her book as chap-
ter 2, “The Medical Construction of gender” (1998). But since this chapter, criti cal work on in-
tersex has largely focused on the experience of those with atypi cal sex. karkazis’s Fixing Sex 
(2008) is a departure in this regard, for it focuses equally on the experience of parents and phy-
sicians.
 14. i primarily draw on nussbaum’s analy sis in From Disgust to Humanity: Sexual Orien tation 
and Constitutional Law (2010), a concise argument drawn in part from her longer book, Hiding 
from Humanity: Disgust, Shame, and the Law (2004). nussbaum’s discussions of primary- object 
disgust are grounded in the extensive empirical research of Paul rozin and his colleagues, who 
use the term “core disgust”—i.e., disgust from which they find all other instances of disgust to 
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originate. But nussbaum’s concept of “projective disgust” ultimately departs from the frame-
work offered by rozin and his colleagues, for her aim is to highlight the ethical consequences 
of projective disgust. See rozin et al. 2008 for an overview of this work.
 15. But, one might object, if nietzsche identified ressentiment with “the Jews,” how can it 
be that the projective disgust directed at Jews constitutes an instance of ressentiment? recall 
that nietzsche’s account is something like a speculative history, describing a transformation 
in the framework of moral values first organized around the distinction between “good and 
bad” resulting in a reversal or inversion, that itself resulted in the organization of moral value 
around the terms of “evil and good.” in other words, those lesser mortals who had previously 
occupied the position of “the [merely] bad” in the old system, “became good” (a shift that en-
tailed a transformation of the meaning of “good”), and those values associated with what had 
previously been taken to be good became evil. nietzsche’s account attempts to describe the ori-
gins of the reversal of value that results not in rendering “good” Jews or Judaism, but rather the 
values that are associated with Christianity. The long and largely—if not entirely—discredited 
identification of nietzsche’s views as anti- Semitic appear to account for a persistent confusion 
on this point, though scholars continue to discuss the issue of nietzsche’s thinking about the 
Jews. See, e.g., essays in golomb 1997.
 16. Consider, for example, the now comically lambasted response people have to uttering or 
hearing the word “vagina.” See also rodriguez and Schonfeld”s “The Organ- That- Must- not- 
Be- named: Female genitals and generalized references” (2012).
 17. i address this point in greater detail in chapter 5.
 18. it appears that this is something that may grow increasingly rare in the current climate 
of access to internet photos of genitalia. There is some evidence that the proliferation of such 
photos is promoting a desire for labiaplasty in girls with typi cal genitals, as physician Lenore 
tiefer (2008) has discussed in what could be taken for a direct response to a question kessler 
posed ten years earlier regarding what seemed like an outrageous question: “What will hap-
pen if it becomes fashionable to alter one’s genitals?” (S. J. kessler 1998, 119).
 19. karkazis (2008, 269–289) details both the acknowledgment by many physicians of long- 
term damage, physical and psychological, and how physicians have resisted yet begun to re-
spond to these revelations, most saliently with the U.S. and european endocrinological socie-
ties’ consensus meeting in 2005 (Hughes et al. 2006). it remains to be seen the extent to which 
the separate opinions issued by the Swiss national advisory Commission and by the german 
ethics Council in 2012, as well as the 2013 United nations “report of the Special rapporteur 
on torture and Other Cruel, inhuman, or Degrading treatment or Punishment,” will have on 
medi cal practice (Méndez 2013).
 20. alice Dreger and april Herndon similarly criticize the instrumental “use” of intersex 
to “sit around debating nature versus nurture” without consideration of how these very theo-
ries have caused injury to “real people with intersex” (2009, 216). Dreger and Herndon’s criti-
cism implies that such discussions themselves participate in, or reproduce, the sorts of inves-
tigations that motivated Money’s Psychohormonal research Unit at Johns Hopkins University, 
founded, as Money wrote, to examine “all the different types of hermaphroditism in order to 
discover the principles of psychosexual differentiation and development they would illumi-
nate” (Money 1986, 10, cited in karkazis 2008, 51).
 21. For a discussion of Freud’s declarations that he had “never” read nietzsche, see Wester-
ink 2009.
 22. Flax writes that “polysexual” is preferable to “bisexual,” “because ‘bisexual’ implies that 
there are two fixed, stable poles between which a singular identity shifts. ‘Polysexual’ conveys 
the sense of a complex, unstable range of possibilities, of sites with varying attributes in mul-
tiple mixtures and forms” (Flax 2004, 58). We might add that “polysexual” provides a better 
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translation of Freud’s claim, as to our ears “bisexual” may indicate object choice more than 
gender expression or sexual identity.
 23. if there is something that can unite the disparate waves of feminist activism, it is this: 
to lay bare the injustice of these sacrifices, exposing the social and his tori cally specific under-
standings that naturalize them.
 24. Following the significant strides toward marriage equality made in the 2012 elections 
and then the 2013 U.S. Supreme Court decision United States v. Windsor, Flax’s point begins to 
look like it could someday become a his tori cal example of projective disgust.
 25. “—These weak ones—someday they too want to be the strong ones, there is no doubt, 
someday their ‘kingdom’ too shall come—among them it is called ‘the kingdom of god’ pure 
and simple, as was noticed: they are of course so humble in all things! even to experience that 
they need to live long, beyond death—indeed they need eternal life so that in the ‘kingdom of 
god’ they can also recover eternally the losses incurred during that earth- life ‘in faith, in love, 
in hope’” (nietzsche 1998 [1887], i:15).
 26. to engage in this analy sis, it is necessary to set aside the way that Scheler, contra nietz-
sche, understands the answer to ressentiment to lie in a “true” Christianity. While Scheler’s ar-
gument distorts the central contribution of nietzsche’s analy sis, Scheler’s psychologization of 
ressentiment is nevertheless illuminating and resonates with Melanie klein’s important work 
on envy, to which i turn.
 27. “There is in the infant’s mind a phantasy of an inexhaustible breast which is his great-
est desire . . . [but] envy arises even if the baby is adequately fed. The infant’s feelings seem to 
be that when the breast deprives him, it becomes bad because it keeps the milk, love, and care 
associated with the good breast all to itself. He hates and envies what he feels to be the mean 
and grudging breast” (klein 1975 [1957], 183).
 28. a detailed account of the operation of adult envy and its social consequences may be 
found in kittay’s “Womb envy: an explanatory Concept” (1983).
 29. recognizing the harms that the objectification of children with DSD can suffer from 
their parents as well as physicians, the Clinical Guidelines prepared by the Consortium on the 
Management of Disorders of Sex Development (2006a) remarks repeatedly on the importance 
of physicians discussing “your” child with parents of children newly diagnosed with DSD. 
Such objectification is not limited to children with intersex conditions. argentine psycholo-
gist  gabriela Planas recounts the story of a mother whose one- year- old child suffered sudden 
hearing loss. Planas (2006) notes the discursive change in the mother’s account that occurs as 
she relates her memory of “my child” before the onset of his deafness and “the child” she brings 
through doctor’s offices in pursuit of cochlear implants.
 30. in making this claim it is important to note that Diprose does not propose parent- child 
relationships as a model for corporeal generosity; the relationship between parent and child 
is not one typi cally understood to be concerned with the kind of alterity that Diprose seeks to 
overcome. There is, however, at least one point in the text that suggests Diprose herself takes 
for granted that parent- child relationships are generally understood to share an intimacy that 
could be described in terms of corporeal generosity (see Diprose 2002, 107).
 31. a radio program produced by the BBC featured a woman who recounted the devastating 
effects of surgery to reduce the size of her enlarged clitoris. On the heels of her testimony, a 
prominent surgeon explained that “this [ambiguous genitalia] is very distressing to the family, 
and surgery is available to make that appearance more acceptable.” “intersex Conditions” radio 
broadcast on the BBC, De cem ber 11, 2001.
 32. in her essay (one of many created by the working group that published the origi nal po-
sition piece), adrienne asch offers a counterargument, that non- consenting surgery under-
mines a child’s feeling of “loveableness” (2006, 229). in response to an urge to fix, she urges par-
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ents to cultivate instead an empathic appreciation of the child’s difference (237ff). Disgust or 
contempt is at odds with the development of this empathy—which resonates powerfully with 
 Diprose’s concept of “corporeal generosity” and bears important echoes of klein’s discussion 
of gratitude.

4. Reassigning Ambiguity

 1. a german study of psychological distress in individuals with DSD conducted soon after 
the Consensus Statement was published demonstrated alarmingly high rates of “self- harming 
behavior and suicidal tendencies” among those in the study, “comparable to the traumatized 
comparison groups of women with physical or sexual abuse” (Schützmann et al. 2009, 16). Pre-
vious studies, as the authors noted, had been restricted mainly to outcomes relating to “psy-
chosocial development” or successful gender assignment.
 2. Laura Hermer (2002) points to the work of Slijper et al. (1998) to suggest that parents 
who have consented to normalizing surgery for their children have not been satisfied, though 
she concludes that surgery may be in children’s best interest to secure parents’ love (cited in 
tamar- Mattis 2006, 90n226). anne tamar- Mattis points to the 2005 report of the San Fran-
cisco Human rights Commission’s finding that “parents of intersex children report feeling 
shame, fear, horror, humiliation, regrets, and ongoing doubt about the choices they may have 
made for their children” (arana 2005, 22). There is as much room for debate about parents’ 
“satisfaction” as that of affected individuals’ satisfaction. Just as no adults have come forward 
in support of genital surgery, no parents of grown children have come forward. it may be that 
parents have not come forward because they believe that doing so could compromise the pri-
vacy of their grown children. Such concerns could be addressed by a properly conducted study, 
however, and, i would argue, such evidence should also fig ure in parents’ informed consent to 
the extent that in this case they are not only providing proxy consent but are also, in the treat-
ment of atypi cal sex, themselves regarded as objects of medi cal care. remarkably, the recent 
opinion provided by the Swiss national advisory Commission on Biomedi cal ethics, “On the 
Management of Differences of Sex Development: ethical issues relating to ‘intersexuality’” 
(2012), is especially noteworthy for its recognition of this very problem.
 3. The revelation of the clitoral sensitivity exams performed by pediatric urologist Dix Pop-
pas (Dreger and Feder 2010) was perhaps especially appalling in light of the profession’s recog-
nition of the substantial risk of harm that unnecessary and repeated genital exams carry.
 4. See, e.g., narratives in Dreger 1999b, Preves 2003, and karkazis 2008.
 5. elizabeth grosz argues that “since the inception of [West ern] philosophy as a separate 
and self- contained discipline in ancient greece, philosophy has established itself on the foun-
dations of a profound somatophobia” (1994, 5).
 6. in closed adoptions, records that include information concerning birth parent(s) are 
sealed. it was long thought in West ern europe and the United States that maintaining the se-
cret of adoption was a benefit not only to the parents, who had an interest in concealing the 
shame of infertility, but also to the child, who would otherwise feel she had been abandoned 
by birth parents or did not truly belong to her adopted family.
 7. This point is one that scholars of Merleau- Ponty’s work are exploring further and that 
merits more elaboration than i can pursue here. See, e.g., essays by Jorella andrews (2006) and 
Lawrence Hass (2008).
 8. For example, “in females with classic 21- OHD CaH who are virilized at birth, feminiz-
ing genitoplasty may be performed to remove the redundant erectile tissue while preserving 
the sexually sensitive glans clitoris and to provide a normal vaginal orifice that functions ade-
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quately for menstruation, intromission, and delivery. Clitoroplasty is typi cally performed in 
early childhood (preferably at age 6–18 months)” (new and nimkarn 2006 [2002], 12). More 
recent recommendations indicate that surgery between three and six months is preferable. See 
Cornell University’s description of normalizing genital surgery at http://www.cornellurology 
.com/uro/cornell/pediatrics/genitoplasty.shtml#technique (Weill Cornell Medical Center 2010).
 9. interestingly, in following the reading of Henri Wallon, whose work predates Lacan’s, 
Merleau- Ponty emphasizes the role of the other in this stage, but in the form of the father (see 
Merleau- Ponty 1964 [1960], 127–128).
 10. The notion of alienation, taken up in existentialist- psychoanalytic terms, carries a differ-
ent valence in Merleau- Ponty’s work, which casts “alienation” as an integral moment of inter-
subjectivity. in “The Child’s relation with Others,” Merleau- Ponty writes that it “is this transfer 
of my intentions to the other’s body and of his intentions to my own, my alienation of the other 
and his alienation of me, that makes possible the perception of others” (1964 [1960], 118).
 11. af ri can ameri can musician Ysaye Maria Barnwell’s celebration of her grandmother in 
“There Were no Mirrors in my nana’s House” (1993) comes to mind. When she sings, “The 
beauty that i saw in everything .  .  . was in her eyes / So i never knew that my skin was too 
Black . . . that my nose was too flat . . . that my clothes didn’t fit,” she acknowledges the affir-
mative “mirroring” that also protected her from racist denigrations of her body, of her self. For 
an extended and insightful discussion of the “social constitution” of identity described here, 
see Linda Martín alcoff’s Visible Identities: Race, Gender, and the Self (2006).
 12. Merleau- Ponty might characterize Jim’s as a kind of “latent knowledge” (1962 [1945], 238).
 13. in his treatment of individuation at the mirror stage, Merleau- Ponty similarly observes 
that this “process . . . is never completely finished” (1964 [1960], 119).
 14. Cornell’s gloss on Lacan here resonates with that of another analyst, D. W. Winnicott, 
whose analy sis of “the mirror” focuses on what he regards as the “precursor of the mirror,” 
namely, the mother’s face (Winnicott 1971, 111). rather than see “recognition” as “misrecogni-
tion,” as Lacan does, Winnicott’s account emphasizes an embodied and intersubjective model 
of development that may provide a better ground from which to consider ethical responses of 
the sort i explore in chapters 7 and 8.
 15. Complete gonadectomy such as Jim had undergone, renders one’s bone health vulnerable 
to the extreme, and makes hormone replacement a medi cal necessity. Those ignorant of their 
diagnosis are not only misinformed, but they are also prevented from caring for themselves 
adequately.
 16. There is some—likely intended—irony in the physician’s pronouncement, as the deci-
sions to medicalize Jim’s atypi cal anatomy would result in the necessity of continued care, but 
the pronouncement that he is “demedicalized” might be read as an assertion of the reversal of 
one important dimension of the damage to his health.
 17. Some might ask, not unreasonably, whether Jim was going “back” to an origi nal iden-
tity when he began to live as a man. a phenomenological analy sis would recast that question 
in terms of the somatic experience and the “sense” (sens) of which it is made in the world. The 
experience of injecting testosterone, for example, supplies a somatic experience, the available 
meaning for which is marked as masculine in our world, one that cannot be disentangled from 
history and culture. We should recall Merleau- Ponty’s claim that “it is impossible to establish 
a cleavage between what will be ‘natural’ . . . and what . . . acquired. in reality the two orders 
are not distinct; they are part and parcel of a global phenomenon” (1964 [1960], 108). For a con-
temporary treatment of the cleavage between “natural . . . and acquired” that draws explicitly 
on the case of intersex, see rosario 2009.
 18. karkazis describes the persistent myth that those who have not had surgery will be sui-
cidal. Many of the affected adults with whom she spoke had contemplated suicide. These indi-
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viduals attributed these thoughts not to any diagnosis, but to their treatment by parents and 
physicians. “Some claimed to have suicidal thoughts not because surgery had not been per-
formed but because it had. This is not necessarily because results were poor, though for many 
they were, but because the surgical decision formed part of a series of decisions and actions 
that led the child to feel there was something horribly wrong about her or his body and condi-
tion and hence self” (2008, 193).
 19. For a fascinating account of the imperative of concealment and the measures taken to 
ensure concealment in early twentieth- century Britain, see “Other People’s Bastards,” in Family 
Secrets: Shame and Privacy in Modern Britain (Cohen 2013, 124ff).
 20. kimberly Leighton raises important questions about this putative “right” and the as-
sumptions that ground it. While acknowledging that having access to information concerning 
one’s bio logi cal or genetic origins may be important to individuals, it is not clear that there is a 
necessary harm in “not knowing.” Claims that this lack of knowledge (of the identity of a gam-
ete donor, for example) is equivalent to the active withholding of knowledge (such as the fact 
of one’s adoption or that one’s conception involved gamete donation) are ungrounded at best 
and, according to Leighton (2012), may in fact promote the suffering they purport to identify.
 21. They also appear to motivate secrecy maintained in donor insemination in heterosexual 
couples, a case when it is felt that shame (or social stigma) of a spouse’s infertility must be con-
cealed (see, e.g., turner and Coyle 2000, 2042).
 22. Safer archly notes that “‘siblings’ does not appear in the 404- page index to the twenty- 
three- volume Standard Edition of Freud—but ‘Siberia’ does. The founder of psychoanaly sis 
symbolically relegated his own seven siblings there and set the precedent for his followers to 
ignore the influence of their own and their patients’ closest kin to this day” (2002, 29–30).
 23. See the collected essays in Meyer 2009 and the Sibling Support Project at http://www 
.siblingsupport.org/sibshops.

5. A Question of Ethics as/or a Question of Culture

 1. There is some debate about the extent to which physicians have his tori cally believed in 
or acknowledged the importance of the clitoris in women’s “sexual function,” a question that 
hinges on how one defines women’s sexual function. On the one hand there is the “evidence” 
by Hampson (1955) and gulliver (by way of “personal communication of personal data” in 
1958), cited by gross, randolph, and Crigler, that “a clitoris is not necessary” for sexual func-
tion (1966, 300). eder cites the work of Lawson Wilkins, who recommended complete clitorec-
tomy in cases of female infants with CaH because he thought an enlarged clitoris would prove 
“a source of extreme embarrassment and erotic stimulation” (Wilkins 1950, 274, cited in eder 
2012, 73). research by medi cal historian Sarah (Webber) rodriguez is clarifying for its powerful 
demonstration of the contradictions in the research that reveal a finer understanding of “the 
function” of the clitoris in women’s sexuality than has been understood (Webber 2005).
 2. Because the disorder is autosomal recessive—that is, requires two copies of a gene (one 
from each parent) for expression of a condition or disease—it is concentrated in particular eth-
nic groups, as other, better known disorders are, such as tay- Sachs disease or sickle cell ane-
mia. There are identifiable concentrations in Yupik eskimos and in ashkenazic Jews, and per-
haps also in those of Filipino and Mexican descent. One might expect many more published 
analyses of the effects and cultural impact of the disorder, but, in the clini cal literature at least, 
the disorder generally remains “individualized.” For evidence of the “ethnic- specific” distribu-
tion of CaH, see, e.g., Therell 2001 and r. Wilson et al. 2007.
 3. The accomplishment of universal newborn screening in the United States in 2008 stems 
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from the work of the CareS Foundation, which advocates for children and families affected 
by CaH. in 2010 the endocrine Society published guidelines reaffirming the value of universal 
screen for CaH (Speiser et al. 2010). The national newborn Screening and genetics resource 
(nnSgr) Center reports that between 1991 and 2000, when little more than half of states had 
instituted mandatory testing, 774 cases were reported. in the latest available report of cumu-
lative cases through 2010, the total number of cases exceeded 3,000. My thanks to Dr. Bradley 
Therrell at nnSgr for his assistance in gaining access to this data.
 4. Clitoral recession did not become common until the 1970s but was effectively replaced 
as a standard procedure after the 1980s by the “nerve- sparing clitoroplasties” practiced today. 
For a report on the poor outcomes associated with clitoral recession, see Minto et al. 2003.
 5. it is clear that the prevention of lesbianism is one of the primary reasons motivating the 
prenatal administration of dexamethasone, which until 2010 was regarded as standard of care 
(see Speiser et al. 2010) and continues to be promoted by some in the field, such as pediatric 
endocrinologist Maria new and psychologist Heino Meyer- Bahlburg (see Dreger, Feder, and 
tamar- Mattis 2012).
 6. richard Hurwitz’s his tori cal review of feminizing treatment relates that clitoral ampu-
tation was the standard of care during these years and was “common until the mid- 1970s and 
persisted even into the early 1980s.” a relatively small number of clitoral recessions were per-
formed beginning in 1958, and the technique was refined around 1965, but at least one textbook 
of urologic surgery from that era recommending amputation represented clitoral recession as 
well as the glans- preserving surgery that removed the shaft of the clitoris while attempting to 
preserve sensation as “newer unproven techniques” (Hurwitz 2011, 167). There was obviously 
no uniform opinion or practice, so treatments could vary a great deal from one physician to 
another. There remain differences in practice today, but there is comparatively more consis-
tency in treatment.
 7. The medi cal notation is something of a mystery and disturbed her pediatrician, who in-
formed me in no uncertain terms that andie had not been circumcised. nevertheless, this is 
the term used in the record and may refer to a trimming of the clitoral hood.
 8. Citing torah and the talmud, bioethicist Yechiel Michael Barilan explains, “in Judaism, 
imago Dei [i.e., the notion that man is made in the image of god] is related to the human body—
especially its external appearance. The violation of the human body . . . by disfiguration, di-
rectly offends the dignity of god and god’s love toward man . . . external disfiguration . . . is 
considered a more serious offense than meddling with internal organs” (2012, 41).
 9. Here my own ignorance is evident: There are different traditions of Orthodox Judaism, 
and the tradition with which i have any familiarity is that associated with ashkenazic Judaism. 
i have since learned that other Jewish traditions—albeit traditions that are in the minority—
have different commitments. These would include the gur Hasidic community, which is not 
concerned with the sort of pleasure that belongs to mortal life here and now, but with a spiri-
tual life that transcends this one. For an ethnographic treatment of women from this commu-
nity, see tamar el- Or 1994.
 10. My hunch could find some ground, as i would learn that thinkers such as Fred rosner 
have argued for the identification of medicine and religion in the history of Jewish tradition, 
where at one time, “the priest and the physician were one and the same person.” rosner’s brief 
history traces the contemporary articulation of this identification to a doctoral thesis titled 
“Jewish Medical ethics,” submitted by rabbi Lord immanuel Jakobivits to Lon don University, 
and published in new York in 1959 (rosner 2007, 109).
 11. DeS was prescribed to stunt the growth of girls beginning in the 1950s and was extended 
years after the U.S. Food and Drug administration (FDa) issued a safety warning following 
the revelation of a correlation between DeS exposure and clear- cell adenocarcinoma in 1971 
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(Cohen and Cosgrove 2009, 46–47). Though there is now greater societal acceptance of taller 
girls, journalists Susan Cohen and Christine Cosgrove reported in the Lancet that “some tall 
girls are still prescribed oestrogens to stunt height, especially when parents insist” (2010, 454).
 12. One of the most cited claims to this effect comes from renowned pediatric urologist ian 
aaronson, who wrote that a moratorium on normalizing surgeries would “signify a return to 
the ‘dark ages’ of intersex management, which has given rise to a host of psychological cripples” 
(1999, 119).
 13. Warne’s would be an explicit case of what erik Parens describes as an unwarranted un-
derstanding of the goal of medicine to intervene when some condition or state falls out of the 
realm of “normal or species- typi cal functioning.” as Parens dryly remarks, it “would be lovely 
if we could look to nature and discern the line  .  .  . between disease and health. That way it 
wouldn’t be our ethical responsibility to decide, based on our understanding of the facts and 
our values, whether to intervene. We’d just point to nature.” But as Parens points out, this no-
tion—presented as one based on natural science rather than any judgment—is not only ethi-
cally suspect but also not supported by natural scientists who specialize in the etiology of dis-
ease (2011, 4; origi nal emphasis ). There is, nevertheless, a tradition of “naturalistic” ethical 
approaches to which Warne’s work may be linked (see, e.g., Lenman 2008).
 14. in her invited response to the Public Policy advisory network on Female genital Sur-
geries in africa, gynecologist nawal M. nour points to the lack of substantiation for a number 
of the claims made by the network. These include the assertion that a “high percentage of [cir-
cumcised] women have rich sexual lives” and the purported safety regarding “the vast ma-
jority of genital surgeries in africa” (2012, 31). The lack of evidence for the positive claims on 
behalf  of genital cutting in africa to which nour points is mirrored in the unsubstantiated 
claims of safety and “success” of normalizing genital interventions for atypi cal sex, though 
there is far more support for sexual responsiveness of af ri can women who have been circum-
cised (see, e.g., Hernlund and Shell- Duncan 2007, 30–32).
 15. an alternative reading would follow from the psychoanalytic discussion of the assump-
tion of sex in chapter 3. in those terms we could see the sacrifice made by the kono and that 
described by Jane Flax as a sacrifice that all unambiguously sexed individuals would make, 
though only in the former society would surgical modification of genitalia be required. Fol-
lowing this analy sis, the surgical modification of children with atypi cal sex anatomies in the 
West do not mark a “sacrifice,” but, as i proposed in chapter 1, a punishment.
 16. ahmadu discusses how legal prohibitions can paradoxically serve to exacerbate the vul-
nerability of the indigenous and immigrant women such laws seek to protect—for example, 
fear of revealing their excision in the context of seeking health care, particularly during preg-
nancy, has prompted some to delay or put off seeking necessary care (Shweder 2009, 15).
 17. The legislation introduced in the mid- 1990s in australia is nearly identical to the 1996 
federal law prohibiting “Female genital Mutilation” in the United States, 18 USC § 116.
 18. iain Morland has provocatively suggested that interventions are, in his words, “trau-
matic by design” (2011, 148).
 19. See also Public Policy advisory network on Female genital Surgeries in africa 2012, 
23. Cheryl Chase makes this same point in her own comparison of the experiences of af ri-
can and ameri can women who had had clitorectomies. Following her interviews with these 
women, Chase reflects that “af ri can mothers, no less than ameri can surgeons, act from a de-
sire to care for their daughters.” She adds, “ameri can surgeons, no less than af ri can mothers, 
are misguided when they direct a knife at a child’s clitoris” (1999, 152).
 20. This was the model that was reported to have been successful in Senegal (Mackie 2000). 
a 2011 article in the New York Times described the efforts of Tostan (“breakthrough” in Wolof) 
to end genital cutting “in more than 5,000 villages” (Dugger 2011). Legal scholar L. amede 
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Obiora discusses the importance of the representation of women’s power in resisting circum-
cision in the 2004 film Moolade (2007, 70–71).
 21. The most common form of this claim—one frequently made, if not in print, in  conversation—
is exemplified in remarks made by pediatric urologist Larry Baskin to a New York Times re-
porter in 2006, the same year the Consensus Statement was published: “There haven’t been 
any studies that would support doing nothing . . . That would be an experiment: don’t do any-
thing and see what happens when the kid’s a teenager. That could be good, and that could also 
be worse than trying some intervention” (quoted in Weil 2006).

6. Neutralizing Morality

 1. in One of Us, alice Dreger reminds us that “in the 1920s and ’30s, the United States led the 
world in scientifically advanced ideas on reducing the incidence of inborn mental and physical 
‘deformities’ in the general population. Many ameri cans, liberal as well as conservatives, saw 
eugenics . . . as both just and scientific” (2004, 117–118).
 2. For an excellent overview of the moral questions raised by such enhancement, see the 
essays collected in Enhancing Human Traits: Ethical and Social Implications (Parens 1998). a 
more recent discussion may be found in Mills 2011, 11–34.
 3. Caplan addresses head- on what others do not, namely, the way that the emergence of 
more widely available genetic counseling “was inextricably intertwined with the issue of abor-
tion. The only option available to women or parents in almost all situations where congenital 
anomalies were discovered prenatally was abortion. abortion was and remains a subject that 
generates enormous moral conflict . . . genetic counselors could not be accused of favoring or 
promoting abortion if they adhered to a strict ethic of value neutrality” (Caplan 1993, 162). a 
Hastings Center project that explored the relationship among prenatal testing, selective abor-
tion, and attitudes regarding disability resulted in the collection Prenatal Testing and Disability 
Rights (Parens and asch 2000).
 4. We can look also to the role that nondirective counseling is playing in cancer treatment. 
See, e.g., Simonoff and Step 2005.
 5. as we know from in di vidual narratives, there were exceptions, whether because a  doctor—
generally outside of a major metropolitan area—quietly thought otherwise, or because the rare 
parent resisted normalizing surgery or sex reassignment: as one mother told me of her now 
middle- age son, “you don’t castrate a boy and make him a girl”; Bing and rudikoff noted that 
one family refused normalizing surgery from a religious conviction that a child’s appearance 
is “god’s will” (1970, 80). Some other children escaped surgery because their health was too 
fragile for their physicians to consider normalization. it is not at all clear, however, how many 
individuals have atypi cal sex anatomies that have not been “medicalized,” a point on which 
little persuasive or effective argument (to physicians) can rest, because there is little hope for 
collecting the evidence that could ground it.
 6. as i noted in the introduction, the names of the physicians i interviewed for the work 
are pseudonyms.
 7. The surgeon who specialized in adolescent gynecology did recount one case in which 
a young, sexually active woman had sought surgery following discomfort in certain kinds of 
athletic activity. The young woman sought normalizing surgery with full knowledge, and fol-
low- up reports provided by the gynecologist were positive.
 8. The problem of continuity of care has been raised in other contexts and seems especially 
criti cal in DSD care, for which few adult specialists in endocrinology and gynecology, particu-
larly, are trained.
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 9. karkazis discusses the question of outcome studies and the contradictory commitment 
to evidence in this area of medicine in some detail. She documents how outcome studies of 
vaginoplasties appearing as late as 1998, for example, did not investigate the preservation of 
erotic sensation; instead, they made use of rates of marriage or frequency of sex to determine 
success. all others, from the late 1970s through the late 1990s, organized their research ques-
tions around “sexual activity,” mostly focusing on frequency of intercourse as the marker of 
success; questions about women’s satisfaction or the pleasure they might have experienced went 
unasked (165–166). Perhaps the most famous series of studies since 2000 was undertaken by a 
British team lead by female doctors and has raised significant questions about the successes, 
purported and assumed, of cosmetic genital surgeries (166–167). These studies document poor 
outcomes with respect to preservation of erotic sensation and call attention to the open secret 
that many of these cosmetic procedures needed to be repeated or required repair. But, kar kazis 
remarks, “many physicians regard these studies as suspect for what is purported to be their 
bias ‘toward poor outcomes’” (2008, 168). More recently, a team in germany undertook a re-
view of existing research on outcomes concerning those with 46,xY DSD, observing that ex-
isting studies are inadequate for a variety of reasons, but concluded that “overall, all [existing 
studies] indicate that [sexual quality of life] is impaired, particular[ly] with regard to sexual 
dysfunctions and satisfaction” (Schönbucher et al. 2010, 193).
 10. nor do we have significant information at this time about what is occurring in europe as 
far as the increase or decrease in surgical procedures is concerned. The 2010 analy sis based on 
the polling of european endocrinologists reports significant changes in policy and wide adop-
tion of and compliance with 2006 recommendations (Pasteriski et al. 2010), but the 2006 Con-
sensus Statement offered strong recommendations against surgery only in the case of reassign-
ment of boys with micropenis; in addition, it advised that when surgery was performed, only 
qualified surgeons undertake it. Work by a French team of urologists suggests that in France 
there is no less surgery overall. it cautions that hypospadias repair—that is, surgery aiming to 
normalize a penis in which the urinary meatus appears on the underside or base of the penis—
may present far more complications than is generally acknowledged, in clud ing a “number of 
disasters” many physicians see as a problem of the past (Vidal et al. 2010, 318). in our conver-
sation, Dr. elm remarked that he has noticed far more caution when it comes to reducing the 
size of a girl’s clitoris, but has noted no hesitation whatsoever in surgeons’ strong recommen-
dations for hypospadias repair, for which evidence of long- term success has continued to raise 
some questions.
 11. See chapter 1 for a discussion of Lawson Wilkins’s discovery of cortisone’s effectiveness 
in treating the symptoms of CaH. it is important to acknowledge that so much is known about 
the regulation of cortisol thanks to families like ruby’s. The severity of their CaH helped re-
search physicians to understand and refine treatment in children.
 12. Specialists also seem to think that prenatal interventions such as the use of dexametha-
sone are in children’s best interests. While the issue of prenatal counseling with respect to DSD 
has been almost entirely limited to the prenatal treatment of pregnant women with dexametha-
sone (see Dreger et al. 2012), there is some indication that prenatal management of DSD will 
become more prominent, as a european group predicts (Chitty et al. 2012).
 13. and it may not be prudent for doctors to make enthusiastic recommendations of surgery 
to parents who might eventually sue them; hence Dr. Pine’s observation of a difference between 
his discussions with parents (who are more oft en of color and of lower socioeconomic class) as 
compared with those of a colleague of his who works in a university hospital (whose patients 
are more likely to come to him having done extensive research). “He tells parents, ‘i don’t want 
to do this unless you want me to do it. if you want me to do it, i’ll do a good job, i’m happy to 
do it.’” The differences between the treatment of parents working within different systems of 
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health care is an interesting one and merits further study. at this point it seems that the dif-
ferences are present but may not significantly affect care.
 14. The recognition of the time it takes for parents to absorb information and make truly in-
formed decisions in cases of DSD led the Supreme Court of Colombia to establish a new stan-
dard for informed consent in 1999 (see greenberg 2012, 36–37). ten years later, however, re-
search indicates that despite the court’s decisions mandating significant changes in standards 
for consent, the decisions have not had any measurable impact on medi cal care for children 
with DSD in Colombia (Bocanete 2009).

7. Practicing Virtue

 1. There are now many accounts of adults who have undergone such surgeries and express 
the wish that they had not. By contrast, as Dreger notes, “not a single person with intersex has 
come forward publicly to say she or he thinks her or his infant genital surgeries were a good idea” 
(2006a, 89; origi nal emphasis). There is also wide agreement that follow- up studies have not 
provided good evidence of the “success” of such surgeries, though there is some indication 
that not all children subjected to normalizing surgeries are doing poorly. in his response to a 
2010 study reporting comparatively positive outcomes of masculinizing genitoplasty, pediatric 
urologist richard Hurwitz, a proponent of the standard of care, expresses skepticism about the 
value of the results reported; he wonders whether some of the better outcomes recorded may 
be attributed not to good surgeries, but to enhanced psychosocial care (2010, 831). “it may be,” 
he concludes, “that long- term psychological support is of equal or superior importance to the 
anatomical result” of surgery (832).
 2. Since the publication of the Belmont Report in 1979, serious efforts have been made within 
medicine to put into practice the principles of respect and justice through elevation of the prin-
ciple of autonomy, what boils down in bioethical practice to the right of patients or their prox-
ies to make informed and uncoerced decisions (see, e.g., Faden and Beauchamp 1986, 15). al-
though the principles of autonomy and informed consent originated in the special concerns for 
the vulnerability of human research subjects, these principles soon became extended to guide 
decision making in clini cal medicine more broadly (see, e.g., Schermer 2002, 24).
 3. in “gift not Commodity?: Lay People Deliberating Social Sex Selection,” Jackie Leach 
Scully, tom Shakespeare, and Sarah Banks similarly argue that a view of parenting in terms 
of virtue challenges what they describe as the focus on “parental autonomy” dominant in bio-
ethics (2006, 756–757).
 4. in making this observation, i follow the criticism made by contemporary philosopher 
rosalind Hursthouse regarding what she sees as the risk of deontological reasoning to sim-
plify the problem of moral judgment. See Hursthouse 1999, 47. i do not think the reductive ap-
proach is a necessary problem in kant’s work itself; however, i agree that a robust account of 
moral decision making must avoid too narrow a focus on moral action apart from reflection 
on the moral agent, or what we might describe as “situated moral agency.” i return to this point 
in the conclusion.
 5. in a history of the ethical interventions of the standard of care, notable moments would 
include the special issues of the journals Chrysalis (Chase and Coventry 1997) and the Journal 
of Clinical Ethics (Dreger 1998c), which were dedicated to intersex and appeared in 1997 and 
1998, respectively; the collection Intersex in the Age of Ethics, which combined selected contri-
butions of these two collections in a single volume (Dreger 1999b); and the collected essays in 
Surgically Shaping Children (Parens 2006). What must be counted as the first thoroughgoing 
effort to craft an ethical approach to care should be located in the two handbooks published 
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under the name of the Consortium on the Management of Disorders of Sex Development: the 
Clinical Guidelines for the Management of Disorders of Sex Development in Childhood (2006a) 
and the Handbook for Parents (2006b). Separate opinions issued in 2012 by the german ethics 
Council and by the Swiss national advisory Commission on Biomedi cal ethics mark the pos-
sibility of genuine change. also notable is the 2013 report by the United nations Special rap-
porteur on torture and Other Cruel, inhuman, or Degrading treatment or Punishment. The 
report argues that “irreversible sex assignment, involuntary sterilization, [and] involuntary 
genital normalizing surgery” performed in the absence of genuine medi cal necessity (Méndez 
2013, 19) may “constitute torture or ill- treatment when enforced or administered without the 
free and informed consent of the person” (7).
 6. The sixteen members of the working group include individuals from “patient support 
groups (persons with DSD/intersex and/or parents); bioethicists; specialists in pediatrics and 
adolescent medicine, surgery, urology, obstetrics and gynecology, endocrinology; a psycholo-
gist and a psychotherapist; a specialist in medi cal law; and a medi cal sociologist” (Wiesemann 
et al. 2010, 672). a fourth author of the main report is Ute Thyen, a prominent member of the 
german network DSD/intersex but apparently not part of the Bioethics and intersex working 
group.
 7. The north ameri can task Force on intersexuality (natFi) was convened by pediatric 
urologist ian aaronson in early 2000 to address challenges to the standard of care and to try to 
coordinate efforts to collect meaningful outcome data (see Chase and aaronson 2000). While 
it does not appear that any work was completed under the immediate auspices of natFi, the 
2006 Consensus Statement (in which many of the members of natFi were present) as well 
as projects under way at major medi cal centers—in clud ing the SUCCeeD clinic at Children’s 
Hospital at Oklahoma University Medical Center, UCLa, and the University of Michigan—
arguably have roots in the formation of the task Force; natFi was the first formal group in 
which physicians came together to respond to questions raised by the intersex Society of north 
america.
 8. Wiesemann and her colleagues acknowledge the earlier ethical statement by a Hastings 
Center group (of which i was a member) that “called for a multidisciplinary approach to the 
management of DSD, the child’s right to know and rigorous follow- up studies but,” the authors 
claim, “avoided tackling the contentious issue of decision making in early childhood” (Wiese-
mann et al. 2010, 672; emphasis added). among the conclusions reached by the Hastings Center 
group, however, appears the following: “none of the appearance- altering surgery need be done 
urgently. Surgery to normalize appearance without the consent of the patient lacks ethical jus-
tification, in most cases.” it is not clear how the claim that surgery lacks an ethical justifica-
tion constitutes “avoidance” of the issue of parental consent. rather than locate the primary 
ethical problem of surgical normalization in the issue of parental decision making, as Wiese-
mann and her colleagues do, the Hastings Center group criticized problems in the standard 
of care intended to shed light on the assumptions that these researchers continue to take for 
granted. For example, in our statement, we observed that

when health care professionals  .  .  . inappropriately communicate an urgent need to 
undertake a surgical “fix,” they wrongly substitute these interventions for focusing on 
the families’ discomfort, guilt, and/or sense of shame. all should understand that a 
decision to raise an infant as a boy or girl in no way depends on surgery per se. (Frader 
et al. 2004, 426; emphasis added)

rather than present any evidence to the contrary, physicians have followed the response of 
pediatric endocrinologist erica eugster, who was invited to respond to the Hastings Center 
group’s commentary. She writes that even though “his tori cal claims that formation of a stable 
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gender identity requires [the appearance of] concordant genitalia . . . have legitimately been 
questioned and rejected by many,” the health and well- being of a child depends on “an in di-
vidual family’s ability to accept and unconditionally love their child” (2004, 428). eugster’s 
conclusions that the decision to pursue surgery rests with the parents and “does not present an 
ethical dilemma, since in our society all major decisions regarding minor children are tradition-
ally made by parents” (429), does not differ substantially from the conclusions of  Wiesemann 
and her colleagues, but they are qualified in the addendum authored by the working group as 
a whole. The recommendations detailed there are substantially more consistent with those of 
the Hastings Center group. Criticizing the standard of care does not, however, appear to be  
the aim of the german network DSD/intersex working group.
 9. One suspects a willful ignorance in the authors’ failure to engage the substance of sig-
nificant ethical arguments in the literature. The authors do not cite the groundbreaking essay 
published by Dreger in the Hastings Center Report (1998a), which contains most of the points 
that kipnis and Diamond enumerate, as well as the major monographs by kessler (1998) and 
Fausto- Sterling (2000), each of which echoes the earlier arguments made by Dreger and  kipnis 
and Diamond. notably, not one of these works frames the argument against surgery in the 
terms that Wiesemann and her colleagues employ in their summary treatment of objections 
to the standard of care.
 10. We can see how Warne and Bhatia’s work in their 2006 essay is an attempt to address 
this point, but doing so from a “cross- cultural perspective” as they have cannot provide the 
evidence they seek, since, as kipnis and Diamond suggest, the comparison group for outcome 
studies must be “like those” considering surgery—particularly, one might add, a surgery per-
formed, as all acknowledge, not from medi cal necessity, but from what parents and physicians 
understand, and assert, as cultural necessity. That is to say, the disparate cultural and economic 
conditions that characterize the lifeworlds of the populations Warne and Bhatia study in “the 
east” cannot provide meaningful data for those residing in “the west.”
 11. in this way, current practice has been able to set aside the sec ond recommendation that 
kipnis and Diamond make in their article. The sec ond recommendation proposes that the 
mora torium described in the first recommendation remain in place until retrospective out-
come studies of past practices have been completed. The third recommendation, “that efforts be 
made to undo the effects of past deception by physicians” (1999 [1998], 406), has gone almost en-
tirely unheeded. nevertheless, there has been one case of an apology by a physician to a former 
patient arranged in 2010 by advocates for informed Choice. See guterman 2012. http://www 
.soros.org/voices/why- are- doctors- still- performing- genital- surgery- on- infants
 12. in reflections on the question of “dependency” with regard to recipients of state wel-
fare, iris Marion Young provides an excellent discussion of what she calls “the ideology” of au-
tonomy that, she argues, serves to devalue recipients of state welfare. But criti cal as she is of the 
ideology of autonomy in that regard, Young writes that this ideology “is convincing partly be-
cause it relies . . . on a core value we ought to affirm: autonomy” (2002, 45). She argues that the 
structure of welfare deprives recipients of autonomy and that we should be aware of the ways 
that the rhetoric of welfare works against respecting, and furthermore supporting, individuals’ 
capacity to make their own decisions and be contributing members of their families and com-
munities. Young argues that we should affirm the value of autonomy with the understanding 
that “a need for aid or support” is not at odds with autonomy, but grounds what she casts as a 
claim to a right to autonomy: “everyone should have the right to be autonomous; a condition 
of the realization of such autonomy for most people, at least at some times in their lives, is that 
they receive some resources and/or interpersonal support and assistance from others. Certain 
forms of dependence and interdependence, that is, should be understood as normal conditions 
for being autonomous” (2002, 47; origi nal emphasis).
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 13. in his treatment of duty in the Groundwork of the Metaphysics of Morals, kant distin-
guishes between “perfect” duties and “imperfect” duties. Perfect duties are those that allow “no 
exception” (1964 [1785], 89) in the obligation they command—for example, truth- telling. Du-
ties such as beneficence or the cultivation of one’s talents are imperfect in the sense that one’s 
inclination can fig ure in one’s fulfillment of them without wholly compromising their “moral 
worth.” if one is especially talented in playing a particular instrument, for example, but de-
spises the sound, or feels disproportionate discomfort in the playing, one may cultivate one’s 
talents in another way and still fulfill this duty.
 14. in the Apology, Socrates proposes to those beseeching him to flee his death sentence 
that they should instead “let no day pass without discussing [virtue] and all the other subjects 
about which you hear me talking and examining both myself and others [for this] is really the 
very best thing that a man can do . . . life without this sort of examination is not worth living” 
(Plato 1961b, 38a).
 15. Foucault says this is a complicated matter for Christianity, since “achieving one’s sal-
vation is also a way of caring for oneself” (1997 [1984], 285). This is a point that we also find in 
nietzsche’s notion of the ascetic in the Genealogy of Morality and the possibilities for “over-
coming” in ways that can affirm (or deny) the kind of self- possession of which Foucault speaks.
 16. Such worries are hardly new, as we should recall from rousseau’s churlish remarks to 
the mothers to whom he directed his Emile. in Book i, rousseau castigates mothers for swad-
dling their newborns: “You thwart [your children] at birth. The first gifts they receive from you 
are chains. The first treatment they experience is torment . . . They cry because you are hurt-
ing them” (1979 [1762], 43). But women’s failure in particular aspects of child rearing appears 
to be a symptom of a greater problem, namely, women’s increasing resistance to assume their 
natural role as child bearers. at stake, he writes, is “the impending fate of europe. The sciences, 
the arts, the philosophy, and the morals . . . will not be long in making a desert of it” (44–45).

8. Protecting Vulnerability

 1. “Crimes against humanity” are defined in article 6 of the first volume of the Nuremberg 
Trial Proceedings as “murder, extermination, enslavement, deportation, and other inhumane 
acts committed against any civilian population, before or during the war; or persecutions on 
po liti cal, racial or religious grounds in execution of or in connection with any crime within 
the jurisdiction of the tribunal, whether or not in violation of the domestic law of the country 
where perpetrated” (international Military tribunal 1947–1949).
 2. This understanding has also framed current conflicts over the status of individuals with 
cognitive disabilities, as is evident in eva kittay’s criticism of the work of Jeff McMahan and 
Peter Singer in “The ethics of Philosophizing: ideal Theory and the exclusion of People with 
Severe Disabilities.” McMahan argues that those with “congenital severe cognitive impair-
ments fall below the threshold of capacities needed for personhood and thus are not subject to 
the claims of justice” (kittay 2009, 134). But if, following O’neill, we should understand moral 
theory to be focused on articulating “duties” rather than “rights,” then we should be concerned 
not with whether anyone falls “below the threshold of capacities needed for personhood,” but 
instead with identifying the obligations owed to those with cognitive disabilities. The salient 
moral issue is not personhood, then, but obligation. Focusing on obligation, we should not fall 
prey to what kittay rightly identifies as the “moral dangers of drawing lines among human be-
ings” (135).
 3. kant is admittedly inconsistent in his identification of dignity with autonomy, however, 
and certainly one finds an identification of dignity with “man.”
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 4. Von der Pfordten’s analy sis of the appearance of the term “dignity” in the third formu-
lation of the categorical imperative and not in the sec ond formula (of the “end- in- itself”) sub-
stantiates O’neill’s contention that autonomy is not a property of individuals (see Von der 
Pfordten 2009, 377).
 5. The Southbury training School is a facility for children and adults with cognitive impair-
ments. There is no indication in the film that Heinemann is cognitively impaired, and the film 
does not remark on the fact that his residency could have been damaging not only because he 
had no contact with his family but also because, at the very least, the education he would have 
received there would not have been appropriate for a child with typi cally developing cognitive 
capacity.
 6. even in those cases when the deployment of a given technology would appear to make 
one stand apart, specifically to become abnormal (the case of apotemnophilia, “the attraction 
to the idea of being an amputee” [elliott 2003, 209] being the most notorious), the desire to fit 
in, elliott argues, plays a central role.
 7. Pediatric specialist Walter Miller makes this point with regard to the prenatal admin-
istration of dexamethasone, a steroid intended to reduce the masculinization of genitalia in 
46,xx females with congenital adrenal hyperplasia. in correspondence with alice Dreger, he 
wrote, “it seems to me that the main point of prenatal therapy is to allay parental anxiety. in 
that construct, one must question the ethics of using the fetus as a reagent to treat the parent, 
especially when the risks are non- trivial” (see Dreger 2010a). Following the authors of the Con-
sensus Statement, it seems to me that we could make exactly the same observation about many 
of the practices associated with normalizing atypi cal sex.

Conclusion

 1. For readers who are physicians and medi cal students, i will add that it should be clear 
that the ancient philosophical “care of the self” to which Foucault refers is a far more encom-
passing and demanding notion that shares little with the increasing emphasis on “self- care” 
that medi cal schools have integrated into their curricula. These latter are more concerned that 
medi cal students attend to getting enough sleep and exercise to manage the stress and anxiety 
associated with the demanding nature of a medi cal education (see, e.g., kushner, kessler, and 
Mcgaghie 2011).
 2. On the other hand, any parent who has survived toddlerhood knows—because she has 
learned—in the words of a parent i admire, that “the easy way is not the easy way”: giving in 
to the tyrannical child with desires to be disruptive or disrespectful or refuse healthy food or 
watch more tV, and so on, is an invitation to more of the same.
 3. in 2012 Lisa i. iezzoni and her colleagues from the Mongon institute for Health Policy at 
Massachusetts general Hospital published findings from a 2009 survey that indicated a disturb-
ing, if unsurprising, admission by a large proportion of the nearly two thousand practitioners 
surveyed: physicians do not always tell their patients the truth, disclose what many would con-
sider conflicts of interests (e.g., financial ties to a pharmaceutical company), or provide full in-
formation about a disease, prognosis, or medi cal error (see iezzoni et al. 2012; see also the ar-
ticle appearing in the New York Times reporting on the survey [Chen 2012]). But the fact that 
the avoidance of “paternalism” is one of the fundamental principles of bioethics suggests that 
its routine violation has long been recognized.
 4. Because the sex of assignment is generally not in question in cases of children with hy-
pospadias, there has been some dispute over its inclusion as an “intersex” condition. This dis-
pute may be owing to urologists’ resistance to seeing the standard of care for hypospadias as a 
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part of the standard pertaining to the normalization of other DSD—that is, other conditions 
involving atypi cal sex anatomy—that have been subjected to far less thorough testing. The phe-
nomenon certainly is more common than other DSD: the Center for the Study and treatment 
of Hypospadias at the University of California–San Francisco describes it as “one of the most 
common congenital anomalies,” and is reported to occur in 1 in 250–300 births. Moreover, its 
incidence has increased substantially, as reported in europe and in the United States (Center 
for the Study and treatment of Hypospadias 2013). But because hypospadias is regarded as the 
result of an incomplete development of the penis, its inclusion as a “disorder of sex develop-
ment,” or DSD, seems nonetheless appropriate.
 5. indeed, intersex activists beginning with Cheryl Chase have claimed that if there is some-
thing like “an intersex identity,” it is the product of a medi cal treatment. in its effort to nor-
malize the bodies of those with atypi cal sex anatomy, this treatment has itself “fixed”—that is, 
 produced—the stigmatic difference these interventions are meant to conceal. argentine activist 
and scholar Mauro Cabral made this same point in his testimony before the inter- american 
Commission on Human rights in Wash ing ton, D.C., in March 2013.
 6. a search of Pubmed, the U.S. national Library of Medicine index of biomedi cal litera-
ture, yields multiple citations for the term “hypospadias cripple” through 2012.
 7. The Swiss report was immediately available in english, but as of this writing the ger-
man report has not been translated, though a summary was disseminated in a press release 
issued the day the opinion was published. i am indebted to andrea tschemplik for her assis-
tance with and translation of the german text.
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