IMPERATIVES OF NORMALITY

From “Intersex” to “Disorders of Sex Development”

Ellen K. Feder

\ﬂn May 2006 the U.S. and European endocrinological societies published a
consensus statement announcing a significant change in nomenclature. No longer
would nineteenth-century variations on the term hermaphrodite, or the more newly
introduced term intersex, be used in a medical context to describe “congenital
conditions in which development of chromosomal, gonadal, or anatomical sex is
atypical”; instead the preferred term henceforth would be disorders of sex develop-
ment (DSDs).! The announcement met with a certain amount of controversy, as evi-
denced by the letters—from some intersex activists as well as their allies —sent
to the Archives of Disease in Childhood in the months immediately following the
statement’s publication. Those objecting to the new terminology focused on the
description of intersex conditions as “disorders,” which they described as “stigma-
tizing” to the individual who should be spared identification “as” a disorder.2

The treatment to which infants and children with intersex conditions have
been subject since the 1950s is by now well known. Medical management of inter-
sex, with its concern with removing any sexual ambiguity, has focused in short on
surgical “fixes” for what might otherwise be understood in contemporary terms as
social, political, or psychological matters of sexual identity.3 In light of these prac-
tices, it would indeed seem that an effective response would be to take intersex
out of the domain of medicine altogether, to “demedicalize” conditions that might
otherwise count as ordinary human variations. Certainly many of those writing in
response to the consensus statement rallied behind the suggestion of biologist Mil-
ton Diamond and attorney Hazel Beh, who argued for using the term variations of
sex development.* But while it is easy to make the case that differences in genital
appearance should be understood as matters of variation, such terminology does
not permit appreciation of the genuine health challenges faced by many individu-

als with intersex conditions.
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The change in nomenclature together with its attendant controversy raised
significant questions that merit further exploration. Foremost is the question of the
status of intersex with respect to the constitution of personal identity: has intersex
taken on the status of an identity, or is it a condition that is merely incidental to
one’s person? The objections made to the change in nomenclature seem to take for
granted first that there are such things as “intersexuals,” which would render the
characterization of the condition as a disorder offensive.> The second concern with
the new nomenclature is related to the first—namely, that the pathologization
putatively effected by the new nomenclature would constrain unduly the range of
possibilities of affected individuals to understand themselves. That is, the patholo-
gizing label would limit people’s subjective possibilities by containing them within
its terms. Underlying these two claims, I want to propose, is an implicit under-
standing of intersex(uality) as analogous with homosexuality. However well mean-
ing, this comparison—together with its liberatory aims—is misplaced and rein-
forces the very conceptualization of intersex as a “disorder like no other” that it is
intended to challenge.

In what follows I want to consider how the change in medical terminol-
ogy could be understood as progressive. It brings the prospect (though of course
not the certainty) of a shift in focus from gender and genitalia (and the emphasis
on cosmetic surgery that has been figured as necessary for the living of a “nor-
mal life”) to the medical conditions including the endocrinological and metabolic
imbalances — sometimes severe and even life threatening— associated with some
intersex conditions. Such attention is especially lacking in care for affected adults,
who, having left the care of increasing numbers of pediatric specialists, find no
physicians knowledgeable about the progression of a given condition or who will
support them in establishing appropriate hormone replacement to compensate, for
example, for the removal of gonads.¢

In the first part of this essay, | examine the historical convergence of the
treatment of homosexuality and intersex. I argue that the contemporary associa-
tion of homosexuality with intersex risks obscuring those concerns unique to the
treatment of intersex conditions and the consequences for affected individuals.
The complex and persistent identification of homosexuality with intersex since the
nineteenth century nevertheless requires that we reckon with this historical rela-
tion and its shaping of the motivations both for the prevailing standard of care
that has been so harmful and for the organized resistance to these practices in the
intersex movement. In response to the proposal for the change in nomenclature,
we must confront the surprising fact that doctors and activists alike have focused

on matters of gender and genitalia at the expense of the ordinary health concerns
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of affected individuals. Michel Foucault’s understanding of the power of “normal-
ization,” I argue in the essay’s second part, can help us make sense of the history
of medicalization and its pernicious effects, but in addition can allow those with
intersex conditions and their allies to understand the positive possibilities that
the change from intersex to DSDs can bring. Rather than fight for the demedi-
calization of intersex conditions that indeed have consequences for individuals’
health, acceptance of this change can transform the conceptualization of intersex
conditions from their past treatment as “disorders like no other” to “disorders like
many others.” Understood in these terms, medical attention to those with atypical
anatomies should be recast from a preoccupation with “normal appearance” to the

concern with human flourishing that is the putative aim of medical practice.

Pathological Convergence: Homosexuality and Intersex

There is every reason to consider the treatment of homosexuality, both historical
and contemporary, alongside the medical management of intersex conditions. At
nearly every moment in modern medical investigation and the popular imagina-
tion alike, each has been implicated in the other. In the nineteenth century “sex-
ual inversion” was understood as “the tendency to embody physical characteris-
tics associated with the opposite sex,” an idea that “homosexuals were in some
sense constitutional hermaphrodites.”” This close tie between hermaphroditism
and homosexuality has a longer history, however. According to Foucault, it was
not the mixing of sexes in individuals that was threatening in seventeenth- and
eighteenth-century France but the crime of making “use of their additional sex”
through homosexual behavior.8 While the close connection between physical sex
and object desire was, as Jennifer Terry notes, “eventually undermined as Freud’s
theories of sexuality achieved greater notoriety and influence in the scientific
community,” fears about homosexuality have shaped the medical management
of intersex since the 1950s when the standard of care was first formulated.® As
Anne Fausto-Sterling recounts in Sexing the Body, it would make sense for lay-
people, and particularly parents of children with intersex conditions at midcen-
tury, to conflate homosexuality —still understood as a “disorder of psychologic
sex” —with intersex. “If,” as she writes, “intersexuality blurred the distinction
between male and female, then it followed that it blurred the line dividing hetero-
from homosexual.” But even if parents made category errors that “pioneers” of
medical management such as John Money and John and Joan Hampson would not,
Fausto-Sterling clarifies that heterosexual orientation nevertheless counted as a

significant indicator of the success of medical management.10 It appears that little
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has changed in the last sixty or so years. Projected sexual orientation continues
to figure in decisions on gender assignment (and with it, surgical correction) of
infants, as a recent survey of physicians revealed, and parents are encouraged in
their expectations for “normal” (i.e., heterosexual) outcomes for their children.1!

This historical connection between homosexuality and intersex does
account, I think, for why resistance to the DSD nomenclature makes good sense
on its face. It was, after all, the successful battle against the pathologization of
homosexuality —its critical removal from the Diagnostic and Statistical Manual
of Mental Disorders (DSM)—that has provided the foundation for the ongoing
effort to secure social and political acceptance since the era of the “invert.”!2 And
certainly the intersex movement, from its inception in 1993, when Cheryl Chase
announced the formation of a support group for those with intersex conditions, has
made use of language and practices employed throughout the history of gay lib-
eration and queer activism.13 The very formation of the Intersex Society of North
America was a reclamation of the medical term intersex; its publication of the
newsletter Hermaphrodites with Attitude and the recording of the very first gath-
ering of individuals with intersex conditions in the video Hermaphrodites Speak!
evoke 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 Queer Nation.1

Queer activism has provided not only a model of political activism but
ready allies in demands for radical change in medical practice.!> This alliance
has been forged by means of what might be understood as a visceral sympathy that
gay men and lesbians, and particularly those who have been subjected as children
to various forms of “gender policing,” may experience for those who are or have
been objects of intersex management.1¢ That shame is so central to the “normaliz-
ing practices” that commonly characterize the stigmatization of those with atypical
anatomies and those with “deviant” sexual desires alike underscores why so many
people with intersex conditions and queer activists would find common cause.

But while we might understand the enforcement of norms of gender (which
always already entail norms of sexual desire) to shape the experience of those
whose behavior and bodies defy these norms, we should take care to note the
important differences between them. What sets the experience of those with atypi-
cal sexual anatomies apart from the pervasive sorts of “gender training” (from
which no one is spared) are the conspicuous marks of enforcement borne by those
with intersex conditions. While one could argue that we all wear the mark of
gender on our bodies, such a characterization would trivialize the significant dif-

ferences between the traces of the usual enforcement of gendered behavior and
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the literal scars borne by children submitted to surgery. This critical difference
suggests a danger of identifying too closely the interests of LGBT communities
with those with intersex conditions. Ignoring the points where the experience and
interests of queer and intersexed diverge, we risk obscuring the unique needs of
those with intersex conditions. The kinds of needs to which I here refer are those
that medicine has itself ignored or marginalized in favor of a disproportionate, or
even what appears in some cases to be a kind of hysterical, concern with gender
and genitalia. These include the “ordinary” kinds of health problems associated
with diverse intersex conditions, the sorts of challenges for which individuals with
just about any other medical diagnosis would expect care as a matter of course.l?
These should become more salient when we consider what should be routine medi-
cal care for adults who must manage sometimes critical endocrinological imbal-
ances from congenital adrenal hyperplasia (CAH) or hypopituitarism. Other con-
ditions might require hormone replacement therapies as a result of the removal of
gonads, or because gonads do not function at all (as is the case with some condi-
tions), or their function is insufficient to prompt the pubertal changes that many
individuals want.!8

Where homosexuality was, as historian Jonathan Ned Katz puts it, “an
invention” of the nineteenth century, and the homosexual, in lan Hacking’s terms,

?

“a made-up person,” intersex conditions resist comparable characterization as
productions of history.! I do not dispute, of course, that the multiple histories of
hermaphroditism have been, and should be, recounted. In the changing under-
standings of the morphology of the person whose sex does not fit easily into male
or female, the putative moral consequences of these differences, and the spectrum
of cultural responses to those individuals —social, medical, juridical — there are
indeed many stories to be told.2 But while some individuals with intersex condi-
tions embrace an identity as “intersex,” many, and some have suggested most, do
not in fact choose to identify in this way (and conversely, many who are not born
with a genetic or endocrine disorder affecting sex development have identified
themselves as intersex).2! It is therefore critical that we not lose sight of the fact
that even as there are what might be described as cultural constructions of her-
maphroditism, many intersex conditions are also at the same time conditions that
benefit from, or positively require, medical intervention. In this respect the history
of intersex management may be more aptly compared with the storied past of a dis-
ease such as tuberculosis, a medical condition whose “truth,” as Hacking has put
it, was slowly transformed by the late-nineteenth-century discovery of the “brute
fact . . . that [tuberculosis] is a specific disease transmitted by microbes.” This

discovery —of an underlying cause of a condition that had previously been attrib-
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uted to a different sort of individual or societal “ill” — changed but did not imme-
diately displace the earlier belief that “consumption was not only a sickness, but a
moral failing, caused by defects of character.”?2 So while tuberculosis, unlike con-
sumption, was understood at last to be a disease that was contagious, it was nev-
ertheless 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.”23

The comparison between intersex conditions and tuberculosis is obviously
a limited one: while some intersex conditions (such as CAH or 5-alpha-reductase
deficiency) can be heritable, intersex conditions are not contagious. Tuberculosis
was associated with populations of people and activated government campaigns
promoting public health; intersex conditions are generally considered individual
matters, and secrecy — intended, according to physicians, to protect the privacy of
individuals and their families —is maintained.2* The comparison may neverthe-
less underscore the importance of attending to the underlying physiological condi-
tions 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 historical 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 appre-
ciating the importance of treating the condition. If at least for some period social
stigma and medical “truth” coexisted in the case of tuberculosis, we may similarly
regard intersex treatment 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 medical 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, and so 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
equivocal position taken by medicine toward those with intersex conditions. While
surgery may be necessary to address specific problems caused by some condi-
tions such as “mixed” gonads that have a genuine risk of malignancy, the state-
ment’s discussion of surgery foregrounds instead cosmetic procedures aimed at
“normalizing” the appearance of genitals. That the statement does not explicitly
advocate cosmetic surgery is nevertheless a tremendous advance, but the signifi-
cant acknowledgment that ““it is generally felt that surgery that is carried out for
cosmetic reasons in the first year of life relieves parental distress and improves
attachment between the child and the parents” should give pause. While, as the

statement admits, “the systematic evidence for this belief is lacking,” cosmetic
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surgery is by no means ruled out. The statement instead advises that “only sur-
geons with expertise in the care of children and specific training in the surgery of
DSD should undertake these procedures.”2> The fact that cosmetic genital surgery
aimed not at improving function or securing health remains so salient indicates
the extent to which medicine maintains for itself a central role in normalization, a
point that draws us back to the comparison between the histories of intersex and

homosexuality.

Normalizing Medicine

It is disappointing that the authors of the consensus statement did not assume
a more critical view of cosmetic genital surgery, but it should not be surprising.
“Normalizing” surgeries, as they are known in medicine, together with accompa-
nying hormone treatments, have constituted the standard of care for children with
intersex conditions for decades now. Originally surgical correction of genitals to
conform to sex assignment was thought to be essential to the development of a
healthy gender identity.26 While the original rationale was famously challenged
over a decade ago, little immediate change in treatment occurred.2? In place of
what initially appeared to be a robust theory about psychosocial development in
children was left a vague yet unrelenting concern with “normal appearance” and
the “normal life” that this appearance was supposed to promise.

Normalization is not only a term descriptively employed by physicians for
cosmetic genital surgery in those with intersex conditions, but following the work
of Foucault, it has also become critical theoretical shorthand to signify the perva-
sive standards that structure and define social meaning. Norms are at once every-
where and nowhere. They are explicit and conspicuous in any number of standards
with respect to which one may be tested or assessed, with respect to body (as in
mass or function) or mind (and one’s cognitive ability or deficit). They are also
unspoken, seemingly “natural,” and internalized as one’s “own,” as is often the
case with gender norms. Whether conspicuous or not, we must reckon with the fact
that “there is,” as Lennard Davis has succinctly put it, “no area of contemporary
life in which some idea of a norm, mean, or average has not been calculated.”28

Medicine has played a central role in the modern development of the norm,
and “medical power,” as Foucault claims, “is at the heart of the society of normal-
ization.”2% In the ancient period conceptions of health were conceived in terms
of harmonious functioning in the individual; medicine was regarded as “a set of
techniques for curing ills and of the knowledge they require.”30 This view of medi-

cine would persist in the eighteenth century, but medicine would also come to
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“embrace a knowledge of the healthy man, that is, a study of non-sick man, and
a definition of the model man” (34; emphasis in original). Medicine assumes, in
other words, a “normative posture, which authorizes it not only to distribute advice
as to healthy life, but also to dictate the standards for physical and moral relations
of the individual and the society in which he lives” (34).3! The formulation of the
understanding of the model man sets the stage for a further development in the
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,” as Foucault writes, “of
being one’s own physician” (35)— the possibility, that is, that the evaluation of an
individual’s health could be determined and regulated 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 rela-
tion to a standard of functioning and organic structure.” Consequently, Foucault
writes, the medicine that previously took as its object “the structure of the orga-
nized being” was transformed into “the medical bipolarity of the normal and the
pathological” (35; emphasis in original). It was no longer the judgment of the
individual that mattered most, but that of “experts” who would be authorized to
evaluate and treat the individual as prevailing standards dictated.

Consistent with Foucault’s periodization, Alice Dreger has detailed the
nineteenth-century development of the taxonomic system used to classify hermaph-
roditic “types.” This taxonomy has persisted until today, and the change in nomen-
clature is intended to correct its misleading and confusing emphasis on gonadal
anatomy (once understood to be linked to gender identity and sexual behavior),
and to reflect current understandings of the diversity of intersex conditions and
their specific features.?2 According to the old taxonomy, “normal” females and
males were defined as presenting only standard female or male anatomy, respec-
tively, while so-called male and female pseudohermaphrodites and true hermaph-
rodites presented different kinds of mixtures of male and female anatomy.33 Such
divisions, together with the medical practices aimed to “correct” the abnormalities
they denoted, may be understood to exemplify the “art of punishing,” a critical

component of the society of normalization:
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the art of punishing . . . is aimed neither at expiation, nor even precisely at
repression. It brings five distinct operations into play: it refers individual
actions [or bodies, in the field of medicine] to a whole that is at once a
field of comparison, 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 indi-
viduals. 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.34

The language of “punishment” may seem out of place with respect to treatment
of intersex conditions. It would be farfetched indeed to claim that parents or even
doctors are punishing children for their difference. Yet, accounts of adults reflect-
ing on their experiences as they grew up strongly suggest a subjection to a “puni-
tive operation” consistent with the exercise of power Foucault so vividly describes
in Discipline and Punish. Consider sociologist Sharon Preves’s interview with
Tiger, who reports having had sixteen surgeries to correct hypospadias, spend-
ing most of his summer vacations in the hospital while friends went to camp or
on family vacations.3> Others recount chilling experiences of repeated displays
made of their bodies in hospitals and public clinics. Carol was humiliated by what
she called the “parades” of physicians, residents, and interns—in one visit she
counted more than one hundred —who “touched, poked, looked, mumbled, and
left” (67). Anthropologist Katrina Karkazis’s interviews with adults recount the
stern proscriptions they received against questions or comments about their surgi-
cally corrected bodies; others who had surgery as young adults report the perfor-
mance of surgeries without their consent, making one twelve-year-old feel, in her
word, “freakish.”36

Rather than an action undertaken intentionally (whether willingly or reluc-
tantly) by physicians and parents, however, what Foucault means by punishment
here 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 individual, normalization acts

on “the whole indefinite domain of the non-conforming” —for example, failing to
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achieve a certain level of performance or, as in the case of intersex, being born
with atypical anatomy.3? By contrast to the more familiar conception of a “judi-
cial penalty” (183), this “penalty of the norm” is more helpfully understood as
a new “rationality,” a way to make sense of practices and bodies that insists on
homogeneity and so both fixates on—and aims to correct—individual differences
figured as abnormal (199). The operation of normalization here exemplifies Fou-
cault’s provocative characterization of power as “both intentional and nonsubjec-
tive”: “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 individual subject.”38

This operation of power that establishes, as Foucault writes, “the Nor-
mal . . . as a principle of coercion” is evident in the standards of phallic size
first discussed outside medicine by Suzanne Kessler and mordantly represented
in the “phall-o-meter” distributed by the Intersex Society of North America early
in its formation.3? According to the standard then current through the 1990s, a
clitoris larger than one centimeter would require cosmetic reduction, while a baby
with a penis smaller than one inch at birth would be reassigned female. Between
the areas of less than one centimeter and greater than one inch lay precisely
this domain of nonconformity that was so disturbing as to prompt the treatment
that would otherwise be regarded as a gross violation of children, physical and
emotional. One might ask to whom these bodies were disturbing. From parents’
accounts, it is not at all clear that they themselves were disturbed; rather, reports
suggest that they were worried about how other people would regard their chil-
dren. In other cases it appears that it was doctors who instructed parents that their
children had a problem that merited correction and made threats posed as ques-
tions about how others —members of the family or caregivers who would change
diapers or, in the case of boys, the peers who would be so ruthless in the locker
room—would see their child.40

When criticisms of cosmetic genital surgeries too narrowly cast their con-
cerns in terms of the repressive power of normalization, they ignore a critical
dimension of this power as Foucault describes it.*! In Discipline and Punish, he
insists that “we must cease once and for all to describe the effects of power in
negative terms: it ‘excludes,” it ‘represses,’ it ‘censors,’ it ‘abstracts,’ it ‘masks,” it
‘conceals.” In fact, power produces; it produces reality; it produces domains of
objects and rituals of truth. The individual and the knowledge that may be gained
of him belong to this production.”#2 Even as we must be vigilant in efforts to resist
the effects of a normalizing power that has led to the classificatory systems that

have wrought so much harm, we must acknowledge the fact that these very efforts
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are also constitutive of power. Foucault elaborates on this point in the first volume
of the History of Sexuality, finding in the production of homosexuality an exem-

plary case:

There is no question that the appearance in nineteenth century psychiatry,
jurisprudence, and literature of a whole series of discourses on the species
and subspecies of homosexuality, inversion, pederasty, and “psychic her-
maphroditism” made possible a strong advance of social controls . . . but it
also made possible the formation of a “reverse” discourse: homosexuality
began to speak in its own behalf, to demand that its legitimacy or “natural-
ity” be acknowledged, often in the same vocabulary, using the same cat-

egories by which it was medically disqualified.

If the “normalization” of the homosexual by nineteenth-century medicine marked
the production of a new limit of abnormality, and with it the abnormal individual,
twentieth-century resistance to this process must likewise be understood in these
terms but in reverse —as an effort, that is, to recast normalcy, to understand as
normal this new person the homosexual, and eventually those who would identify
as LGBT. The recasting of normalcy in this case would, as Foucault suggests,
make use of the medical category, not in the sense of the one constricting norm
against which all should be evaluated, but to understand homosexual orientation
in the “older” sense of the individual standard of health that nevertheless remains
active in, and provides significant validation of, current conceptions of normality.
In short, the normalizing power that produced this individual as an object of the

2

burgeoning business of psychiatric medicine produced — “improbably,” “sponta-
neously,” in Foucault’s words (96)— Gay Pride and Rainbow Families, the Human
Rights Campaign, and GenderPAC.

In turning once more to the history of homosexuality we should take care
not to overlook the fuller picture that the history of normalization portrays, together
with the lessons it teaches. Among these is the lesson that normalization “makes
up people,” as Hacking, following Foucault, puts it. “Making up people,” Hack-
ing writes, “changes the space of possibilities for personhood.”* In the case of
LGBT people, it seems, Hacking’s point is obviously borne out, but not in any
straightforward way. Where the pathological production of “the homosexual” once
only limited the possibilities for personhood, it has since proven both to expand
and to limit in new ways those possibilities.?> Gay and lesbian adults have found
in the United States comparatively greater “freedoms” in becoming subjects of

law, politics, and ordinary social discourse. Almost daily reports on the status to
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pass legislation banning discrimination in employment, the adoption of children,
or the right to marry are testament to how the pathologizing label “homosexual”
produced the possibility for those so marked to throw off the imputation of psy-
chiatric disease and to demand social and political recognition. Nevertheless if
adults may find in the claiming— or “reclaiming” — of gay identity what we might
understand as enhanced possibilities for action, we will not find at this point a
similarly expanded space of possibilities for children. The suspicion that a child
has “homosexual tendencies,” for example, may result in treatment for gender
identity disorder. In teenagers it can result in psychiatric institutionalization or in
being cast out from one’s family. In examining criticisms of the DSD nomenclature
as pathologizing, then, we must carefully attend to the normalizing assertion that
a person with an intersex condition is, or should historically be understood as, a
“kind” of person.

Histories of hermaphroditism suggest that people with unusual sexual
anatomies have been treated as kinds of persons, and as Chase has written, “the
older terms ‘intersex” and ‘hermaphrodite’ clearly label the person, not a medi-
cal condition that the person has.”#¢ Many of those critical of the new nomencla-
ture appear to accept without reflection that persons with intersex conditions are
a “type” of person, and so regard as normalizing the “pathologization” putatively
entailed by the new nomenclature, yet not the very historical production of the
“hermaphrodite.” That is, critics seem to take for granted that there is this person,
the hermaphrodite, a natural kind, but regard medicalization as a political instru-
ment of repression. For Foucault at least there is no ground to maintain that medi-
calization of intersex is normalizing but that the assertion of an intersex “identity”
is not. If normalization shapes what he terms the “grid of intelligibility of the
social order,” we must understand both the medicalization of intersex, as well as
the production of the figure of the hermaphrodite, whether in history or today’s
intersex activist (the “hermaphrodite with attitude”), to be counted among nor-
malization’s effects.4? Criticisms of the new nomenclature, and particularly those
that suggest the language of “variation” or even “divergence,” seem to suggest that
there is some space outside or beyond normalization, but if it truly constitutes the
grid of intelligibility, then we will find no such space.*8 We must come to terms
instead with our reliance on this grid —on the way that conceptions of the normal
and the abnormal shape the way we see and understand, what and how we know,
and so paradoxically how we may resist practices by what might be understood as
a literal reformation of these conceptions.

The implicit claim of LGBT activists is that a healthy sexuality or gender

identity cannot be defined in the narrow nineteenth-century terms that divided
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normal from abnormal, heterosexual from homosexual, but must be understood in
terms of the individual and what is right—that is, what is normal —for her. What
this provisional victory suggests is that even as the effects of normalization can be
resisted, that very resistance occurs within the terms it defines and by which it is
defined in turn. We should not mistake the “depathologization” of homosexuality
(its removal from the DSM) and the increasing acceptance of LGBT individuals
as a triumph against this power, which is “everywhere,” but acknowledge it as a
moment that vividly illustrates that “where there is power, there is resistance, and
yet, or rather consequently, this resistance is never in a position of exteriority in
relation to power.”9 In looking to the history of homosexuality, then, we should
not forget that resistance runs in multiple directions. The depathologization of
homosexuality is notoriously linked to the development of the diagnosis of gender
identity disorder, widely understood as an effort to “prevent” the development of
homosexuality (and later, transsexuality) in children.>® And we know that the idea
that there could be “a hermaphrodite” whose sexual identity could confound the
clear boundaries separating man and woman, boy and girl, gave impetus to the
idea that such aberrations could be surgically corrected, and that children with
unambiguous gender identities and normal sexual desires would result.

While we might understand the significant harm caused by these surgeries
to have played an important role in producing the intersex activist, it is not at all
clear that people with intersex conditions themselves agree that they are a type of
person because they have a given condition or because they suffered a particular
harm. Nor is it clear that promoting acceptance of intersex as an identity is neces-
sarily an effective strategy for advancing the health and well-being of people with
intersex conditions, adult or child. It was arguably this notion that a condition—
whether manifested in ambiguous genitalia or a karyotype that does not in some
way correspond to morphology —denoted a “kind” of person, which led to the
understanding of intersex as what could be called a disorder like no other.

Physicians have long regarded intersex conditions as urgent problems of
gender and genitalia, framed as the most significant components of identity since
the nineteenth century.” Working to effect a “normal” gender identity (in some
cases through cosmetic genital surgery, but in other cases, such as those concern-
ing androgen insensitivity or cloacal exstrophy, through deception of affected indi-
viduals and sometimes even their families), doctors’ collective aim seems to have
been preventing the consolidation of any identity other than that of standard male
or female. In focusing as they have on questions of gender and genitalia, and so
by extension on questions of personal identity, physicians have treated intersex in

ways that defy most conventional understandings of ethical medical practice: how
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else can we see the awarding of a prize by the Canadian Medical Association for
the argument that the truth of a patient’s (abnormal) condition — the knowledge of
which must be essential to her participation in her own medical care —be withheld
from her?52 Is there another case in which one can imagine a physician claiming—
on the invitation of a prestigious medical journal, no less—that cosmetic surgery
to achieve a more normal appearance is necessary to secure a parent’s love?>3 It is
precisely medicine’s treatment of intersex conditions as “disorders like no other”
that permits the routine violation of established ethical principles that would be
unthinkable in other areas of medical practice.>* Such instances must certainly
be regarded as egregious effects of the power of normalization. But what if instead
of resisting medicalization we were to insist instead that physicians treat intersex
“normally,” that is, not as rare and unusual cases that justify extraordinary prac-
tices but as disorders like many others?

Some may balk at the language of “disorder.” To the extent that “disorder”
is taken to apply to a person who would consequently be considered “disordered”
(as it most certainly was in the case of homosexuality), rather than a condition
that one has (as is the case in any number of disorders for which the term gives
no pause), then there is good reason to take issue with the term or, more precisely,
to challenge its employment in certain contexts. Sexual orientation does not need
“fixing”; gender identity and genital appearance similarly require no interven-
tion. What—ironically perhaps —makes intersex a condition like no other is
that it has been treated both by physicians aiming to “correct” the condition and
by many of the activists who have resisted these same practices as an issue of
identity —as the “problem” of gender and genitalia that has marked its medical-
ization since the nineteenth century. At the same time, intersex conditions occupy
an almost entirely uncontroversial —but for that no less normalizing— medical
terrain that has been inconsistently addressed by physicians and activists alike.
These include hormone changes related to a given condition that may threaten an
individual’s well-being; more starkly, intersex conditions can and indeed have dis-
tracted physicians from detecting serious illnesses that might have been obvious
in other cases. Granting that the medical cannot be neatly disentangled from the
social, stakeholders in the debate over nomenclature can nevertheless agree that
there are distinctions between the cultural issues of identity in which medicine
has intervened and narrower matters of health, be they urgent in the case of a
newborn with salt-losing CAH, or longer term, as is the case with different kinds
of hormone replacement or special vulnerabilities to other conditions over the
lifespan. Proponents for “demedicalization” of intersex conditions have focused

principally on social issues and have not considered seriously the fact that atten-
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tion to the important needs of affected individuals to receive health care attentive
to their conditions is something that requires the application of a “pathologizing”
term, be it disease, disorder, or injury —the only categories that authorize medi-
cal intervention.55

If the change in nomenclature can promote the important development of
attention to the genuine health issues associated with many intersex conditions,
and so displace the concerns with sexual identity, then intersex can be counted
among the many disorders for which the terms normal and abnormal are taken to
mark differences — some consequential and others less so—in the functioning of
human bodies. We do not question the characterization of cancer as an abnormal
division of cells, for example; those with thyroid disorders like Hashimoto’s are
grateful for the normalization of thyroid hormone levels treatment can bring. The
operation of normalization in producing the distinctions between the normal and
the abnormal in these cases forcefully illustrates how this power must be recog-
nized not only to promote docility but to enhance a subject’s capacities as well.

In Self-Transformations, Cressida Heyes helpfully draws critical theoreti-

cal attention to those “positive” aspects of normalizing power toward which Fou-

cault gestures in Discipline and Punish and the first volume of The History of

Sexuality, but does not emphasize until his subsequent work focusing on “care of
the self.”5¢ While the power Foucault earlier described aims to limit possibilities
for action, to train or “discipline” bodies to perform in certain ways and to produce
particular effects, this power works at the same time to enhance capabilities in
those same bodies; as Foucault writes, “the body that is manipulated, shaped,
trained, which obeys [and] responds, becomes skilful and increases its forces.”>7?
Foucault’s example of the young student assigned the repetitive writing of lines
or the military man doing his drills are the classic examples; his analysis applies
just as well, however, to the person managing diabetes, who must work to maintain
normal levels of insulin through a whole variety of disciplinary means: control-
ling her diet, maintaining an appropriate level of exercise, taking and testing her
blood, and of course submitting herself to specialists who will evaluate the results,
prescribe additional measures or medications, and thus refine the treatment regi-
men. Success in managing her disorder can prevent any number of complications
of diabetes, including heart attack or stroke, blindness or limb amputation, and
will surely result in “the increase in capabilities [capacités] often interpreted by a
liberal political tradition simply as the increase in autonomy.”>8 The goal of effec-
tive management of diabetes is, in short, the living of a “normal” life—that is, a
life as free as possible from the serious risks of the condition that would generally

be taken to hamper human flourishing.>9
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What the change in nomenclature can promise, though obviously not guar-
antee, is the possibility that DSDs could be similarly regarded. To the extent that
the effects of a given DSD curtail one’s capacities and so impede one’s projects,
it should be understood as a disorder like any other, and appropriate treatment
offered. But if the effects of a DSD are benign or might be understood to provoke
concerns that would be understood as social rather than medical, then psycho-
social support should be offered. This is the intervention most urgently needed
for parents of newly diagnosed newborns or children who may require assistance
in grappling with diagnoses of DSDs, both because, as we know from the experi-
ence of parents of children diagnosed with any number and variety of congenital
disorders, parents frequently need support when, in Dreger’s words, they “have
the child they weren’t expecting” and also because, as we know from adults with
DSDs, it is not the medical condition or even the social stigma associated with
having atypical anatomy that causes psychic pain, but the projection of the stigma
onto them by their parents and physicians.o® We should, in other words, seek to
recast what it means to “normalize intersex conditions”: we need no longer under-
stand normalization to entail the surgical correction of so-called ambiguous geni-

talia but the treatment of intersex conditions as disorders like any other.

Conclusion

The comparison between intersex and homosexuality has a long history. If I have
suggested here that this history is a fraught one, it is because it has functioned at
so many levels both to extend and to limit understanding of the treatment of inter-
sex conditions and the effects of that treatment for affected individuals. Medical
treatment of intersex conditions for the better part of the last century has indu-
bitably constituted another chapter in the story of modern medicine’s role in the
pathological production of individuals, a chapter that has followed directly on that
of the making of the homosexual. At the same time, too-close identification of
homosexuality with intersex has led intersex activists and their allies to ignore the
underlying health conditions that may result in atypical anatomies. Employment of
the DSD nomenclature, I have argued, can “normalize” in a positive sense inter-
sex conditions by directing attention to appropriate and ethical treatment, and
away from the issues of identity that are not—as the history of the treatment of
homosexuality has taught us so well —the business of medicine. All this is to say
that in evaluating the proper treatment of intersex conditions we must look not only
to the history of homosexuality with which it has been problematically identified

but to the history and contemporary treatment of other conditions as well. In the
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history of tuberculosis we find that social prejudice can shape medical practice in
harmful ways; in diabetes and other endocrinological or metabolic disorders we
may find conditions that have a good deal more in common physiologically with
intersex than homosexuality and can provide models of care. Foucault’s analysis
of normalization, I believe, can help us distinguish between the “crushing effects
of normalization” entailed by treatment and those effects of normalization that
enable human beings by providing enhanced capacities.®! In clarifying that the
underlying conditions of DSDs must be the object of treatment, | have argued, the
new nomenclature can be normalizing in this latter sense. If in so doing it works
to produce disciplinary effects on the physicians providing treatment in the care of
infants, children, and the adults they grow up to be, then medicine will once more

assume its traditional role in promoting human flourishing.
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