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ABSTRACT

MEDICALIZATION OF INTERSEX AND VARIATIONS OF SEX
CHARACTERISTICS: AN ANALYSIS OF THE MEDICAL PROCEDURES
THROUGH NARRATIVES OF CLINICIANS AND INTERSEX INDIVIDUALS IN
TURKEY

Ceren Aydin

M.A. Thesis, July 2018
Thesis Advisor: Assoc. Prof. Ayse Giil Altinay

Keywords: intersex, disorders of sex development, medicalization, variation of sex

characteristics, gender, sexuality

This thesis analyzes the medical treatment procedures of intersex children and their
implications based on the data | collected from interviews with clinicians who are involved
in medical treatment of intersex children in research and teaching hospitals in Istanbul as
well as intersex individuals who went through these treatments. | explore why, or to what
extent, the early, non-consensual, and medically questionable hormonal and surgical
interventions currently continue despite the challenges that have been raised against them in
the last decades on the basis of principles of informed consent and respect to bodily
autonomy. | argue that the conventional medical procedures rely on superficially coherent
narratives of treatment based upon a biologically deterministic understanding of intersex
traits and variations of sex characteristics that is separate from personhood. Furthermore, |
suggest that in the context of Turkey, the dichotomy of “biological” versus “subjective” is
associated with the dichotomy of “advanced” versus “backward,” in which medicalization
becomes a measure of being “advanced”, or “Westernized.” This research shows the ways
in which these dichotomies do not hold and argues that the medical treatments fail to provide
what they promise in practice. Finally, I show how the intersex individuals’ experiences can
help deepen the discussions around current controversies about medical treatment
procedures.



OZET

INTERSEKS VE CINSIYET CESITLILIGININ MEDIKALIZASYONU:
KLINISYENLER VE INTERSEKS BIREYLERIN ANLATILARI UZERINDEN
MEDIKAL SURECLERIN BiR ANALIZi

Ceren Aydin
Yiksek Lisans Tezi, Temmuz 2018

Tez Danismani: Dog. Dr. Ayse Giil Altinay

Anahtar Sozciikler: cinsiyet gelisim farkliliklari, cinsiyet 6zellikleri, ¢esitlilik, interseks,

medikalizasyon, tibbilesme, toplumsal cinsiyet, cinsellik

Bu arastirma, interseks cocuklarin tibbi tedavi siireclerine dahil olan, Istanbul’daki arastirma
ve egitim hastanelerinde gorev yapan klinisyenler ile interseks bireylerle yaptigim
goriismelere dayanarak, interseks cocuklarin tibbi tedavi prosediirlerinin ve bunlarin
uygulamalarinin elestirel bir incelemesini sunmaktadir. Son yillarda aydinlatilmis onam ve
bedensel otonomi prensiplerine dayali olarak giindeme getirilen itirazlara karsin, erken yasta
uygulanan, onama dayali olmayan, tibbi agidan gerekliligi tartismali hormonal ve cerrahi
miidahalelerin giiniimiizde ne derece ve neden devam ettigini arastirmaktayim. Geleneksel
tedavi stireglerinin, interseks ozellikleri ve cinsiyet ozelliklerindeki cesitliliklerin bireyden
ayr1 ve biyolojik deterministik yorumuna dayali, ylizeysel bir tutarlilik gdsteren bir tedavi
anlatisina dayandigini iddia etmekteyim. Ayrica, Tiirkiye baglaminda, “biyolojik” ve
“0znel” arasindaki ikilik, medikalizasyonun “ileri,” veya “Batil” olmanin bir 6l¢iisii haline
geldigi “ileri” ve “geri” ikiligiyle bagdastirilmaktadir. Bu arastirma bu ikiliklerin isabetli
olmadigini ve uygulamada tibbi tedavilerin vaatlerini karsilayamadilarini gdstermektedir.
Son olarak, interseks bireylerin deneyimlerinin tibbi tedavi siirecleri etrafindaki mevcut
tartigmalar1 derinlestirmeye nasil yardimet olabilecegini tartismaktayim.
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CHAPTER 1

INTRODUCTION

According to the definition of Oll (Organization Intersex International), “Intersex people
are born with sex characteristics that do not fit typical binary notions of male or female
bodies.”* These sex characteristics include external genitalia, internal genitalia such as
ovaries or testes, hormones, chromosomes, and secondary sex characteristics such as the
patterns of body hair and voice. In the typical constructs of female and male bodies, these
categories are assumed to come in packages; however, in intersex bodies these traits might

exist in various combinations, disrupting the typical categories of male and female.

“Intersex” was used “to refer to a wide range of sexual ambiguities including what had
previously been known as hermaphroditism” for the first time by geneticist Richard
Goldschmidt in a 1917 article, after which “the term ‘intersexual’ slowly gained popularity
among medical professionals” (Dreger 1998, 31). Before, the term existed, but “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” (Dreger 1998, 31). Historian Elizabeth Reis
suggests, on the other hand, “doctors have never fully incorporated ‘intersex’ into their
vocabulary” (2009, 155) because of the lack of consensus on the definition and scope of
intersex. “Starting in the early 1990s, activists instead advocated ‘intersex.’... Some parents,

though, were uncomfortable with the “intersex” label for their affected children. To them,

1 OII international is a “decentralized global network of intersex organizations”(http://oiiinternational.com/, accessed on
05.09.2018). It was established in 2003 by Curtis Hinkle in order to create a platform for intersex activists who are outside
of US. Today, the online network includes Intersex Human Rights Australia (formerly known as Oll Australia), Ol Austria
(VIMO), Oll Belgium (Genres Pluriels), Oll Chinese, OIl Europe, Oll Francophonie, Oll Germany (IVIM), Oll
Hispanoparlante, Oll Italia, Intersexioni, Intersex Iceland, Intersex Scandinavia, Intersex South Africa, Netherlands
Intersex/DSD Network (NNID), Oll Philippines, and Oll United Kingdom. The US branch of the network, formerly known
as OlI-USA, continues as Intersex Campaign for Equality (IC4E) since 2015 (https://www.intersexequality.com/mission/).
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‘intersex’ meant a third gender, something in between male and female” (Reis 2009, 155).
In 2006, “Disorders of Sex Development” was suggested to replace “intersex,” with the
Consensus Statement on Management of Intersex Disorders (2006) published as a result of
the International Consensus Conference on Intersex held in 2005 by the US-based Lawson
Wilkins Pediatric Endocrine Society and the European Society for Pediatric Endocrinology.
The argument of the Consensus Statement was that “terms such as ‘intersex,’
‘pseudohermaphroditism?,” ‘hermaphroditism,” ‘sex reversal,” and gender-based diagnostic
labels are particularly controversial. These terms are perceived as potentially pejorative by
patients and can be confusing to practitioners and parents alike” (Lee, et al. 2006, e488).
Thus, DSD was defined as “congenital® conditions in which development of chromosomal,
gonadal, or anatomic sex is atypical” and proposed as a term that is suitable for the clinicians

to use when communicating with the parents (Lee, et al. 2006, e488).

Today, it can be argued that the dominant umbrella term for atypical sex development in the
medical nomenclature is “Disorders of Sex Development” (DSD), while “intersex’ has been
reclaimed by the activist groups and thus has political connotations. On the other hand, both
terms can be used by both activist and medical communities, since these communities often

interact, intersect and collaborate with each other.

In this thesis, | use “intersex” as the default term, whereas I sometimes use “DSD” or
“intersex/DSD” in order to convey the medical narrative more accurately. | also use
“Variations of Sex Characteristics” (VSC) in addition to “intersex” because “intersex” is a
contested term, especially in the medical context. The term “intersex” has been mainly
abandoned in the medical nomenclature since the dominant medical view is that
“ambiguity” of sex traits is a manifestation of incomplete development of sex, and there are
only two sexes; this is what the term “Disorders of Sex Development” implies. Even if some
doctors may use the term “intersex” as a synonym of “DSD,” it does not cover some atypical

sex traits that I refer to in this thesis. One such trait is one that is known as hypospadias, or

2 Please see section 2.2.2 for the explanation of the term.
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as “peygamber siinneti*” in Turkey, in which urinary opening is located not at the tip of the
penis, but somewhere below it. Hypospadias can be a symptom of some DSD conditions,
which are mainly genetically rooted; however, it can also exist independent of a condition.
When it occurs without a DSD diagnosis, in a body that is otherwise typically male, it is
merely regarded as a “genital anomaly” that can be surgically “fixed.” Hypospadias is quite
common; it is observed around 1 in every 50 to 500 male-assigned births®. In short, | use

VSC as a general term that applies to atypical sex traits for the sake of clarity.

“The birth of a child with ambiguous genitalia constitutes a social emergency,” according
to the statement of The American Academy of Pediatrics (AAP) (American Academy of
Pediatrics, Committee on Genetics, Section on Endocrinology and Section on Urology
2000). In other words, intersex is considered both as a medical and social condition that
demands urgent medical intervention, which may include surgical and hormonal
intervention in order to alter the sex characteristics of the body so that it will fit only one of
the binary sex categories - male or female. In recent decades, however, this medical view
has been challenged by the intersex individuals who were subjected to medical intervention
against their consent on the basis that the overwhelming majority of the medical
interventions are not necessary or urgent from a physical health perspective, that they violate
the bodily rights of intersex people, and that they can lead to physical and emotional harm

for the individuals who go through them.

Currently, the main cause of the intersex movement is to end early, non-consensual, and
non-vital surgeries that aim to “normalize” sex traits in intersex children by forcing them
into one of the binary categories of sex. This emphasis of the movement on early surgeries

also determined my choice of focus for this research. While I do not view medicalization as

4 English translation of this term would be “prophet’s circumcision.” A common symptom of hypospadias is lack of
foreskin, and it is said that Mohammed was born without a foreskin, which was interpreted as a holy sign. | talk about
cultural perception of hypospadias in Turkey more in Chapter 3.

5 In “Sexual Development and Disorders of Sex Development in Children: Facts for Families” published on the website of
Society for Sexual Development and Hypospadias (Cinsel Gelisim ve Hipospadiyas Dernegi), the frequency rate of
hypospadias is given as 1/250 - 1/500 in male-assigned births (Cocuklarda Cinsel Gelisim ve Cinsel Gelisim Kusurlari:
Aileler icin Genel Bilgiler 2011). However, a study conducted in a teaching hospital in Istanbul found the rate as
approximately 1 in every 52 live male-assigned births, based on the screenings between September 2007 and December
2008 (Akin, et al. 2011). Among others, a worldwide literature review study concludes that mean rate of hypospadias in
“Arabic countries, Turkey, [and] Islamic Republic of Iran” is around 1 in 459 in all “live births”, based on 36 studies
conducted between 1964-2013, and it states that “numerous studies showed an increasing prevalence; on the other hand,
there were a lot of contradictory data on the prevalence of hypospadias” (Springer, van den Heijkant and Baumann 2016).
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only related to surgery, it constituted a special focus in the interviews | conducted, as well
as occupying a significant place in my thinking and theorizing throughout this project.

1.1 Fieldwork

1.1.1 Methodology and Positionality

For my fieldwork, | conducted one-to-one, semi-structured interviews with 12 clinicians®
from various fields and 4 intersex individuals, 3 of whom are also activists. The interviews
with the clinicians lasted from approximately 30 minutes to 3 hours, and the interviews with
the intersex individuals lasted approximately from 3 to 5 hours; in total, | had approximately
thirty hours of recording. | recorded and transcribed all the interviews except the ones |
conducted with two of the clinicians who did not give consent to be recorded. During the
interviews that | could not record, | took notes. | reached both the clinicians and the intersex
individuals mainly via snowball method. I conducted all the interviews with the clinicians
in the hospitals or clinics they work, except one who works outside of Istanbul -1 interviewed
her in a cafe- and since they usually have a busy work environment, sometimes | conducted
two short interviews rather than one long interview. This time concern caused some
disadvantages; for instance, | was not able to ask all the questions | planned to ask the
clinicians. But it might have also had some advantages such as forcing me to revise and
narrow down my interview questions to the topics I considered most important as well as to
customize my questions for the next interview based on the first. Also, my fieldwork
included some other sites and activities such as attending a theoretical class on DSD offered
to medical students who are in their clinical stage of education, conferences, and meetings,
as well as internet resources such as blogs and websites. The intersex individuals I
interviewed live in different parts of Turkey outside of Istanbul; so, | traveled to the cities
they live in, and conducted the interviews at places of their choice, which were cafes or
restaurants in three interviews, and the house of the informant in one case. These interviews

were rather long, and usually more open-ended than the interviews with the clinicians.

6 One of them was a medical student who was at the internship stage at the time of the interview; however, since she had
direct contact with the patients, | refer to this informant as a “clinician” as well.
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I use pseudonyms for all of my informants; | randomly picked first and last names for all
clinicians; I use both when I first mention their names, and afterwards I refer to them as “Dr.
(first-name)” throughout the thesis. For two of my intersex informants, | use pseudonyms
that they picked for themselves; one of them asked me to use a “unisex name,” and I picked
aname in line with that criteria. I chose a random pseudonym for the last intersex informant.
All the pseudonyms that | picked by myself are in line with the gender expressions of the

informants.

Throughout the thesis, I use the pronoun “they” in order to refer to a hypothetical patient.
As forcing intersex children into binary gender categories came up as one of the most
problematic aspects of the intersex treatment procedures during my research, | decided to
avoid using the singular pronoun “he or she,” when referring to children with “ambiguous
sex.” I also use “they” for the intersex individuals I interviewed, in accordance with their

preference.

At the beginning of my research, | planned to conduct equal numbers of interviews with
clinicians and intersex individuals, but later I decided to focus my research on the medical
narratives and the clinicians. One reason for this was the difficulty | had accessing intersex
individuals, whereas access to clinicians was easier. Furthermore, as | continued my
fieldwork, the interviews with the clinicians became more interesting for me since | was
rather familiar with the issues of the intersex activists, and | was able to understand their
arguments and sympathize with them. Yet, | could not understand why the clinicians
continued with the conventional treatments despite the global backlash of the intersex

individuals, and | was curious about their views.

One other reason for this choice was that my positionality as a researcher posed challenges
during my fieldwork. As | show in Chapter 4, one of the problems intersex individuals
emphasize regarding the treatment procedures is being objectified as patients during medical
examinations. They talked about how they were used as research subjects without their
consent by the doctors during their treatment and how it contributed to the trauma the
treatment has caused. Moreover, the experiences of being fetishized, exoticized, and
objectified by social, cultural, and medical mechanisms throughout history form a collective

memory for intersex people. So, from the very beginning, | was aware that my position as a



non-intersex person and a researcher could be triggering to intersex individuals, which led
me to limit my fieldwork. As a result, | put the clinicians’ narratives to the center of this
thesis, using the interviews | conducted with the intersex individuals as reference points to

form questions for both the theorizing and the interviews | had with the clinicians.

I had concerns about interviewing clinicians as well, thinking that they might perceive me
as a dissenter and the interviews might be tense, and | expected interviews to be challenging
for me. To the contrary, most of the clinicians welcomed me warmly, and they offered to
help me despite the fact that they work with quite busy schedules. A couple of clinicians
even expressed open support for my research and helped me find medical resources on the
topic. Despite being willing to help me, some clinicians frequently reminded me of their
authority on the topic in various ways as they spoke with me. For instance, one pediatric
surgeon Dr. Ziya Celik said, “I can always help you, but these matters are delicate matters.
| mean, the medical side of this thing is very complicated. These are thorny matters,”’and
he repeated it several times during the interview. He avoided using any medical terms, and
when | asked, “is there a medical term for ...?” once, he said “there are many, but I’'m trying
to explain it to you in a way that you can understand,”® which | interpreted as a boundary-
setting statement. Pediatric endocrinologist Dr. Ayfer Demir had a similar attitude; when |
asked her “how does the process work when a patient with difference of sex development
comes?”*for instance, she emphasized that the existing medical procedures are standard:
“Now, when a patient that has a difference of sex development arrives, we ask for
medical examination, etc. There is an underlying cause, so we need to first find that
underlying cause.... After we make a diagnosis, again, according to this opinion, or
rather according to the published scientific data, we have a council that determines
what to do about this diagnosis.... We get together and we find the best way of

treatment together.... The treatment for each diagnosis is more or less self-evident
anyway, changing sex is out of the question; it depends on the underlying disease.”?

7 “ben sana her zaman yardime1 olurum ama bu konular hassas konular, yani bu isin tibbi yonii ok karisik, bunlar getrefilli
konular”

8 “cok var da... ben senin anlayabilecegin sekilde anlatmaya galistyorum”

% “cinsel gelisim farklilig1 olan bir hasta geldiginde siireg nasil isliyor?”

10 «Simdi cinsel geligme farkliligi olan bir hasta geldiginde biz ne yapiyoruz, tibbi tetkik istiyoruz, altta yatan bir neden

var, dolayistyla dnce o tibbi nedenlerini, altta yatan nedenini bulmamiz lazim.... Tanisin1 koyduktan sonra da yine bu taniya
gore, daha dogrusu yaymlanmis olan bilimsel verilere gore bu tanida ne yapilir ona yonelik olarak bir konseyimiz var.....
Bir araya geliyoruz ve en uygun tedavi sekli ne ise birlikte yapiyoruz.... Zaten her taninin tedavisi asagi yukari belli,
cinsiyet degistirmek sézkonusu degil, altta yatan hastaliga bagli.”

6



By emphasizing the medical aspect and the straightforwardness of the subject, Dr. Ayfer
implied that it was not open for non-medical discussion. As | show in the next chapter,

however, the medical decisions can be open to discussion.

It could be that Dr. Ayfer avoided talking about the medical details because it would be hard
to explain to someone outside of medicine in the short time she was available for the
interview. However, most other clinicians talked about medical details with me even when
they had little time, which is why | read her narrative as an expression of authority. In my
view, reminding me of their medical authority was a way of refusing to be challenged for

some of the clinicians | interviewed.

| perceive the variations among the positionings of the clinicians as shaped by the power
relationships that they are situated in. For example, male doctors, who constitute the
majority, tended to feel more comfortable with me; | see it as a sign of that they did not
perceive someone like me as capable of challenging their authority on the topic. On the other
hand, women doctors may be feeling that their authority is more open to be challenged in a
male-dominated field. A general endocrinologist, Dr. Serap Deniz, referred to this issue
more openly. During the interview, which we held in her office at the hospital, someone
knocked the door and asked a question to Dr. Serap. Suddenly her attitude changed, and she
replied to the person in a more authoritative tone than she was talking to me. When the
person who asked the question left and closed the door behind, she immediately went back
to her previous relaxed tone. Later in the conversation, she explained her behavior:

Ceren: If I ask you how many sexes you think there are, what would be your
approach?

Dr. Serap: Two, | mean, it is of course difficult to make such a differentiation of
sex, as to how many sexes there are. | mean, for instance, they call women
doctors the third sex; I mean, there are things like that. In order to hold on in the
working life, you can’t help but get men’s characteristics, attributes.... | act like
that since I believe I settle things easier if I act that way. Otherwise I’m not like
that in my personal life.'

11 Ceren: Sizce kag tane cinsiyet vardir diye sorsam ne gibi bir yaklagiminiz [olur]?

Dr. Serap: ki tane. Yani, bdyle bi cinsiyet ayrimi yapmak tabii ki zor, kag tane cinsiyet vardir diye, iste ne biliyim mesela
doktor kadnlar igin igiincii cins derler, yani bdyle isler vardir. Caligma hayatinda tutunmak igin ister istemez erkek
karakterlerini, Ozelliklerini kapiyosunuz.... Boyle davranirsam isimi daha kolay hallettigime inandigim igin dyle
davraniyorum, yoksa 6zel hayatimda dyle biri degilim.



Dr. Serap is critical of her working environment because she thinks that it forces women to
“lose their womanhood,” in her words. In addition, the interviews I had with two male
clinicians reinforced my impression. In an anecdote, one of them referred to how an
“emotional” woman clinician almost prevented the “correct” medical treatment of an
intersex infant, because she thought the child was too young to go through surgery. Another
male clinician referred to a woman clinician’s views as “extreme,” saying, “she is interested
more in the humanistic side” of the issue.'? 1 further discuss how the dichotomies between
“subjective” and “objective” knowledge, and the alignment of medicine along with

“objective” influence medical decisions in favor of a more surgical approach in Chapter 2.

Around half of the clinicians seemed surprised that | wanted to interview them. Several of
them expressed this by asking questions such as “So, what do you want to learn from me?”’
with surprise, or disbelief in their tone. Dr. Ayfer expressed this explicitly; 1 had an
appointment with her saying that | wanted to interview her for my thesis, but she thought
that | wanted to interview the patients and she was very surprised when she realized that |
intended to have her as an informant. She repeatedly asked what my purpose is and was not
convinced that interviewing her could be any beneficial for my thesis. I recognized a similar
approach in a couple of other interviews with the clinicians, which | attribute to those

clinicians’ views about the objectivity and neutrality of their medical views.

The clinicians did not regard their personal backgrounds as relevant to my questions. When
| asked them demographic questions such as their age, where they grew up, or about why
they chose to be a doctor, or to work in the specific field they do, they usually dismissed my
question either by saying that it was not relevant to our conversation or giving other non-
personal information about the development of their interest. This was the only question
category that consistently received such open and abrupt dismissal in my interviews, and |
decided to not to ask these questions after several such encounters. In one instance, a
pediatric surgeon touched upon the issue of why he chose his specific expertise, without my
asking the question. Dr. Ziya said that one reason he chose this area was because “it provided
answers to some questions he was curious about” while he was studying general surgery,

although he did not mention what these questions were. And in another instance, another
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pediatric surgeon Dr. Engin Bulut said that he specialized in this area because he was simply
fascinated with it.

My being a graduate student in one of the top universities in Turkey was probably an
important factor that allowed me to interview the clinicians. For instance, after asking
detailed questions regarding my educational background, Dr. Ali Korkmaz said, “I see,
nice... I mean, I suppose that you are raised well,”*3 nodding his head in an approving way.
As | discuss more in detail in Chapter 2, education level of the patients can be an important
factor that influences the communication between the clinicians and the patients; clinicians
often complain that most of their patients are not educated enough to understand them. Thus,
| assume that the fact that | am someone whom the clinicians would perceive as educated
was an important factor that influenced my conversations with them. I do not claim,
however, that it is an accurate representation of the patients or of me. As | will discuss
further in Chapter 3, I suggest that the categories such as “educated” and “not educated” are
constructed; for instance, the clinicians might have seen me in a different way if | talked to
them as one of their patients, and my positioning as a researcher might have made it easier
for them to see me in the category of “educated.” Moreover, the fact that [ am a student
allowed me to position myself as a learner and might have made the clinicians sympathize
with me because they saw me like their own students. One clinician implied this when |
asked a question about medical procedures, which | understood that he perceived as too
general to explain in a short time. In response, he smiled and said, “Our students are like

that, too, though.”*

During my fieldwork and the process of the data analysis, my views of the clinicians
changed as well. As I listened to the differences in their views and positionings and as |
started to realize some mechanisms I discuss in the following chapters, | became more able
to see them as individuals who are situated in the power mechanisms and structures they
operate in, and not merely as sources of authority, regardless of whether | agree with their
opinions or not. As a result of both this realization and the clinicans’ friendly approach, I

started to feel more relaxed during the interviews. This is also likely to have contributed to

13 “anladim, giizel.. yani iyi yetistiginizi tahmin edebiliyorum,”

14 “Bizim &grenciler de boyle gergi.”



my analysis by enabling me to focus on various mechanisms at play that result in the current

controversies about medical management of intersex and variations of sex characteristics.

1.1.2 Representativeness of the Study

I am likely to have talked to clinicians who have relatively unorthodox ideas about the recent
paradigm shift in medical treatment of intersex, which is in favor of a less surgical approach.
Not all clinicians | contacted were equally open to talk to me, and I did not pursue some
clinicians who did not return my emails or calls further, partly because of practical concerns
and partly because documenting the average doctor’s opinion was not among my priorities;
rather, | wanted to see what more critical and open doctors think about the shifting paradigm,
in order to be able to understand why they would avoid change. As | will show, many
clinicians I interviewed stated that they support the postponement of the early surgeries, for
instance, but this might not represent the opinion of the majority in the field. Also, |
conducted my research in two major research and teaching hospitals in the largest city in
Turkey, and thus it is likely that they offer higher standards of care compared to many other
hospitals in Turkey. Some clinicians mentioned this as well. Geneticist Dr. Alper Simsek
says, for instance, “our people [doctors] are still very very good, you know... maybe they’re
not too patient-centered; | think that an individualized counselling is not really done, but
still very... of course compared to the overall [situation], in Turkish standards, it’s a ‘créme

de la créme’ thing, I mean... They receive a service that they can’t really get in Turkey.”*®

When we were discussing the recent changes in the treatment procedures, intern clinician
Irmak Guler, who works in a hospital in a city other than Istanbul, mentioned that her
hospital is quite up-to-date on treatment of intersex children, but she was pessimistic about
a large-scale change happening. So, | brought up the issue of clitoral surgery, since | had
the implication that some surgeons could be growing more cautious about it:

Ceren: But, for instance, they used to cut the clitoris before?

Dr. Irmak: Yes, some do it now, too.
Ceren: But at least less?

15 “yine bizimkiler ¢ok ¢ok iyiler yani.... hasta bazli olmas1 anlaminda belki ¢ok sey degildir, ok hasta bazli degildir belki,
tibbi nosyon igerisinde bireysellestirilmis bir konsey yapilmadigini diisiiniiyorum, ama yine de ¢ok tabii ki genele nazaran,
Tiirkiye standartlarinda 'creme de la creme' bir sey yani....Tiirkiye’de ¢ok alamayacaklar bir hizmeti aliyorlar.”
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Dr. Irmak: In fact, there are many; many of them cut it.

Ceren: They do?

Dr. Irmak: Yes.

Ceren: So, there are none at your hospital?

Dr. Irmak: Not here but outside, there are many that we know of, cause, when,

instead of coming to a university hospital, they go to a state hospital, the person

they meet is someone who got their education in the eighties or the nineties. They

do it just like that, without asking or anything.
Moreover, this study does not include clinicians who work in private hospitals. The
treatment decisions are made in teams, which I will call “DSD committees,” that include
specialists from various fields such as pediatric surgery, pediatric endocrinology, and
depending on availability and need, psychiatry or psychology, and radiology. The clinicians
| interviewed did not have any knowledge of an existing team in a private hospital, and they
presumed that clinicians would probably avoid performing surgeries on intersex children
without a team decision because of legal and ethical concerns. For this reason, I limited my
research to the public hospitals. The only exception to this is Dr. Ziya, who started working
in a private hospital after his retirement but spent his previous working life in a public
research hospital as well. However, if a team decision is received, then the patient can go to
a private hospital in order to have the treatment. In short, intersex treatment, including
surgeries, occurs in private hospitals as well, yet I did not include them in my research
because they do not have DSD committees. In addition, some parents might decide to take
their intersex children to hospitals abroad, as reported by some clinicians; my study does

not include those patients as well.

16 Ceren: Ama mesela eskiden Klitorisi kesiyorlarmis?

Dr. Irmak : Evet, simdi de kesen var

Ceren: Ama en azindan daha az?

Dr. Irmak : Ashinda ¢ok var, ¢ok kesen var

Ceren: Var m?

Dr. Irmak : Var

Ceren: Sizin hastanede [mi] yok?

Dr. Irmak: Bizde degil ama yani disarida ¢ok, bildigimiz ¢ok var, ¢iinkii iiniversite hastanesine gelmek yerine bir tane
devlet hastanesine gittiklerinde karsilarina ¢ikan kisi seksenlerde egitim almig, doksanlarda egitim almis, sormadan
etmeden c¢at diye yapiyorlar.
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1.2 Literature Review

This thesis is at the intersection of several fields. Firstly, it touches upon questions that the
medical anthropology literature raises. For instance, Arthur Kleinman’s Writing at the
Margin: Discourse between Anthropology and Medicine presents medicine as a specific
area of study and practice that has its own specific culture. In his critique of medicalization,
Kleinman emphasizes how “to change the border between a social and a health problem” is
connected to the moral and the political, and “the deep cultural processes that are at work
within biomedicine...limit biomedicine as a science and form of practice” (Kleinman 1997,
16). He further emphasizes that “while giving the sufferer the sick role, medicalization can
stigmatize as well as protect; it can institute a misguided search for magic bullets for
complex social problems; and it can obfuscate the political and economic problems that
influence these behaviors” (Kleinman 1997; 38). In this thesis, I adopt a similar approach to
the medicalization of intersex and variations of sex characteristics; however, | view the
“social problem” not as intersexuality itself, but rather as the stigmatization of it. Anne
Fadiman’s brilliant journalistic work The Spirit Catches You and You Fall Down (2007) has
also been helpful for me to understand what it would look like to approach both the
clinicians and patients as culturally situated subjects. Telling the story of a Hmong patient’s
encounters with modern medicine following their immigration to the US, Fadiman
denaturalizes the universality of modern medicine and shows how assumption of rational,
universal authority can create catastrophic consequences. Fadiman’s account thus allowed
me to recognize the implications of these underlying assumptions more easily in my own
research. This recogniziton also enabled me to see beyond the binary of disease/non-disease
when the discussion is on intersex since Fadiman’s research subjects were concerned with
epilepsy, a conditon that is non-controversially considered a disease; still, for them, “the
crisis was the treatment, not the epilepsy” (Fadiman 2007, 53). While I do not argue that
intersex is a disease, | argue that the fact that some intersex individuals might need medical

help should not compromise the critique of medicalization.

From a global health perspective, Paul Farmer’s account emphasizes the drastic inequality
in access to high quality health care, and it points out how part of this inequality stems from

that policy implementers do not see some populations, such as poor populations, as
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deserving enough and thus set low standards. Although Farmer’s account is based on very
different contexts than the context of this study, it provides a convincing account of how
often inequalities in access to healthcare arise more because of “failures of imagination”
than lack of available options (Farmer 2013), which encouraged me to challenge the
arguments about the impossibility of setting higher ethical standards for intersex patients in
Turkey, as | discuss in Chapter 3. Also, Medical Anthropology at the Intersections, which
enabled me to problematize a purely medical approach to intersex that “leaves out... the
anthropological insight that relationships and practices imbued with meanings are a life
lived, not merely a symptom of an underlying physical truth” (Inhorn and Wentzell 2012,
37), and Commodifying Bodies, which shows how the objectification of body parts works
as dehumanization (Scheper-Hughes and Wacquant 2002), were among the sources from

the medical anthropology literature that inspired this thesis.

Another related field is feminist science studies, which point out to the cultural and political
nature of scientific discourses about sex, gender, and sexuality. For instance, Emily Martin
(1991) deconstructs the conventional scientific discourse of human fertilization, which
associates the sperm and egg’s behavior with traditional gender roles, suggesting that the
widely known story of sperm as the penetrator and the egg as the passive receiver of sperm
is more culturally constructed than being scientifically accurate. In his Making Sex: Body
and Gender From the Greeks to Freud, Thomas Laqueur provides a detailed historical
analysis of how the scientific and cultural constructions of sex developed parallel to each
other for many centuries (Laqueur 1990). One of the early accounts that challenge the
biological, binary construction of sex from a scientific perspective is Fausto-Sterling’s
article “The Five Sexes: Why Male and Female are Not Enough” (1993), in which she
argued that there are biologically five sexes, not two, because intersex people exist. Seven
years later, she published an update, “The Five Sexes, Revisited” (2000), and this time she
argued that her previous categorization of five sexes was too narrow to account for the
variety of bodily embodiments of sex, again referencing the wide variety of intersex bodies.
In this article, she also responded to Suzanne Kessler’s critique of her 1993 article (Kessler
2000 [1998]), which suggested that Fausto-Sterling’s “five sexes” argument was based on
a strictly biological understanding of sex and gender and thus ignored the performative

nature of gender, by stating that “[she] now agree[d] with Kessler's assessment” (Sterling
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2000, 22). Also, it should be noted that a crucial point that opened such debates on sex and
gender was the publication of Judith Butler’s Gender Trouble (1990), which argued that
gender is performative, that is, gender is constructed through the repetition of actions, rather
than being a stable or coherent marker of identity. Rebecca Jordan-Young’s Brain Storm:
The Flaws in the Science of Sex Differences (2010) provides a more recent challenge to the
dominant scientific accounts of sex. Reviewing a vast body of scientific literature on
biological sex differences, Jordan-Young illustrates that most of these studies include
methodological fallacies that would weaken their conclusions on sex difference. She also
points out that this body of research both relies on the studies that are conducted on intersex
individuals and in return justifies the conventional medical treatment procedures for intersex
children in a self-referential way: “These studies ... have contributed to a systematic
disregard for how medical intervention harms women with CAH and other intersex
individuals who are subjected to cosmetic, but medically unnecessary, genital surgeries”
(244). For instance, she points out that in these studies, the negative consequences of the
treatment on sexual funciton, such as lack of sensation, libido, and sexual activity, are
attributed to biological factors, such as brain masculinization in women, which obscures the

necessity of considering other potential reasons such as treatment itself.

An underlying theme that | problematize throughout the thesis is the dismissal of medical
procedures of the personhood of the patient, and objectification of the body. Geertje Mak’s
historical analysis of how the concepts of sex, body and self has changed from the nineteenth
century to the twenty-first century helped me to historically contextualize the medical
treatment procedures of intersex. Mak (2012) shows how the concept of “true sex” in
intersex management emerged as a result of the separation of the “body” from the “person.”
When it comes to treatment of people with “doubtful sex,” the clinicians’ role has changed
from being “guardians of morality” to discovering their patients’ “inner truth,” which, in the
case of hermaphrodites, meant finding the “true sex.” However, it did not mean that moral
policing was completely abolished. It only changed form, for this time, understanding and
expressing one’s “inner self”, which is a sexed self, became a moral responsibility in its own
right, and doctors who treated hermaphrodites started encouraging their patients to “find

their inner truth” for their own good, rather than seeing themselves as agents of moral

policing. Mak’s account is a helpful reminder that the idea that everyone should have one
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“true sex” is a historically constructed, and a morally charged concept. Alice Dreger
provides another historical account that is helpful to understand how the medical
categorization of intersex is historically situated (Dreger 1998). On the other hand, these
accounts are based on European history and thus cannot be argued to provide a universal
history of intersex. In order to have a deeper understanding of the social perception of
intersexuality in Turkey, a historical review of how hermaphrodites, or “khuntha,” in the
Middle East, for instance, would be very useful. For instance, Gesink (2018) argues “studies
on intersex persons (khuntha) in premodern Islamic societies often underestimate the
nonjudgmental character of legal and medical discourse.... The dominant strand of this
discourse tolerated ambiguity and flexibility regarding nonbinary sex embodiments” (152).
By revealing that the “West” has not always been more “advanced” or “open-minded” than
the “East,” such a historical reading can help subvert the widely held beliefs about the

irreversibility of this trend.

Also, this thesis draws heavily on several major works of a relatively recent field of intersex
studies, including Katrina Karkazis’s Fixing Sex: Intersex, Medical Authority, and Lived
Experience (2008), sociologist and Georgiann Davis’s Contesting Intersex: The Dubious
Diagnosis (2015), and Morgan Holmes’s collection Critical Intersex (2009). These works
not only deepened my understanding of the topic but also shaped the questions | raised

during this research.

A challenge for this thesis was the lack of literature on intersex issues in Turkey, although
there is a significant body of medical research on the topic. Hiilya Tiirker’s unpublished
master’s thesis is a rare example that examines the current debates around the medical
intervention in intersex children from the perspective of medical ethics and law (Turker
2015). Berfu Seker’s article (Seker 2011) and her interview with intersex activist Belgin
Inan (Seker 2013), and an issue of the Kaos GL magazine (Interseks 2017) are also among
the scarce publications on intersex issues in Turkish other than medical publications. Yet,
the existing literature on trans people’s medical experiences can provide a useful
comparison to understand the implications of medical construction of sex. For example, as
Asli Zengin (2014) describes, medical institutions play a gatekeeping role for surgical sex

reassignment for trans people, unlike the intersex. Zengin states that as part of the medical
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2 ¢

testing that is required for “the scientific evaluation of one’s sex and gender,” “medical
genetics ... monitors trans people’s chromosomal combination to see whether they are
intersex or not” (2014, 59). In his unpublished master’s thesis, Emirhan Deniz Celebi states
that penis reconstruction surgery can be demanded from trans men during the judicial
process despite the high risks that the surgery involves (2018), which is striking considering
that the high risk of penile reconstruction surgeries is often cited as a reason why intersex
children are assigned more often as females than males. Lastly, there is a body of literature
on LGBTI+ politics in Turkey, to which the issues raised in this thesis are inevitably linked
(Savci 2016; Zengin 2015; Bereket and Adam 2006; Ozyegin 2015). This thesis differs from
these studies in both methodology and scope; it is based on one-to-one interviews, and it
brings together clinicians’ and intersex individuals’ perspectives together. In this sense, this

research aims to contribute to constructive conversation between the main “sides” of the

controversies in Turkey.

1.3 Thesis Outline

In the following chapter, | first discuss some of the questions that arise from the rationale
of medical treatment. Second, | summarize my findings about use of terminology and the
debates surrounding it among clinicians, and then I point out to two practical implications
of using the language of “disorder.” In the final section, I discuss the possibilities of
change in relation to the positionalities of the clinicians in these debates. In Chapter 3, I
discuss how the communication process between the clinicians and the patients and
families shape how intersex is framed in the clinical setting as well as how this might
affect treatment process. In particular, I discuss the power dynamics in the decision-
making process, follow-up mechanisms, and | analyze the role of a particular
understanding of the concept of “culture” among clinicians in these processes. In Chapter
4, | present the stories of intersex individuals who were subjected to medical treatment and
discuss their implications for the debates around the medical procedures. Finally, after
providing an overview of the history of intersex activism in Turkey, | discuss the

intersections of the intersex/LGBT movement with the clinicians.

16



CHAPTER 2

MEDICALIZATION

In the following section, I critically analyze the logic of medical treatment procedures that
came up during my fieldwork and which challenge the notion that medical management

procedures, and especially early surgeries, offer a “quick fix” to intersex.

2.1 Fractures in Medical Logic

2.1.1 Medicine as a Scientific Endeavor and the Hierarchies of Evidence

One of the most surprising and confusing things for me during my interviews with the
clinicians was that they often advocated for less intervention to intersex children, yet at the
same time they stated that they nevertheless continue to perform operations for different
reasons. One of the implicitly expressed reasons for continuing operations is the dichotomy
established between “objective” and “subjective,” in which medical opinions are classified
as objective, and non-medical opinions are classified as subjective. In this dichotomous
classification, “objectivity” is naturally prioritized because it is implied that “objective”
opinions are above any “subjective” or “personal” opinions in a scientific endeavor such as
medicine. Thus, one of the ways in which clinicians justified the treatment procedures was
to emphasize the “objectivity” of medicine, and to present it as devoid of any cultural or
political positionality. Specifically, clinicians employed this distinction to explain why they

practice non-intervention less than they advocate for.
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One of the most striking examples of how this dichotomy is utilized can be seen in the
following excerpt. When we were talking about cliteroplasty and vaginoplasty in children
with CAH, Dr. Biilent Ozcan said:

“The general opinion is that, individuals who have not been intervened in, -I’'m

talking about Congenital Adrenal Hyperplasia, not the others-, the individuals

that have never been intervened, with a vagina, after they arrived the adult age,

that was opened only enough for bleeding, to allow the menstrual blood to come

out or to allow sexual intercourse, with a clitoris that was never intervened in are

the ones that lead their lives most happily. The ones that are intervened in the

least end up very happy both in terms of sexual pleasure and in terms of
perceiving life in general.”’

This was a very unexpected statement for me to hear, because Dr. Bulent also told me that
he continues performing cliteroplasty in most of his patients with CAH who have “large”
clitoris. So, | became even more curious about why, and continued to ask questions on this
topic as it came up in our conversation. At first, he gave me such reasons as Turkey being a
conservative country and therefore the prospect of children without intervention suffering
socially, or the parents pressuring him for operations, which was a reasoning offered by all
the clinicians | interviewed. However, later in the conversation we came back to this issue
when he mentioned the lack of medical studies which provide information on long-term
effects of surgery and talked about it being “hard to decide what to do.” I referred to what
he said before about his opinions on the correlation between non-intervention and long-term
happiness:

Dr. Biilent: I am supposed to tell [the family]: “we have done this for a thousand

patients and their body perception score was this, this much in 1000 ones...”

There is not enough research, it is very subjective.

Ceren: But you said that, based on limited data, there is a perception that the

least intervened ones are the happiest...
Dr. Biilent: I said it entirely subjectively.®

17 «Genel kan1 o ki hi¢ dokunulmamus bireyler -Konjenital Adrenal Hiperplazi’den bahsediyorum digerleri i¢in degil- hig
dokunulmamus, vajen eriskin yasa geldikten sonra [sadece] kanamaya, adet kaninin akmasina izin verecek kadar agilmig
veya cinsel birlesmeye izin verecek kadar agilmus, klitorisine hi¢ dokunulmamis bireyler en mutlu yagamlarin: siirdiirenler.
En az dokunulmus olanlar hem cinsel haz agisindan hem de genel hayati algilama agisindan ¢ok mutlu oluyorlar.”

18 Dr. Bilent: Ben [aileye] diyecegim ki “bin tane hastada byle yaptik daha sonra kendi bedenine algilama skoru su oldu,
1000 tanede soyle..” sey [yeterince ¢alisma] yok ki, ¢ok subjektif.

Ceren: Peki seyi dediniz ya hani hani kisitlt verilere dayanarak daha az dokunulanlar daha mutlu oluyor gibi bir algi var...
Dr. Biilent: Tamamen subjektif olarak sdyledim
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This dialog was striking to me because Dr. Bilent dismissed his own opinions and
observations on the grounds that they were subjective, since there were not enough follow-
up studies that show long-term harm. Thus, one of the implications of the dichotomy
between medicine as an “objective” field versus “subjective” opinions is dismissing non-
medical voices as invalid, even if they are the opinions and observations of the very surgeon
who performs those operations.

Anthropologist and bioethicist Katrina Karkazis mentions that this dichotomy has
implications also in how medical studies are conducted and interpreted in the first place. For
instance, the voices of patients are lacking in these studies, because they are counted as
subjective data (Karkazis 2008, 167). Moreover, if the evidence that is based on self-report
is not published in a medical journal, it’s not considered as evidence; rather, it is considered
as anecdotal data. However, clinicians regularly depend on anecdotal data in their own
practice and in the medical papers they publish. And whether considered scientific or
anecdotal, in general “the only available evidence seems to contradict surgeons’ and others’
belief that early genital surgery both preserves sensation and provides cosmetically
appealing and functional outcomes...As long as these hierarchies of acceptable evidence
persist...there will be no consensus over what counts as credible evidence, and the truth
claims that each side derives from these. This is the primary reason why outcome studies
are unlikely to resolve these debates” (Karkazis 2008, 168).

In this picture, it should not be surprising, then, that activist voices or data produced by
social scientists can be dismissed easily as non-medical opinions. Indeed, when I
interviewed Dr. Ayfer, a pediatric endocrinologist, she cautioned me against using the
activist voices as representative in my study, claiming that they represent a minority whose
operations went wrong, but that there is a silent majority who are happy about the surgical
operations they had. Furthermore, she also established a contrast between social sciences
and medicine and positioned social sciences as unscientific. She emphasized this point when
| asked her if there are instances where opinions differ between clinicians about the sex-
assignment of an intersex child:
Ceren: So, does dissent ever occur?

Dr. J: Of course it does. So, what happens in that case, | mean, look, in all
positive sciences we have some guidelines or data, so we first try to act according
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to those, so the dissent is not like in social sciences. Here, we have more positive

data at hand, such as “a thousand articles were published on this disease” or “this

and this happened in our experience” and then, according to this, according to

the scientific, latest up-to-date data, we decide to do it in a certain way. Dissent

occurs rarely, but not much; I mean, we try to reach an opinion in the end. After

all, when five or six people get together, ultimately everyone... Like I said,

positive science, positive data are very important here. | mean, we are supposed

to always act according to evidence-based medicine; wherever the up-to-date

knowledge takes us, not however we please.*
In this narrative, Dr. Ayfer employs the hierarchy of evidence Karkazis mentions; for her,
for data to be considered scientific, there is the criteria of being strictly collected by medical
researchers, dismissing the evidence provided by the testimonials of intersex people

themselves or evidence collected by social scientists.

In her discussion of Evidence-Based Medicine (EBM), Karkazis points out several
weaknesses with the term, which was coined as part of an effort to move “toward outcomes-
based medical treatment which began in the 1990s” (Karkazis 2008, 280). She points that
EBM promoted standardization based on the existing medical study outcomes, and thus was
meant to minimize the individual judgments of the clinicians based on cultural or personal
views. Yet, when there is not enough reliable evidence, EBM might promote the
continuation of reliance on insufficient data, such as in the case of intersex treatment.
Currently, the lacking outcomes are being standardized with the discourse of EBM, which
means that EBM makes it more difficult to challenge these outcomes. In short, “[w]hile
some argue that EBM attempts to limit individual clinical authority, it actually reinforces
medical authority in general at a time when health movements have presented contemporary
challenges to this authority” (Karkazis 2008, 283).

Not all clinicians, on the other hand, are as strict as Dr. Ayfer on this matter. For instance,

pediatric surgeon Dr. Engin is critical of the discourse of Evidence-Based Medicine. When

19 Ceren: Peki fikir uyusmazhig: ortaya ¢iktig1 oluyor mu?

Dr. Ayfer: Tabii ki oluyor yani o durumlarda nasil ilerliyor, yani elimizdeki, simdi bak pozitif bilimlerin hepsinde elimizde
bir takim ya guideline”lar vardir ya veriler vardir dolayisiyla dnce onlara gore hareket etmeyi deneriz, dolayisiyla fikir
uyusmazligi sosyal bilimler gibi degil. Burada daha pozitif verimiz var elimizde, “bu hastalikta bak 1000 tane yazi
yaymlanmig” ya da “bizim de deneyimimizde su su su su sOyle olmus” dedikten sonra biz de buna bunlara uyarak
elimizdeki bilimsel, son giincel verilere dayanarak “bdyle yapalim” diye konusuruz. Fikir uyusmazligi nadiren oluyor ama
cok olmuyor yani bir fikre varmaya calisiyoruz sonugta, zaten bes-alt1 kisinin bir araya geldigi bir yerde sonunda herkes....
Dedigim gibi burada pozitif bilim, bilimsel veriler ¢ok énemli yani her zaman giincel bilgi bizi nereye gotiiriiyorsa,
evidence-based medicine, ona gore hareket etmek durumundayiz hani canimizin istedigi gibi degil.
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| asked the factors that contributed to changes in the standard procedures in recent years, he
answered by saying that he was mostly affected by the outcomes of his own patients over
the years, and then he followed:
Dr. Engin: So, this is a university hospital, we’re trying to practice medicine
that’s based on evidence. That said, I always laugh at that, ‘evidence-based
medicine’... (laughs)
Ceren: Why?
Dr. Engin: Because you do it over and over as evidence-based, and then, 10 years
later, when we look back, we say: ‘we did it that way but it was faulty’. It’s like
that. So I laugh because of that, | mean, there is no such thing as evidence-based.
I guess there’s experience-based. A lot of things can change. Eggs, for instance,

increase cholesterol... What do we say now? We say: ‘No, it does not.” We even

say: ‘eat them’ (we laugh), mean, it’s like that. So they said: ‘butter is

dangerous’, but my grandparents all ate butter. Now we say: ‘eat butter’.%

In this quote, Dr. Engin blurs the boundaries between scientific evidence and ordinary
people’s experiences, challenging the view that strictly distinguishes between the two. Also,
by establishing parallels with a topic that is much more popularly known than intersex, he
generalizes his argument to other medical issues as well. I will discuss how comparing
intersex with other medical conditions and presenting it as “just like any other disease” is
another way of establishing medical authority and legitimizing the treatment procedures in
2.2.2. In the following part, | will show how clinicians might employ their own cultural
values and assumptions regarding gender, sexuality and social morality in their clinical

decisions.

2.1.2 Clinicians’ Personal Values on Gender, Sexuality and Social Morality in

Medical Decisions

Although some clinicians tend to maintain the strict division between the objective and the

subjective in their discourses, they, as everyone else, are part of the society and thus are not

20 Dr. Engin: yani buras: tiniversite hastanesi, kanita dayali tip yapmaya ¢alisiyoruz. Hos, ben ona da hep giilerim, “kanita dayal
tip...” (gullyor)

Ceren: Neden?

Dr. Engin: Ciinkil yaparsin yaparsin kanita dayali, sonra 10 yil sonra geriye baktiginda deriz ki “biz bunu 6yle yapiyoduk ama
hataliymis,” boyledir. Yani giilerim o yiizden, yani kanita dayali diye bisey yok, tecriibeye dayali esasinda var herhalde, bisiirii sey
degisebiliyo. Yumurta mesela, kolesterolii arttirir... simdi ne diyoruz, hayir arttirmaz hatta yiyin diyoruz [giiliiyoruz], yani onun gibi,
yani su anda iste tereyagi zararlidir dendi, e benim dedemler filan hep tereyagi yerdi, simdi yiyin diyoruz
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exempt from making culturally situated decisions in their medical practices (Kleinman
1997). In my fieldwork, this was most obvious in the discussions on the reasons for
performing cliteroplasty. These discussions came up in two ways: first, and more
commonly, when the clinicians expressed empathy with the patients and applied their own
values while empathizing. Second, although less commonly and implicitly, some clinicians

expressed concern about the implications of sex assignment on social morality.

The decision to perform cliteroplasty on a female-assigned intersex child is made when the
clitoris is deemed too large by the clinicians. As Karkazis (2008) states, “[t]he first table for
female neonate clitoral size was published in 1980 (150), and even if there were studies
published during the 80s that suggested some average sizes for the newborn clitoris,
“Neither study specified, however, at what point the clitoris of an infant could be considered
enlarged” (151), which means that the decisions are based on subjective criteria. Pediatric
surgeon Dr. Engin supports this by saying “There’s nothing to measure the clitoris with,
there’s no size thing, I mean, like ‘it should be this big at this age’ or anything like that. We

make somewhat an eyeball estimation, to be honest.”?

The following conversation with another pediatric surgeon Dr. Bllent might provide further
insight on how the “eyeball estimation” decisions work in terms of deciding cliteroplasty.
As | mentioned in the previous section, | was struggling to understand why Dr. Bilent is
continuing cliteroplasty operations even though he believes that those who escape surgery
are the happiest; so, I continued to ask him:

Ceren: So, if the ones that are intervened in less end up happier, can’t you just
say ‘let’s not do it’?

Dr. Bilent: A girl doesn’t want to go around with that clitoris. I mean, I think
about it too; when the mom undoes the diaper near others, when she goes to the
pool, or to the gym, etc., near other girls, or at school, in the toilet, cause it is
really big...

Ceren: But why, then, are the ones that are intervened in less, happier?

Dr. Bulent: Because their pleasure rates are higher...

Ceren: Should there be a choice between two things here, cause there will be a
negativity in any case?

Dr. Bulent: Maybe there will be, but, in fact, without really finding it in my heart,
since that child will suffer like that, knowing they won’t be happy in the future,

21 «Klitorisin 6l¢iim seyi yok, yasa gore bilyiikliik seyi yok, yani “su yasta bu kadar olur, bu yasta bu kadar olur [gibi]...”
birazcik goz karar1 yapiyoruz agikgast.”
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I am in a position to do [this]. But think about the Turkish society; she became a
normal, fertile woman and she got together with a man, they undressed, he saw
that there, | mean, really, if you saw it as a man, erect, you’d run away. I mean,
it’s really a clitoris like a penis; not something a man would easily accept.?

Here Dr. Blilent assumes two things: first, that a girl-assigned child with an atypically large
clitoris would be disturbed by it as she grows up; second, that she would prefer to have the
clitoris surgically altered at the expense of reducing its sensitivity. Neither of these
assumptions are informed by scientific evidence; rather, Dr. Biilent imagines the child as an
adult and applies his culturally informed views about how a female body should look like
and what a person with a female body should desire. Moreover, his culturally informed
views are specifically shaped by his subject position as a heterosexual man, assuming the
heterosexuality of the future adult.

In her book Doubting Sex, Geertje Mak shows how a major transformation of perceptions
of sex, self and body at the turn of the twentieth century in Europe influenced the social and
medical treatment of hermaphrodites?. According to Mak, apart from factors such as
increasing access to physicians, the very role assigned to medicine changed profoundly
around this time. Earlier, clinicians undertook the role of preserving social morality while
making decisions about hermaphrodites. For instance, individuals could go to a clinician to
be examined in order to get permission to marry to a certain person on the basis of their sex.
Starting from the last quarter of the nineteenth century, however, clinicians’ role began to
change from guardianship of social morality to a more morally distanced position of

discovering the “true sex” (Mak 2012).

22 Ceren: peki eger daha az dokunulanlar daha mutlu oluyor ise yapmayalim deseniz mesela olmuyor mu?

Dr. Bilent:kiz ¢ocugu o klitorisle dolagmak istemiyor, yani ben de diigiiniiyorum bu ¢ocuk baskalarinin yaninda anne altini
act1, o zaman havuza girdigi zaman, spora gittigi zaman falan filan, diger kizlarin yaninda okulda tuvalette filan, ¢iinkii
Oyle boyle [biiyiik] degil ya..

Ceren: ama 0 zaman niye daha mutlu oluyorlar az dokunulanlar?

Dr. Biilent: Ciinkii haz alma oran1 daha biiyiik, ona bakiyor...

Ceren: burada iki sey arasinda se¢im mi yapmak mu1 gerekiyor, hani her tiirlii bir negatiflik olacak?

Dr. Bilent: olacak belki ama aslinda gonliim ¢ok razi olmadan o ¢ocuk Oyle sikinti ¢ekecek diye ilerde onun mutlu
olmayacagini bile bile sey yapmak durumunda kaliyorum; ama yani bir Tiirk toplumu diigiin, normal dogurgan bir kadin
haline geldi, bir erkekle bir araya geldi soyundular erkek orada gordii, yani hakkaten onu ereksiyon halinde gérsen kagarsin
erkek olarak yani 6yle boyle degil, bayag: ciddi penis gibi bir sey klitoris o yani her erkegin ¢ok kolay kabul etmeyecegi
sekilde

23 Here, I use “hermaphrodite” instead of “intersex” because it was the term being used in the historical context referred
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Even if morality can be ingrained in their medical decisions | agree that the clinicians do
not mainly consider moral policing as part of their job. The main discourses they build their
arguments upon are scientific objectivity, as | show in the previous section, or the
prospective happiness of the patient, rather than morality. During the interviews, even if
they commonly referred to the conservativeness of Turkish society, moral implications
associated with it came up only as an external factor which might force them into making
decisions that they are not entirely comfortable with; however, clinicians did not express an
explicitly moralistic stance. Rather, they consider themselves as primarily concerned with
the “happiness” of the patient. Yet, there were two instances which showed that some might

still consider themselves as guardians of social morality.

As | mentioned before, | had a long discussion with Dr. Bulent about why he continues to
perform cliteroplasty even if he thinks that it is harmful. As part of this discussion, he
brought up the issue of how “people with genital anomalies” can make a lot of money in
porn and sex work. Apart from other reasons he suggested for operating on the clitoris, this
argument was based on a concern about moral consequences on social order rather than a
concern about individual happiness, which implicitly means that he might also feel
responsible about the social morality when making decisions about whether or not to

perform cliteroplasty on his intersex patients.

In a similar vein, Dr. Ziya brought up hijras, giving an anecdote about how intersex children

are in danger of abduction by hijra?* communities in India:

“For instance, one of the countries that this matter is a problem in and that it
keeps people, medical and judiciary mechanisms busy the most is India. Around
1999 or 2000, I was invited to India twice. Once | gave a speech on the topic and
then, the second time, | performed two or three surgeries and | was at a workshop
as an operator. | performed this surgery of feminization that we call clitoroplasty
and vaginoplasty... When groups that are called hijras, that live secluded, find
out about a baby that is born with ambiguous genitalia -as it was called at the
time-, they usually kidnap the baby. I mean, I don’t know in which cities this
occurs the most, but they kidnap and raise the kid. When the kid reaches the age
of 13 to 15, they sell the kid as a very expensive sex object... This is, for instance,
a big problem there. All municipalities, etc. try to find a solution to this. There
was an important health institution in New Delhi... [ mean, they have patients

24 Hijra is used as an umbrella term for some transgender and intersex people in India; it is also legally recognized as a
“third gender” category with a court ruling that passed in 2014 in the country.

24



there all the time, cause the ones that save their patients from the hijras take their
patients there so that these kids become acceptable by the society.”%

Before this anecdote, Dr. Ziya had given another anecdote from the US, and conceded that
it might be a good idea to let people decide for themselves. Yet, he continued, “but of course
it is difficult to take such as risk for both the parents and the doctors in societies like ours.”?°
Giving these two anecdotes, Dr. Ziya contrasts US with India, presenting the US as an
“educated society” as opposed to India, where non-intervention might have severe
consequences. In this contrast, Dr. Ziya also places Turkey next to India, and therefore
implies that similar consequences that disrupt social morality might await an intersex child,

unless intervened.

Even though clinicians might often construe their role as one of scientists who rely solely
on objective data that are devoid of cultural and moral influences, it may not always be the
case. This is not to say that the clinicians cannot distinguish between scientific and
unscientific data well, but rather to point to the necessity of questioning what the
dichotomization of categories such as “objective/subjective” and “medical/non-medical”
imply on a practical level. While the dominant medical discourse suggests that we can
strictly distinguish between medical and non-medical evidence, at a closer look, maintaining
these categories as such means prioritizing the evidence collected by medical professionals
over evidence collected by activists and social scientists, obscuring the fact that these
hierarchies of evidence are created by the power imbalance between the patients and the
medical professionals. Thus, voices of the intersex people themselves can easily get lost in
these debates. In the following section, | will explore the role of psychiatry, which occupies

a unique position in the medical narrative between the “objective” and the “subjective.”

25 “Mesela bu konunun en ¢ok problem oldugu en ¢ok insanlar1 ve tibbi ve adli mekanizmalar1 mesgul ettigi iilkelerden bir
tanesi Hindistan. Hindistan’dan 1999-2000 falan o civarlarda 2 kez pes pese Hindistan”a davetli gittim bir tanesini de bu
konuyla ilgili bir konugma yapti m1 ikincisinde gidip iki {i¢ tane ameliyat yaptim oturup bir workshop”’ta ameliyatg1 olarak
bulundum. Iste bu kliteroplasti vajinoplasti dedigimiz disilestirme ameliyatmi yaptim....O zamanki ismi ile ambiguous
genitalia ile dogan bir bebekten haber alininca bu bebegi genelde kacirirlarmug hicralar denen, kendi iglerinde kapali
yasayan gruplar, yani hangi sehirlerde en fazla bilmiyorum ama kagiriyorlar ve biiyiitiiyorlar, boyle iste.. 13-15 yaslarinda
gelince ¢ok pahali seks objesi olarak satiyorlar... iste yani orada Mesela bu bayagi problem Yani biitiin belediyeler vesaire
bu ise bir ¢are bulmaya ¢alisiyorlar, Yeni Delhi’de dnemli bir saglik kurumu vardi .... yani oraya devamli hasta geliyor,
¢linkii hicralardan kurtaranlar hastalarini oraya getiriyormus topluma kabul edilir hale gelsin bu ¢ocuklar diye.”

26 “ama tabi bizim gibi toplumlarda dyle bir riski almak anne baba igin de zor, doktor igin de zor yani.”
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2.1.3 Medicalization as Lack of Psychiatric Consultation and Care

Medical anthropologist and psychiatrist Arthur Kleinman points out how medicalization has
been mainly construed as “overmedicalization” in medical anthropology, ignoring
psychiatry as a subject of study. In pointing out this lack, he also raises the question, “[w]hat
happens when we see the state not primarily as the source of powerful control over the ...
society at large, but rather as fragile, constrained, and almost powerless to provide the most
basic care for its most ... vulnerable members?” as one of the five questions pertaining to
the future of medical anthropology (Kleinman 2012, 123). Following this question, in this
section, | examine the role attributed to the psychiatric care in the discourses as well as in

the practices of the clinicians I interviewed.

Based on the data | gathered from my interviews with the clinicians, in the process of sex
assignment to a child diagnosed with DSD, psychiatry is usually attributed a secondary role
compared to the role of endocrinology and surgery. If the child is under two years old, and
if the condition is a well-known condition, then “there is not much doubt” about which sex
to assign. For instance, the established medical view for a child with CAH and XX
chromosomes is always to assign them as a girl if the child is under two years old at the time
of the diagnosis. Also, clinicians stated that in many other cases as well, it is easier to assign
sex when the child is under two years old, since it is assumed that gender identity does not
fully develop before that age, and thus it can be influenced by “appropriate” rearing. The
logic follows that when the child is under two years old there is usually no need for
psychiatric examination. However, psychiatrist’s role is considered more important for
children who are above this age. For those children, many of the clinicians | interviewed
emphasized the important role of the psychiatry in the sex assignment process of a child. At
the same time, they expressed concern about the lack of availability of psychiatric
consultation, especially the lack of psychiatrists who are qualified enough - or rather who

have sufficient familiarity with this special group - to help intersex children.

In one of the two major hospitals where | conducted my fieldwork, there were no
psychiatrists or psychologists in the DSD commission, at the time of the interviews (2017
June). There was one pediatric psychiatrist in the other hospital, Dr. Nilgiin Yilmaz, who

was specifically involved with the DSD commission in that hospital. When | asked her about
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how the DSD council works, and how they decide the sex assignment, she said: “Sometimes
they are not sure, so they come to us, and other times if they are organically certain, we

abide by their decision.”?

This indicates that, in two major research hospitals in Istanbul, the decisions regarding sex
assignment are predominantly made by surgeons and endocrinologists, who are most of the
time “organically certain” about the proper sex assignment. Yet, as I discuss at the end of
this chapter, clinicians may not feel certain in their decisions; to the contrary, they may have
a conflicting relationship with their own power over the destiny of the intersex children,
indicating that they need a different kind of expertise to be able to make “technical”

decisions regarding intersex children.

Dr. Nilgun was very friendly and welcoming towards me, but she seemed a bit uneasy about
the topic of my questions, and she did not allow me to record the interview; instead, | took
notes. She expressed concern about how “there isn’t much research on this topic, very little
on children and adolescents; for instance, there are separate clinics for them abroad.
Unfortunately, there aren’t really any in Turkey (in an upset tone). [At the first hospital]
there’s Dr. Ayse Kaya. We don’t know what happens in the long run, for instance,”
indicating that she might be feeling inadequate in her role as a psychiatrist in the case of
intersex children, and someone like Dr. Ayse could know more about it. Dr. Ayse is a
prominent psychiatrist who is well known for her groundbreaking role in helping trans
individuals in Turkey gain their rights and improving the standards of care for them. Since
I did not know any psychiatrist whose name is associated with intersex individuals, | had
requested an interview with Dr. Ayse when | was beginning my research, hoping that I can
learn more from her. However, Dr. Ayse said that she almost never encounters intersex
individuals and she gave the names of a couple of pediatric surgeons, stating that they will
know more about the topic. As | continued my research, | continued to realize how

inadequate psychiatric consultation and care for intersex individuals has been.

27 “Bazen emin olamiyolar o zaman bize geliyorlar, bazen de onlar organik olarak eminlerse biz onlarin kararia uyuyoruz.”

28 “hu konuda ¢ok calisma yok, ¢ocuk ve ergenlerde ¢ok az, yurtdisinda onlar i¢in ayr1 klinikler var mesela, malesef
Tiirkiye’de pek yok (liziilityor), [ilk hastanede] Dr. Ayse Kaya var, uzun vadede ne oluyor bilmiyoruz mesela.”
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Even in cases where the endocrinologists or surgeons might want to refer the child to a
psychiatrist before assigning sex, it is often up to the parents whether to take their child to
the psychiatrist or not, and if they do not want to, there is no mechanism to force them to do
so before surgery. For instance, Dr. Ali told me the story of a teenager for whom he
disagreed with the rest of the committee about sex assignment; the child had been raised as
a girl until the time she was brought to the hospital, and the committee had decided to assign
the child as a female, and to perform gonadectomy on the child to take out the testes. But
Dr. Ali insisted that the child should be assigned as male, and that the testes should be left
in the body, refusing to sign the concluding report. The committee’s decision was followed
anyways, and the child was assigned as a female and therefore the testes were taken out. Dr.

Ali tells this story as:

Dr. Ali: [There was a kid] that played football and provided for the family. My
colleagues here operated them. And | said that | was against them being operated,
cause when the testicles are removed... A child that was supposed to be a boy
was raised as a girl, plays at a girls’ team, plays well, why? Cause there are
testicles. What is androgen? It provides strong physique but the family
reluctantly raised their child as a girl. They lost their testicles, in order to pass as
agirl.

Ceren: So, that child was a big child, one that could express themselves, right?
Dr. Ali: Must be 13 or 14.

Ceren: Did they, themselves say something?

Dr. Ali: No, it was a family where family pressure was very strong. They didn’t
give the child the right to speak.

Ceren: Here, if the psychiatrist or the psychologist sees them, can’t they take
their [statement on the subject]?

Dr. Ali: They can, but, how to say, of course it can be taken but the family has
the last word.

Ceren: But couldn’t they take the child’s consent, even if the family has the last
word?

Dr. Ali: No, they didn’t have the kid talk, or they probably didn’t have them talk
to the psychologist.?®

29 Dr. Ali: Tiirkiye’de top oynayan, aile ailenin gegimini saglayan [bir ¢ocuk vardi] onu da mesela buradaki meslektaglarim
ameliyat ettiler. Ben de dedim edilmesin taraftartyim ¢iinkii testis alininca... erkek olmasi gereken cocuk kiz olarak
yetistirilmis, kiz takiminda top oynuyor, iyi top oynuyor, neden ¢iinkii tesisler var androjen nedir kuvvetli fizik saglar ama
aile istemeden ¢ocugunu kiz olarak yetistirmis, kiz olarak gegsin diye testislerinden oldu.

Ceren: Peki mesela o ¢ocuk biiyiik bir cocuktu, kendini ifade edebilecek bir gocuktu degil mi?

Dr. Ali: 13-14 yasinda filandir herhalde

Ceren: Kendi hani bir sey soyledi mi?

Dr. Ali: yok aile baskisi ¢ok kuvvetli bir aileydi yani ¢ocuga hi¢ s6z hakki vermediler

Ceren: burada Mesela psikiyatrist goriirse ya da psikolog, onlar seyini alamiyor mu?

Dr. Ali: Alabilir ama nasil diyeyim, tabii alinabilir ama son karar aile verir mesela yani

Ceren: Peki ¢ocugun seyini alamaz miyd1 yine de son s6z ailede olsa bile?

Dr. Ali: yok konusturmadilar gocugu, konusturmadilar veya psikologla biiyiik ihtimalle konusturmamiglardir.
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Despite the importance that is attributed to psychiatric consultation and care in the medical
discourse, in practice it can be seen that it is a bit arbitrary to obtain the view of a psychiatrist
or a psychologist, even when the child is old enough to speak for herself, and even when
there is a disagreement on the sex of a child in the committee. Regardless of whether this
story is representative of the majority of the cases or not, it indicates that there is no
mechanism which ensures that a 13-year-old can have their own say in a sex assignment
process that includes irreversible surgical operations. The lack of such a mechanism further
reinforces medicalization of intersex and contributes greatly to the possibility of suffering

of children with intersex traits.

Karkazis notes, “[a]lthough clinicians have expertise -about the endocrine system or surgical
techniques, for example- many have received only basic training in determining gender
assignment” and shows how confusing it can be to make sex assignment decisions for the
clinicians (Karkazis 2008, 93). Dr. Alper, a medical geneticist, pointed out the gap between

the expertise of surgeons and endocrinologists and their assumed role in sex assignment:

Dr. Alper: The most I can say is ‘yeah, medically it has been shown that, you
know, one must pay attention to this at this surgery. The surgeon already knows
about that, or, you know, information can be given such as ‘with patients like
that, with this genetic result, we must pay attention to hypertension’, or ‘when
these people are assigned female gender, they go through sex change operation
again’ but there’s no real connection there, you know, no follow-up with that
family.

Ceren: They say they follow up until they grow up?

Dr. Alper: They do, they do, they follow up very closely but for what? One
follows their hormones, another follows whether they can pee or get an erection,
so that’s something else, there's no connection there...

Ceren: There’s no obligation for psychiatric follow-up, for instance...?

Dr. Alper: Of course not, of course not. ..

30 Dr. A: ben en fazla sunu sdyleyebilirim “a evet tibbi olarak bdyle boyle gosterilmistir ki, iste su ameliyatta suna dikkat
etmek lazimdir,” cerrah zaten bunu bilir, ya da iste “su hastalarda bu genetik sonugta iste yiiksek tansiyona da dikkat etmek
lazim,” ya da iste “bu insanlara ileride disi yoniinde gender assign edildiginde tekrar cinsiyet degistirme operasyonu
geciriyorlar” gibi bilgiler verilebilir ama hani orada tam olarak bir bag yok ki yani hani o ailenin takibi yok

Ceren: bllyliyene kadar takip ediyoruz diyorlar?

Dr. A: ediyorlar, ediyorlar, ¢ok yakin takip ediyorlar da neyini takip ediyorlar? biri hormonunu takip ediyo, biri iseyebiliyo
mu erekte olabiliyo mu onu takip ediyor, dolayistyla o bagka bir sey yani orda bir bag yok yani..

Ceren: dyle psikiyatrik bir takip filan zorunlulugu yok mesela gibi..?

Dr. A: tabii ki, tabii Ki..
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Dr. Alper emphasizes the need for a connection (“bag”) between “technical” decisions
made by clinicians such as what kind of surgery or hormone treatment should be employed
in order to achieve physical sex assignment and the social world the patient lives in. In doing
so, he proposes psychiatric consultation and care as part of an “interface” between the
clinicians and the intersex individuals’ non-medical experiences. In Chapter 4, | come back
to this issue in terms of the possibilities such an interface can offer in closing the gap
between the burden of “organic certainty,” in Dr. Nilgiin’s words, and a more socially
informed approach that values the non-medical information as much as medical information.
In the following section, I discuss in further detail what “organic certainty” might look like

in practice.

2.1.4 “Organic certainty” of Sex and Surgery

The ways in which medical studies are interpreted by the clinicians raises the question of
how the clinicians can be “organically certain” about the sex of a child, considering that
even children born with typically-sexed bodies can develop a different gender identity than
they were assigned at birth as they grow up. In the sex assignment process of intersex
children, the clinicians refer to previous medical studies that are conducted on the specific
condition of the patient. For example, according to existing studies, the majority of children
who are born with 5-alpha reductase deficiency (5-ARD) later develop male gender identity
in puberty®! due to physical virilization; so, when a child is diagnosed with this condition,
they are assigned as a boy, and in that case, clinicians can be “organically certain” about the

assignment.

The medical studies on which these decisions are based upon usually include statistics such
as “%~380 of the children born with 5-ARD develop a male gender identity,” or “%95 of the
CAH children with XX chromosomes develop a female gender identity”; the decisions are
made in favor of the large percentages in these studies. This raises the question of why %95

81 Children born with this condition have typical female phenotype at birth, so they are raised as girls if they are not
diagnosed. In puberty, the body virilizes and they develop masculine sex characteristics.
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“success’ rate in sex assignment justifies the sex assignment to the remaining %S5 of these

children, let alone the early surgical operations that come with it.

In Brain Storm: The Flaws in the Science of Sex Differences, Rebecca Jordan-Young points
out that the studies that are conducted on sex difference on humans are by definition “quasi-
experiments,” namely, they cannot be ideal scientific experiments that include control
groups and experimental groups due to obvious ethical concerns. And “the interpretation of
every quasi experiment depends on carefully placing that study within the overall body of
evidence. So, a synthetic analysis of quasi experiments can actually be done with mapping
the structure of studies, to see how well the studies fit together” (Jordan-Young 2010, 3).
Since there are not many studies to compare with each other on long term effects of current
gender assignment procedures on intersex children to begin with, these statistics become

even more dubious and open to interpretation.

The narrative of “organic certainty” gives the message that sex assignment is finalized once
the surgeries are done. Therefore, the child who is inter-sex is transformed into a single-sex
person, the dis-order is put into order, and the child is no longer in a liminal state because
s/he has reached the final destination. However, because of the questions the interpretation
of studies raise, as well as fact that people born with typically sexed bodies do not always
develop a “matching” gender identity later, it is impossible for clinicians to make a “correct”
sex assignment in each and every case, including the conditions where “success rate” is very
high, such as CAH. However, because the medical narrative obscures uncertainty, the early
sex-assignment surgeries can be justified more easily on the premise that the child would

suffer less psychologically.

One consequence of this is the elimination of other alternatives that can potentially respect
the child’s bodily autonomy as well as minimize social suffering®® for the child. For
instance, this narrative does not allow for a scenario in which a child can be raised with
gender assignment and without surgery, as some intersex activists would suggest. Such a
scenario requires abolishing the binaries between “intersex” and “single-sex,” as well as

binaries between gender roles, since it would mean providing a space to the child in which

32 Social suffering is a term that is used by Arthur Kleinman to define pain caused by social circumstances, as opposed to,
say, mental illness
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gender and sexuality can be recognized as more fluid rather than being fixed once and for
all once the child reaches two-years-old. In the second scenario, gender would not be a
“done deal,” and gender roles could be bent more easily. However, because sex assignment
process is construed as a coherent, linear scenario rather than one with a lot of room for

uncertainty and ambiguity, alternative scenarios cannot find space for discussion.

2.1.5 Temporal Distance Between the Surgical Methods and Outcome Studies

Karkazis notes that another obstacle in the way of change in medical procedures is the
temporal distance between the applications of newly invented surgical methods and
observing the long-term effects of these methods (Karkazis 2008, 158). During the
interviews, many clinicians brought up the lack of evidence about the long-term effects of
current methods and presented it as a problem. In this section | show the implications of this
obstacle through the examples of frequently performed operations in children with

Congenital Adrenal Hyperplasia (CAH): vaginoplasty and cliteroplasty.

CAH is the most common condition among intersex children; pediatric surgeon Dr. Bilent
estimates that approximately %80 of his intersex patients have CAH. He explains the two
corrective surgeries that are typically operated on CAH children, vaginoplasty and
cliteroplasty:

“Now, there’s a closed vagina, maybe part of it is open, and a huge clitoris, now,

what we’re going to do is to open the vagina and turn it into a vagina that is fit

for intercourse, fit for birth, and somehow turn that clitoris into a normal clitoris;

when you think about it like that, it sounds logical. It all went wrong with the
vagina. No matter how much you fix the vagina, it tightens and shrinks.”33

This is not only his experience, but an internationally acknowledged drawback; so, currently
the global tendency is evolving toward postponing vaginoplasty until later when sexual
activity starts, he explains, and continues:

“So the general opinion is... very... Sometimes there’s just a very thin
membrane that closes it, and we cut those open but with the ones that need harder

33 «Simdi kapal1 bir vajen var, belki bir kism1 a1k, kocaman da bir klitoris var, simdi yapacagimiz is vajeni agip birlesmeye
uygun, dogurmaya uygun bir vajen haline getirmek, o klitorisi de bir sekilde normal klitoris haline getirmek, bdyle
diistindiigiin zaman mantiken boyle geliyor. Vajen ile ilgili basimiza gelmeyen sorun kalmadi, vajeni istedigin kadar sen
yap vajen daraliyor kiigiilityor, istedigin kadar yap daraliyor kiigiilityor.”
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surgeries, we don’t touch the vagina at all. Otherwise, if you perform the
operation at 3 or 4 years old, you need to constantly dilate it and keep it large
until the period of adolescence, and this is something that is done constantly,
every day, or every other day, so it becomes a very serious sexual trauma for a
girl at an age when she doesn’t understand what’s what.”3*

Here, there are several issues to be discussed, among which is the assumption that the child
will be heterosexual and will desire penile-vaginal intercourse in the future, and also that
she will give birth. But for the purposes of this chapter, I would like to point out the
mechanism that caused change in this specific surgical procedure, vaginoplasty. Dr. Bilent
states that observing the long-term effects of the former surgeries played a key role in
changing this procedure in favor of a non-intervention policy, postponing vaginoplasty, both
on a global scale and also in his own practice.

Cliteroplasty poses a similar problem. If a child has a large clitoris and is going to be
assigned as a girl, then clitoris reduction is common practice. On the other hand, the fact
that clitoris is crucial to sexual pleasure has recently forced surgeons to abandon the practice
of cutting the “excess” part of clitoris, and instead to develop new surgical techniques in
order to preserve the tissues with high nerve density while preserving innervation. For
instance, pediatric surgeon Dr. Bulent explained that he follows this principle in the
cliteroplasty operations he performs: the clitoris is separated into its parts (corpus
cavernosum), some of this erectile tissue is removed if it is “too large,” and they are buried
inside of the labia. And then the tip of the clitoris is stitched back. It is presumed that the
sexual pleasure will be preserved with this technique since the tip of the clitoris, the part
with the higher density of nerves, is preserved. It is also thought that this is a reversible
surgery; the parts that are buried could be taken out and the clitoris could be resumed to its
former shape, in case the child wants to have it back in the future. However, the problem is
that it is not known at the moment if this is possible, and what kind of consequences will
await the person if this kind of reversal happens.

Dr. Birsen Kog, a pediatric endocrinologist, says:

34 «Onun igin genel kani... ¢ok... sadece bazen incecik bir perde kapatiyo oluyo onlart kesip agtyoruz ama daha zor
ameliyat yapilmasi gerekenlere de hi¢ dokunmuyoruz vajene. Yoksa dort yaginda 3 yasinda yaparsan addlesan déneme
kadar siirekli onu dilate ederek genis tutman lazim, bu daha bir kiz ¢ocuk igin siirekli her giin giin asir1 yapilan bir sey cok
ciddi bir cinsel travma haline geliyor daha neyin ne oldugunu anlamadig: yasta.”
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“I don’t know, I mean, you should ask surgeons that; talk to the surgeons. But
burying a clitoris is reversible. Besides, even if they’re going to remain as a girl,
... There’s fibrovascular bundle, namely fibers that organize pleasure, etc.
during sexual intercourse. Even if they become a girl, we should protect them,
so it’s protected that way... But 99.9 per cent of the ones that go through
clitoroplasty are Congenital Adrenal Hyperplasia; they’re all karyotype girls,
they have uteruses, the ovaries are in place and function normally. There’s
something wrong there, I mean, there’s a problem with the adrenal so the
androgens are high, and in our treatment, those androgens get out of the system,
so there’s no doubt there, they are raised as girls.”*

Dr. Birsen first gives the theoretical justification for this practice, and then moves on to
discussing practical application. Theoretical justification for clitoral reduction is that it is a
reversible surgery. Yet, Dr. Birsen is cautious in asserting the reversibility, and the main
justification she provides is that almost all of CAH children are assigned as girls, and
therefore the possibility of reversal is not a main concern. This points that in practice, the

operation is based on the assumption that the child will not demand reversal in the future.

However, Dr. Bulent, who has over twenty years of experience as a pediatric surgeon, is
even more cautious about this technique; after explaining the details of this procedure, he

continues:

Dr. Bilent: If they ask at an adult age: ‘where is my clitoris?” we cut these off
and we give them to them, saying: ‘there’s your clitoris!’

Ceren: Does that happen?

Dr. Biilent: Sure, it does, we hope it does; since there’s no one yet who reached
that age... It’s been five years since these operations started.®

Dr. Bilent directly points to the problem of temporal distance between the operations and
the observing of the results, implying that they may not obtain the desired results. Also, he
is not only concerned about reversibility, but also about the ability of preserving sensitivity

and the sexual function of clitoris with this method:

% Bilmiyorum yani ger¢i onu cerrahiye sormak lazim cerrahi ile konusmak lazim ama klitorisi gdbmmek geri doniisiimlii
bir sey. Ayrica da hani kiz olarak bile kalacaksa .... o klitorisin i¢inde fibrovaskiiler bundle, yani o cinsel orada iliski
sirasinda zevk alma bilmem ne hani oray: diizenleyen yapilar var, kiz olsa bile korumak gerek, o sayede korunmus
oluyor.... Ama kliteroplasti yapilanlarin yiizde 99.9u Konjenital Adrenal Hiperplazi oluyor; onlar hep karyotip kiz, rahimi
var, overleri yerinde ve normal ¢alisiyor. Orada yanlis bir sekilde yani bobrek iistii bezinde sorun oldugu i¢in androjenler
yiiksek, bizim tedavimizde de o androjenler sistemden kalkiyor, o ylizden oradan hi¢ siiphe yok, onlar kiz olarak
yetistiriliyor

% Dr. Biilent: ileride eriskin yasta nerede benim klitorisim derse bunlar1 kesip al sana klitoris diye ¢ikarip veriyoruz
Ceren: Olabiliyor mu dyle?
Dr. Biilent: oluyor tabii, olacagini iimit ediyoruz, daha o yasa gelen olmadigi i¢in.. bu ameliyat baslayali 5 sene oldu.
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“But no matter what, when these [people] become adults, they become people
who don’t enjoy or who even fear sexual intercourse, big majority of them; there
is crazy research about these. You’ll see as you research; the cutting of the
clitoris [takes away] all the sexual pleasure. All this genital mutilation, etc. which
is done also in Africa is aimed at this anyway, by cauterizing the clitoris... They
can get vaginal orgasm but when there’s no clitoris, the vaginal orgasm is
endangered too.”%

Similarly, pediatric surgeon Dr. Ali explained the importance of the integrity of clitoris to
his students during class:
“Normally, the clitoris was being amputated; I’m the first to do the surgery while
protecting the tissue on it. The surgery lasted for three hours. They said: ‘What’s
Doctor Ali. doing down there [in the operation room]?’ There was no one doing

that here. Now I don’t do that anymore either, cause this tissue is very sensitive,
no matter how much you pay attention...”3®

Based on his own experience, Dr. Ali realized that no matter the surgical method, clitoris is
too sensitive to be operated on, and therefore he stopped performing cliteroplasty on his

patients.

While these examples can be considered as part of a development toward enhancing the
practice of informed consent, Karkazis states that this is one of the general problems in
medical treatment procedures of intersex children: a great number of surgical methods exist,
they are constantly updated, and therefore long-term effects are not known at the time of the
application because they are newly developed methods. It takes many years before the
children grow up and long-term effects can be observed. In many cases, negative
consequences are observed later, and more new methods are developed, yet the cycle
continues. Meanwhile, the operations are justified by the claims that they fix the problems
that exist in the former methods, and thus the potential harm that can be caused by the

surgeries is overlooked because it cannot be proved at the time of the operation.

87 <«Ama ne olursa olsun bunlar eriskin birey haline geldikleri zaman cinsel birlesmeden zevk almayan, hatta korkan bireyler
haline geliyorlar ¢ok biiyiik ¢ogunlugu, acayip aragtirmalar var bununla ilgili. Sen de arastirdik¢a goreceksin klitorisin
kesilmesi biitiin cinsel hazzi... zaten bu genital mutilation falan Afrika’da da yapilan iste tamamen buna yonelik, klitorisi
daglayarak, vajinal orgazm olabiliyor ama klitoris olmadig1 zaman vajinal orgazm da tehlikeye giriyor.”

38 Klitoris normalde ampute edilirdi, iizerindeki dokuyu koruyarak ameliyati ilk yapan benim, ameliyat 3 saat siirdii, ‘Dr.
Ali asagida [ameliyathanede] ne yapiyor?” dediler, bunu burada yapan yoktu, simdi onu da yapmiyorum ¢iinkii bu doku
¢ok hassas, ne kadar dikkat etseniz de...”
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2.1.6 Selective Application of Theories

Another point that was striking to me was the use of multiple theories that often contradicted
each other, to justify ongoing early surgical interventions. There are two main theoretical
frameworks that influence gender assignment procedures in the current treatment paradigm;
to put it simply, one prioritizes social constructionism over biological determinism, and

vice-versa.

The social constructionist view contends that the gender identity of a child is mainly
determined by socialization process, as opposed to biological factors; it is associated with
the psychologist John Money, who played a crucial role in setting the dominant paradigm
of medical treatment of intersex infants starting from the 1950s. While having great fame
and influence in the field until the 1980s, by the mid-1990s he was being harshly criticized
due to his infamous “failure,” which became publicly known as the John/Joan case,* as well
as because “changing cultural understandings of sex, gender and sexuality (and their
relationships), concomitant movements for the acceptance of non-normative sexualities,
gendered ways of being, and bodies, the decreased authority of the medical profession, and
the rise of principles of medical ethics were changing the context in which intersexuality
was understood and treated” (Karkazis 2008, 64). As a reaction to these developments,
biological deterministic views, which hold that the gender identity is mainly determined by
biological factors such as chromosomes and hormones, began to gain more legitimacy in
the field against social constructionism. Nevertheless, this did not mean that Money’s views
were to be abandoned altogether - he did not entirely reject biological factors anyways.
Rather, most theories he proposed continue to be popular today among clinicians. One

theory that is reminiscent of Money’s legacy is the idea that genital appearance has a large

39 While he was a psychologist at Johns Hopkins in mid-1960s, John Money encountered a male infant whose penis was
accidentally amputated during circumcision, and he suggested that the child could be reassigned as female and can develop
a female gender identity through appropriate socialization. David underwent sex-reassignment surgery and was renamed
as Brenda; the operation was kept secret from him. For a long time, Reimer case was reported as a “successful case” that
substantiated Money’s approach. As Reimer grew up to become an adult, however, it turned out that it was not a “successful
case”; David Reimer reclaimed his male identity, and the sex-reassignment caused him significant psychological damage.
Unfortunately, Reimer committed suicide in 2004, at the age of 38. Money was accused of using Reimer as an experiment
subject -Reimer also had an identical twin, so it made Reimer a perfect candidate for such an experiment, since the twin
could be the “control case”- to build up his own reputation. For an extensive analysis of the Reimer case and its relevance
to the origin and development of Money’s theories on intersexuality, see (Karkazis 2008). For a broader critical analysis
of Money’s diagnostic concepts “hermaphroditism,” “transsexualism,” and “paraphilia,” see (Downing, Morland and
Sullivan 2015).
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influence on determining gender identity. Because of this belief, for instance, children who
had micropenis -who are otherwise typical males- were reassigned as females, since it was
though that an atypically small penis would impair the male development of gender identity.
This practice is largely abandoned today; however, the idea that genitalia is of crucial
importance to gender identity remains popular among clinicians and is a legitimate reason

for surgical intervention.

In connection with this idea, in a study he published in 1985, John Money concluded that
boys who have atypically small penises are more likely to be homosexuals. | found out that
this idea still circulates among the clinicians I interviewed and influences their decisions.
This reasoning especially applies to male-assigned children, that is, male-assigned children
who have small penises or no penises are believed to be more likely to have “same-sex”
attraction if they grow up without surgical or hormonal interventions to enlarge the penis.
Therefore, male-assigned children who have penises that are considered atypically small are
likely to go through penis reconstruction surgeries - if not assigned as girls any more.
Pediatric surgeon Dr. Engin explains how this reasoning works in children with 5-ARD:

“In the disorder that we call 5 alpha-reductase, the penis is small, but we try to

turn it into a penis somehow. The group with heavy hypospadias, you know, the

willy is very small, etc., in these... I mean... Like this... The sexual identity is

under so many different factors; I mean, ranging from your anatomic structure

to... you know, hormonal... I mean, I don’t know... a small penis, a very very

small penis can push you towards a very different direction... it can affect,
ranging from depression to your sexual preference.”*

Children who have 5 alfa reductase conditions are believed to develop male identity, and
therefore assigned as males when they are diagnosed. Dr. Engin means that they perform
penis reconstruction surgeries on these children against the odds that they might grow up

with an “error” of sexual orientation.

Although no one explicitly mentioned among my informants, Karkazis notes that one reason
that clitoris reduction surgeries are so common is the concerns of masculinized sexuality;

for example, it is believed that if the clitoris is left in its original size, a girl is more likely to

40«5 alfa rediiktaz dedigimiz bozuklukta penis boyu kiigiik oluyor, onu biz bi sekilde penis haline getirmeye calisiyoruz
agir hipospadyash grup, hani pipi boyu ¢ok ufak bilmemne... Bunlarda mesela...Yani.. S@yle... Cinsel kimlik o kadar
farkl: etkenler altinda ki, yani senin anatomik yapindan tut, iste hormonal, yani ne biliyim... kii¢lk bir penis, ¢cok ¢ok kiiglik
bir penis seni ¢ok daha farkli yonlere itebiliyor, depresyondan tut, cinsel tercihine kadar etkileyebiliyor.”
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become lesbian, or to embrace “masculine behavior” (Karkazis 2008, 149). In the next
chapter I will further discuss the hetero-normative construction of sex, gender and sexuality
ingrained in the medical paradigm. For now, | would like to show another way in which

Money paradigm is effective in current medical treatments.

According to Money’s paradigm, sexual identity develops during the first 2 to 2,5 years of
a child’s life, and socialization is extremely important in this development. However, as |
mentioned above, when Money’s paradigm began to be abandoned, dominant medical
opinion started to shift toward biological determinism, distancing itself from Money’s social
constructionism. One major consequence of this shift has been the increasing importance
attributed to “brain organization theory,” which includes the argument that gender identity
is constructed during prenatal period, and it is fixed immediately after birth, which means
that gender identity reaches its final stage long before the age of two. Brain organization
theory is quite popular and influential in determining the treatment procedures of intersex
children. On the other hand, the social constructionist idea that gender identity is flexible
until the age of two and it can be shaped by social rearing still provides a strong justification
for early intervention in clinicians’ narratives. According to this view, children are much
more flexible in developing gender identity in accordance with their social rearing, and
therefore clinicians believe that they should “catch” children before this age in order to be

able to assign their gender “correctly,” in accordance with their “true sex.”

A brochure that is prepared for the parents in one of major research hospitals in Istanbul,
includes the following statement:
“It 1s very important that disorders of sex development are determined right after
birth or before 1.5 to 2 years old when the sexual identity is formed. Because a
severe defect that is not noticed or admitted can cause the family to be mistaken

about the sex, and the child to be raised according to the behavioral model that
pertains to the opposite sex.”*

This brochure was published recently when | was doing my fieldwork in the summer of
2017. On the one hand, the brain organization theory and biological determinism dominates

the theories of sex and gender in the medical community at large; on the other hand,

41 “Cinsiyet gelisim bozukluklarinin, dogumdan hemen sonra ya da cinsel kimligin olustugu 1,5-2 yasindan dnce tespit
edilmesi cok &nemlidir. Cunki fark edilmeyen veya kabul edilmeyen ileri derecedeki bir kusur, ailenin cinsiyet
konusunda yanilmasina ve ¢ocugun karsi cinse 6zgii davranis modeline uygun yetistirilmesine yol agabilir.”
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clinicians assume that they have flexibility before roughly two years of age because they
believe that gender identity is not fully set before that age, enabling them to ensure the
development of the correct gender identity with the right kind of intervention. While they
seem conflicting with each other, both of these theories were quite prevalent among the
clinicians | interviewed. However, they were not used randomly, but rather utilized
selectively and strategically in the way that would best maintain heteronormative values. |
do not argue that clinicians use the theories selectively and with the intention of
manipulating the patients, but | argue that heteronormativity is so deeply ingrained in these
medical theories about gender, sexuality and body that they are considered to work that way
“naturally.” Jordan-Young mentions that “key scientists repeatedly assured [her] that the
constructs they work with in the realm of sexuality are “common sense.” Thus, measures
for most traits, especially in the domain of sexuality, have not been seriously debated,”
which is one of the criticisms she brings to the brain organization research (Jordan-Young
2010, 58).

Finally, it is worth noting that the hierarchical structure in medical communities may
contribute to the continuation of theories even if they are outdated. This hierarchy works
both internationally and domestically; the North American influence is very high in medical
theories, and also seniority is extremely important in determining whose opinion counts in
any given hospital. And since decisions about sex assignment and surgery are made by a
team, the opinions of the senior surgeons and endocrinologists might dominate the others’
opinions. This is both bad and good news. The bad news is that the clinicians who have
more unorthodox thoughts among my informants were the younger and less influential ones.
On the other hand, this might be good news too, because when a prominent surgeon thinks
that cliteroplasty is harmful and decides to abandon this surgery in his own practice, he is
likely to influence many others in the field.
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2.2 Medical Language on Intersex

2.2.1 Debates around “Disorders of Sex Development”

In 2006, Consensus Statement on Management of Intersex Disorders was published,
introducing the term “DSD” (Disorders of Sex Development) in order to replace “intersex,”
which had become a term that represented “a positive marker of non-normative and queer
identity, rather than a medicalized term denoting pathological or disordered status” as a
result of intersex activist movement in the US (Spurgas 2009, 98). The intersex activist
movement started to become visible in the US in the 90s, especially with the foundation of
Intersex Society of North America (ISNA)*? in 1993. ISNA, in its early years, completely
rejected medicalization of intersex and positioned itself within a radical queer politics. In
later years, divisions began to emerge among ISNA members around the issue of whether
or not the intersex movement should engage with medical community, and those who
wanted to engage with the medical community were accused with going against the queer
politics of early ISNA (Spurgas 2009, 98-100). Regardless, eventually their views came to
dominate the organization, and ISNA moved towards a politics that favored collaboration

with medical professionals in its later years.

A cornerstone in the road to the Consensus Statement on Management of Intersex Disorders
(2006) was the Intersex Consensus Meeting held in Chicago in 2005 to discuss various
issues around medical management of intersex, with the attendance of “50 ‘experts’ from
10 countries, and two intersex activists” including the founder of ISNA, Cheryl Chase
(Spurgas 2009, 101). Cheryl Chase and historian Alice Dreger along with other researchers
and clinicians considered it necessary to conjoin a new terminology for intersex. Their
argument was that the existing nomenclature did not reflect the medical realities of intersex

individuals in terms of classificatory groups, which made it difficult for them to access

42 ISNA is the first large intersex activist group that posed medical treatment of intersex as a political issue. It was founded
by Cheryl Chase (Bo Laurent) in 1993 as a support group. Cheryl Chase states, “ISNA’s most immediate goal [had] been
to create a community of intersex people who could provide peer support to deal with shame, stigma, grief, and rage as
well as with practical issues such as how to obtain old medical records or locate a sympathetic psychotherapist or
endocrinologist” (Chase 1998, 197), and that the long-term goal was to “change way intersex infants are treated, ... that
surgery not be performed on ambiguous genitals unless there is a medical reason (such as blocked or painful urination),
and that parents be given the conceptual tools and emotional support to accept their children’s physical differences” (Chase
1998, 198). ISNA’s online archive is available at http://www.isna.org/.
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proper medical care when they needed it. As Spurgas cites from Alice Dreger, a re-
classification was also deemed necessary to “[sort] patients into diagnostically meaningful

groups if sound, evidence-based research [was] to be conducted” (Spurgas 2009, 101).

While the proponents of DSD terminology argued that this move would make intersex
individuals’ access to medical care easier, Spurgas argues that it contributed to the
medicalization of intersex, reconsolidating the authority of medicine over the issue of
intersex: “pro-DSD contingent’s primary interest [was] in distancing intersex activism from
queer and transgressive sex/gender identity politics and instead in supporting Western
medical productions of intersexuality,” (Spurgas 2009, 101-102) and that “the language of
disorder goes hand-in-hand with this approach to intersex -the idea that there may be
physical disorder present in an intersex body, but that this physical atypicality in no way
compromises normative gender identity and certainly does not compromise heteronormative
sexual desire and lifestyle” (Spurgas 2009, 106). As some intersex activists (e.g. Koyama
2006) mention, there are many individuals with intersex traits who do not embrace intersex
as something that “queers” their identities. On the other hand, the two views -one that
embraces “intersex” and distances “DSD” and positions itself in queer politics, and one that
embraces “DSD” rather than “intersex”- are often presented as binaries, they do not have to
be so, and in fact they are not. Both views persist among intersex communities; there are
also many people who would embrace both terms and/or use them strategically in different

contexts for different reasons (Davis 2015).

Nevertheless, DSD terminology has drawn substantial criticism from scholars. In her book
Contesting Intersex, intersex scholar Georgiann Davis argues that “the linguistic shift from
intersex to DSD served as a perfect vehicle for medical professionals to reassert their
authority and maintain their exclusive jurisdiction over intersex traits. It allowed medical
professionals simultaneously move beyond the John Money debacle and to respond to
intersex activism and feminist critiques that were successfully claiming intersex was not a
medical problem” (Davis 2015, 70). In other words, “DSD clinicians’ established
themselves in opposition to John Money, who is considered the symbol of the “pre-DSD”
era and is associated with the publicly known failures of medical treatment of intersex. In a

similar vein, Spurgas argues that the DSD treatment logic will mainly serve to “open up the
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possibility of a new and even more encompassing “intersex treadmill,”” which is a term
coined by Cheryl Chase to refer to the “never-ending drive to fit within a normative sex
category” which requires a “lifelong “management” in order to continue to pass as [the
ascribed] sex” (Spurgas 2009, 113). Further, according to this view, it promotes a
stigmatizing language which assumes the existence of an original sex in every person, as
well as presenting the individual, rather than the existing social norms, as the main source
of problem. The activism that the language of DSD allows focuses on the bodily rights of
the individual, while failing to adequately problematize the social and cultural norms
(Holmes; Spurgas; Morland 2009). Spurgas further criticizes the way in which the decisions
were made on the road that ended with the 2006 Guidelines, pointing out that mainly the
US-based medical community determined these debates and the decisions, whereas those
who are affected by it in the rest of the world were not consulted during this process (Spurgas
2009, 111-112). However, Davis also emphasizes that using the DSD language can be
necessary to access biological citizenship, and she advocates using both terms strategically,
as they are needed (Davis 2015).

2.2.2 Clinicians’ Use of Terminology

Currently, DSD (Disorders of Sex Development) is the umbrella term that is used to define
intersex conditions in the medical literature. The classification system used before the 2006
Consensus was based on a distinction between “male-pseudohermaphrodites,” “female-
pseudohermaphrodites,” and “true hermaphrodites,” in which gonads indicated which group
the person belongs to. According to this system, someone who has ovaries would be
classified as a “female-pseudohermaphrodite,” and someone with testes as a “male-
pseudohermaphrodite.” And the term “true hermaphrodite” was left for the rare condition
Ovotesticular DSD, in which both ovarian and testicle tissues exist. As a result, the
overwhelming majority of the conditions were classified under one of the “pseudo-"’ groups.
However, because the term “hermaphrodite” came to be considered offensive, the term
“Intersex” was often used as an umbrella term by medical professionals, even though
“clinicians have never fully incorporated intersex to their vocabulary...there has never been

agreement on what intersex means or on what conditions constitute intersex” (Reis 2007,
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537). Indeed, the most common way in which the 2006 Consensus Statement came up during
my fieldwork was how it made classification much easier for the clinicians. When | asked
Dr. Ayfer if the consensus caused any changes in practice, she replied, “The new consensus
classified everything more clearly; it was very complicated before; there are still some vague
things, but it is much better now.”*® Several other clinicians gave similar answers to this
question. For the clinicians, it means that they can be now more confident in their decisions
about the treatment process than before, confirming the view that the 2006 Consensus
Statement and the DSD language contributed to medical authority over intersex. Since the
2006 Consensus Statement replaced “intersex” with “DSD,” the new terminology and the
Consensus Statement in general have been highly contested by many intersex activists, who
reject the label of “disorder” to define intersex conditions. According to this view, the
language of “disorder” defines a natural bodily variation as a medical abnormality to be
fixed; in this way, the “disorder” language helps unnecessary medical interventions -

especially the early surgeries- to be justified.

Not surprisingly, | found that DSD language is quite popular among the clinicians I
interviewed. The Turkish translation of “Disorders of Sex Development” is Cinsiyet Gelisim
Bozukluklari (CGB), but the terms my informants used also included Cinsel Gelisim
Bozukluklar: (Disorders of Sexual Development), Cinsel Gelisim Farkliliklar: (Differences
of Sexual Development), Cinsel Gelisim Sorunlari®*, and Cinsel Gelisim Kusurlari®®; they
referred to the latter two of these terms only in Turkish and to the former two with English
translations. Several of the clinicians touched upon the debates on the term “disorder.” Three
of them, pediatric endocrinologist Dr. Ayfer, pediatric surgeon Dr. Bilent and intern
clinician Dr. Irmak (who is also an LGBTI+ activist) mentioned their preference of the term
“difference” instead of “disorder,” and therefore preferred to use DSD as “Differences of
Sex Development” or “Cinsel Gelisim Farkliliklari.” 1 did not ask clinicians specifically
whether they prefer the term “difference” or not; these three clinicians brought it up

themselves. Other informants either used “CGB” or names of the specific conditions, rather

43 “Yeni consensus herseyi daha net smiflandirdi, eskiden gok karigikti, simdi daha oturttu, simdi de bazi vague durumlar
var ama ¢ok daha iyi.”

4 «“Sorun” can be translated to English as “problem.”

45 “Kusur” can be translated to English as “defect.”
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than using an umbrella term. A couple of clinicians also brought up the old terminologies
such as “pseudo” and “true hermaphrodites,” either because they found it easier to explain
or it made sense to them, which shows that this classification system might still be influential
in their thinking. Also, many clinicians indicated that they use the name of the specific

diagnosis among each other, instead of DSD or any umbrella term.

Among these terms, Cinsel Gelisim Sorunlar: (CGS) is promoted by the Society for Sexual
Development and Hypospadias (Cinsel Gelisim ve Hipospadiyas Dernegi), which is a
medical association that aims to “diagnose, treat, and follow-up individuals with disorders
of sexual development and hypospadias and support their families*® (Cinsel Gelisim ve
Hipospadiyas Dernegi).” An announcement on the website that is published on 2014
October explains one of the reasons for this preference as, “It should be noted that
characterizing problems of sexual development as defects or disorders is refuted, first of all,
by the people who have these traits, and their views should be respected*’ (Cinsel Gelisim

ve Hipospadiyas Dernegi'nin Duyurusu 2014).” 48

The least popular terms among the clinicians are “hermaphrodite” and “intersex.” They cited
similar reasons for the inappropriateness of these terms: “hermaphrodite” means having
“both male and female sexual organs,” while “intersex” implies being “in-between sexes.”
Neither of them is in accordance, however, with the predominant medical view that
everyone has one “true sex,” either male or female. Several clinicians also suggested that
these terms are offensive to patients for the same reasons; therefore, “intersex” is positioned
as a derogatory term similar to “hermaphrodite,” according to these clinicians. Also, most
clinicians emphasized in particular that the term “gift cinsiyetli,” which is close to the term
“hermaphrodite,” is wrong to use. They complained that the patients “somehow pick up this
term” and they try hard to convince the patients that their child is not “¢ift cinsiyetli,” but
only has a “disorder,” or “difference,” of sex development, and otherwise “s/he is a normal

girl/boy.”

46 Translation from Turkish belongs to me.
47 Translation from Turkish belongs to me.

48 “Cinsel gelisim sorunlarmin bir kusur ya da bozukluk olarak nitelenmesinin 6ncelikle bu dzelliklere sahip bireyler
tarafindan reddedildigi bilinmeli ve goriislerine saygi gosterilmelidir.”
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“Intersex” as a term is used more in the context of activism in Turkey, as well as globally,
and it is unfamiliar to the larger population compared to “hermaphrodite” or “gift cinsiyetli.”
Also, the fact that the word “sex” only refers to sexual activity in Turkish language might
create difficulties for using this term. For instance, activist intern clinician Dr. I, who is
strongly against the term “disorder,” mentioned that she nevertheless avoids using the term
“intersex” with the patients for this reason:

“Intersex is not used much anymore; it’s a little bit to do with demographics but

it is very difficult for our patient or the families to understand that, and the word

‘sex’ is something that creates problems, you know, since people think about it
not in the sense of gender but directly sexuality.”®

However, this is not a problem only in Turkey; intersex activist and scholar Georgiann Davis
shows that it might be an issue in the North American context too; even if ‘sex” refers to

bodily characteristics, the term “intersex” might be perceived as embarrassing (Davis 2015,

102).

Dr. Ali also brought up the debates about the terminology when | asked him about why
“intersex” is not used in the medical nomenclature any more:
“I mean, for instance, intersex, you know, inter-sex, you know, like sex is
between two things... it sounds like it’s torn between two sexes. We abandoned

that. I mean it’s been abandoned; now it’s called ‘cinse/ gelisim kusurlari,’™°
namely, ‘disorders of sex development.”>!

Dr. Ali here emphasized the words “kusurlar1” and “disorders™ in order to imply that the
word “kusur” is a correct translation of the word “disorder,” and therefore should not be
perceived as offensive, even if it might sound offensive, as it also has the meaning of being

“defected.” He continued:

49 “interseks ¢ok kullanilmiyor birazcik demografik ile ilgili bir sey ama hastamizin ailelerin falan onlarn anlamasi ok zor

ve seks kelimesi sikinti yaratan bir sey hani cinsiyet anlaminda degil direk cinsellik anlaminda diisiindiigii i¢in insanlar.”
(Dr. Irmak)

50 Because this quote is about translation, | left this part in the original language, Turkish. The literal translation of this
phrase would be “defects of sexual development,” but Dr. Ali used it only in Turkish. He translated the phrase into English
as “disorders of sex development.” As I explained above, the Turkish translation of “defect” (“kusur”’) was suggested by
some clinicians in Turkey instaed of “disorder.”

51 “Yani mesela interseks, iste inter-sex, iste cinsiyetin iki arada bir sey.. iki cinsiyet arasinda kalmus gibi bir ifadesi var,
bunu terkettik, yani terkedildi, cinsel gelisim kusurlar:, yani disorders of sex development olarak gegiyo simdi.” (emphasis
belongs to the speaker).
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Dr. Ali: | mean, this is the goal here... so that people are not disturbed by the
expression of a disease about them.
Ceren: Are they disturbed by intersex?
Dr. Ali: I mean, yes, yes, yes... [a term] that includes intersex... or even cinsel
gelisim kusurlar: (defects of sexual development) ... For instance, when the
person thinks of themselves as “we’re not defective”, they’re sometimes
disturbed by that name of disease, I mean, someone with a defect of sex
development... I mean, defective... Since it is not nice for people to perceive
their children as someone that is sexually defective, or for people to talk about
the children that way, they tried to change that too. Now, instead of Disorders of
Sex Development, ... The ‘D’ at the beginning of DSD [is used as] “differences”
(farkiiiklar) instead of “disorders,” | mean the terminology got all the way
there.>?
Dr. Ali indicates that “intersex” is perceived as even more offensive than “disorder” by the
patients. While he agrees that intersex is not a good idea to use because of its implication of
an “in-between” state, he finds the reactions to “disorder” a bit of an exaggeration, implying

that those who are offended by the language of “disorder” might be a bit oversensitive.

While it is true that both “disorder” and “intersex” are highly contested terms, there are
many different views among different groups. The majority of intersex activists, including
those in Turkey, argue against the term “disorder” and embrace “intersex.” Although there
are activist groups and intersex individuals who embrace, or at least who do not completely
reject the term “disorder” (Davis 2015), the intersex activists and allies predominantly use
“intersex” rather than “DSD.” According to Davis’s US-based study, most parents tend to
prefer “DSD” to “intersex,” since they are comforted by a medical explanation for the
atypicality of their child, in addition to their discomfort with the association of “intersex”
with LGBT (Davis 2015, 143). On the other hand, according a clinical study conducted in
Turkey, “DSD” is even less preferred than “intersex” is by the parents, who usually prefer
using the Latin-origin name of the specific condition rather than an umbrella term. The
authors concluded that their “study was consistent with the earlier ones showing a lack of

acceptance of the term DSD by the families despite the worldwide use of it among clinicians

52 Dr. Ali: yani burada amag su.. kisiler kendileriyle ilgili kullanilan hastalik ifadesinden rahatsiz olmasmlar diye.

Ceren: ‘Interteks’ten rahatsiz mi oluyorlar?

Dr. Ali: Yani evet, evet, evet.. i¢inde interseks.. hatta cinsel geligim kusurlarz.. mesela kisi kendisini “biz kusurlu degiliz
ki..” diye diisiindiigii zaman, o hastalik isminden de rahatsizlik duyabiliyor yani cinsel gelisim kusuru olan birisi.. yani
“kusur”lu, cinsel acidan kusurlu birisi gibi ¢ocuklarmi algilamasi insanlarin, veya g¢ocuklarin kendilerinden bdyle
bahsedilmesi hos olmadigi i¢in o da degistirilmeye ¢aligildi. Onu da simdi Disorders of Sex Development degil de.. DSD’de
bastaki “D” “disorders’ yerine, “differences,” “farkliliklar” [olarak kullaniliyor] yani, oraya kadar geldi terminoloji.
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(219-20),” and pointed out that parents avoid using any term that contains the word “sex”
in it (Tiryaki, et al. 2018)3. Thus, Dr. Ali’s narrative seems reflect the dominant clinical

perspective, which is challenged by these studies.

Davis mentions that clinicians often compare DSD to other diseases or medical conditions
in order to “balance the dominating perspective that focuses almost exclusively on gender-
related aspects of DSD with one that conceptualizes DSD as a congenital and chronic
condition, akin to other pediatric conditions’ (Davis 2015, 93).” In fact, Dr. Ali also used a
similar way to imply that DSD is a medical condition:
“well... a problem® means a problem, in fact... [Like] stomach or intestinal
problems but when... when it’s ‘disorders of sex development’, sexual... I
mean... when the word... ‘sex’ is involved, gender thing is involved, it can be
off-putting, that’s why making it a little bit more... I’d said at a meeting, that the

word that really needs to change here is not ‘disorder’ or ‘differences’, etc. but
the word “-sex’ must be removed; I think that will be removed soon.””®

Even if Dr. Ali is sympathetic to those who are offended by the term “DSD,” he nevertheless

maintains that it is a disease.

Moreover, | found out that when a clinician advocates for the term “difference” instead of
“disorder,” it does not mean that they do not consider this difference as a problem. But
instead, the term “difference,” when used in a medical context, might mean that the
difference is still a disease. For instance, Dr. Ayfer indicated preference for the term
“difference” over “disorder,” yet perceives DSD as “just like any other disease.” I asked her
what she thinks about the argument that any intervention except non-vital interventions
should not be done during childhood, including conditions such as hypospadias®®:

Ceren: You know, they say that [it should not be intervened] for non-vital
surgeries such as hypospadias, either.

Dr. Ayfer: But you know, for hypospadias... there’s mild hypospadias and then
there’s severe hypospadias. Severe hypospadias can cause a lot of disturbance to

53 According to the study, out of the 79 parents inquired, only 2 mentioned “DSD” and 5 mentioned “intersex” to define
the condition of their children, whareas 40 of the parents were familiar with the term “DSD” and 42 with “intersex.”

54 Here Dr. Ali refers to “disorder,” but he used the Turkish word for “problem,” (“sorun ).

55 “ee.. sorun, sorun demek aslinda... Mide bagirsak sorunlari hastaliklar1 [gibi] ama isin igine... disorders of sex
development oldugu zaman cinsel.., yani... isin i¢ine... seks kelimesi girdigi zaman cinsiyet seyi girdigi zaman itici
olabiliyo, onun i¢in onu birazcik daha... bir toplantida ben burda asil degismesi gereken kelime ‘disorder,” ‘differences’
vesaire degil ‘-seks’ kelimesi kaldirilmali demistim, sanirim yakinda da o kaldirilacak”

5 A condition in which the opening of the urethra is on the underside of the penis.
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the patient. I mean that’s still a man, but there can be a hypospadias correction
surgery, | mean, they cannot pee.

Ceren: Can’t they pee sitting down, for instance?

Dr. Ayfer: They can do it sitting down, but there’s the psychology of that, etc.,
it won’t be like other men... I mean, it’s harder to say so hundred per cent.®’

Here, when Dr. Ayfer says “they cannot pee” she actually means that a child with
hypospadias cannot urinate in a standing position, which would create the problem of
difference, as “he won’t be like other men.” Thus, even if she perceives DSD as a

“difference,” it is a difference that should be “fixed” in early childhood.

2.2.3 Practical Implications of Understanding Intersex as a Disorder

One other criticism that was brought to the DSD language was that, as a result of positioning
intersex as an abnormality that should be fixed or avoided, it might provide justification for
eugenics with the help of medical technologies (Spurgas 2009). In my fieldwork, medical
genetics expert Dr. Alper talked about his role in intersex management procedures in terms
of providing prenatal testing and genetic risk determination, and he mentioned that as a
result, some people decide to have an abortion after they learn that the fetus has DSD during
prenatal screening, or some others might avoid pregnancy altogether if they find out that

they carry a gene that causes DSD:

“Families... sometimes, they come to us when they’re going to have a sibling
for a previously diagnosed and treated child, and because they find out that
there’s a risk. Or an indication is detected that makes one think of sex anomaly
in their existing pregnancy; then tests are planned, and when the sex that is
observed in the ultrasound and the chromosomal sex don’t match, we also
evaluate if there may be other diseases there and... this is called prenatal
diagnosis. Let’s say a couple that made a kin marriage has a child and this is a
child that was diagnosed with 5 alpha-reductase deficiency. They ask us if the
same thing will happen in their following child, and yes, they have a risk of 25%.
Or an individual was diagnosed with androgen receptor defect; the appearance
is female; they are diagnosed at around 16 to 18 years of age since they can’t

57 Ceren: Hani sey i¢in de diyolar [midahale edilmesin diye], hayati olmayan cerrahi operasyonlar igin, mesela hipospadias
gibi

Dr. Ayfer: Ama hipospadias’in bak... hafifi var agir1 var, agir hipospadyas hastaya ¢ok rahatsizlik verebilir. Yani yine
erkektir o, ama o hipospadias dlizeltme operasyonu yapilabilir, yani ¢isini yapamaz.

Ceren: Oturarak yapamiyo mu mesela?

Dr. Ayfer: Oturarak yapabilir ama onun psikolojisi var biseysi var, 6biir erkekler gibi olmayacak .... Yani %100 oyle
sdylemek daha zor.
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menstruate; the mother is also a carrier for this disease, cause this is inherited
based on X and they realize they are a carrier too, ... there they have a 50% risk,
for instance. When there’s a child in the family, for various diseases, there can
be 25% to 50%, and for some rare diseases, 1% to 3% risk for the following
child.”®®

When an intersex trait is a “disorder,” it is interpreted as a risk factor in reproduction, along
with many other congenital conditions. Dr. Alper observed that “people find out about these
risks; they sometimes do nothing and sometimes decide not to have a child but usually they
decide to do nothing, our families; for instance, they’re not as sensitive here as they are with

diseases that are to do with mental deficiency.” °

However, Dr. Alper also stated that one reason for this relative “tolerance” of parents toward
DSD might be the relatively narrow time-window during which prenatal diagnosis and
abortion are both possible: the prenatal testing is done around the 11th week of pregnancy,
and abortion is allowed approximately up to the 14th week of pregnancy if a fetus is
diagnosed with DSD. However, abortion is possible until later phases of pregnancy in other
“more severe” conditions such as Down Syndrome. Not everyone receives, or knows about
prenatal testing, so some people may receive it only when it is too late for abortion. A second
and more important reason, however, might be that the patients are told that if their child is
born with DSD, it can be “fixed”:

“Some of the ones that know about early termination, of course, come [terminate

the pregnancy], but some might say, for instance, you know, ‘there’s a 75%

chance that it won’t be like that [sick], let me take my chance.” Like ‘my child
can be operated’, etc.... They sometimes think like ‘Good, there’s a treatment’,

58 «Ajleler ... bazen daha dnceden tan1 koyulmus ve tedavi edilmis bir ¢ocuga ¢ocuga kardes yapacaklarinda ve bunun riski
oldugunu 6grendikleri i¢in bize geliyorlar, ya da var olan gebeliklerinde cinsiyet anomalisi diigiindiirecek bir bulgu
saptaniyo, ondan sonra testler planlaniyo, gozlenilen cinsiyetle ultrasonda kromozomal cinsiyet birbirine uymadiginda
orada bagka hastaliklar aslinda olabilir mi diye de degerlendiriyoruz ve.. bunun adi prenatal tani. Diyelim ki akraba evliligi
yapmis olan bir ¢iftin cocugu var ve 5-alfa rediiktaz eksikligi tanis1 almig bir ¢ocuk bu, bir sonraki ¢ocuklarinda ayni seyin
olup olmayacagini soruyorlar bize, ve evet %25 riskleri var, ya da androjen reseptor kusuru olan bir birey tan1 almis, dis
goriinimii disi, 16-18 yaslarinda adet géremediginden dolay: tan1 aliyo, annesi de bu hastalik igin tasiyici, bu ¢iinkii x”’e
bagli geciyo ve kendisinin de tastyict oldugunu fark ediyor, ... burada %50 riskleri oluyor mesela. Cesitli hastaliklar i¢in
%25-%50, ya da bazi nadir hastaliklar i¢in yiizde 1 ile 3 arasinda risk olabiliyor ailede bir ¢ocuk oldugunda bir sonraki
cocuk i¢in.”

59 “insanlar bu riskleri 6greniyorlar, bazen higbir sey yapmuyorlar, bazen cocuk yapmamaya karar veriyorlar ama genellikle
bir sey yapmamaya karar veriyo bizim aileler, mesela zeka geriligi ile ilgili hastaliklar kadar burada hassas degiller.”
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you know, maybe if that weren’t [an option], they would [have an abortion], |
don’t know...”% (Dr. Alper)

Thus, defining an intersex condition as a “disorder that can be treated” has the paradoxical

result of more “tolerance” in the context of genetic testing.

One of the striking examples of what it means to perceive intersex as a “disorder” was how
clinicians talked about it in contrast with transsexuality, and sometimes homosexuality.
Even if I did not ask any questions involving transsexuality during the interviews, several
of the clinicians started the conversation by distinguishing intersex from transsexuality,
worried that 1 might have confused them with each other. This might be read as only a
caution on their side to eliminate any misunderstandings; perhaps they were surprised that
| was specifically interested in intersex as a social scientist and wanted to make sure that we
were talking about the same thing, for example. Yet, all of the clinicians who emphasized
the difference did so in one specific way: by emphasizing that DSD has “organic roots,” and
therefore it requires medical intervention. This implied that the early medical interventions
cannot have any political or cultural reasons, because of the underlying assumptions that
body is the domain of medicine, and medicine is objective and therefore above politics. |
perceive the clinicians’ careful distinguishing of intersex from transsexuality as an attempt
to de-politicize the discussion by implying that DSD/intersex is a medical condition that

29 ¢

requires medical intervention based on “objective,” “organic” criteria, as opposed to some

archaic beliefs about gender and sex.

Pediatric psychiatrist Dr. Nilgun explained the difference between intersexuality and
transsexuality by stating “gender dysphoria does not have an organic foundation, but the
intersex is different; both organic and psychological; different, of course, since it has a more
organic foundation.”®! The fact that there is a bodily element that can be found out through
existing medical technologies makes all the difference between intersex and trans. Because

there is not any known “organic foundation” of transsexuality, it is considered only as a

60 “Erken terminasyondan haberdar olanlarmn bir kismu tabii ki geliyorlar [hamileligi sonlandirtyorlar], ama bir kismi sey
diyor mesela hani “yiizde 75 bdyle [hasta] olmayacakmis zaten, sansimi deneyeyim” diyebiliyorlar ... ‘yani ¢ocugum
ameliyatint olur bilmem ne olur’ falan... ‘iyi, tedavisi var,” gibisinden de diisiinebiliyor yani, o olmasa belki sey yapacak

[kiirtaj olacak] bilmiyorum..”
61 “gender disphoria’nm organik bir temeli yok, ama interseksler daha farkli, hem organik hem ruhsal, daha organik bir

temeli oldugu igin daha farkl: tabi.”
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“psychological” issue. Rather, the fact that intersex is associated with “organic roots” turns
it into a condition that needs to be fixed. This view, however, erases the non-medical
experiences of intersex. For instance, in this narrative, there is no place for a person who is
both intersex and trans; from a medical point of view, such a person would not be considered
as trans, but rather as an “error of sex assignment.” On the other hand, a non-intersex trans
person would not be considered as a case of “error of sex assignment,” since the “mismatch”

between the body and person would be considered as a psychological issue.
During his class when he gave a lecture about DSD to medical students, Dr. Ali said:

“A very important point: we shouldn’t confuse it with transsexuality or
homosexuality that is seen in adults. Some of your professors in psychiatry may
say that DSD is not a disease; DSD is a disease. In fact, no one should be
disturbed by this ‘disorder’ here; if there’s a disorder in the enzymes, etc., this
is, of course, a disease.”®

Dr. Ali contrasts DSD with transsexuality and homosexuality in order to emphasize that it
is a disease, because as opposed to the latter, the former has a biological indicator in the
body which can be measured and managed with current medical technologies. According to
this narrative, transsexuality and homosexuality are not considered diseases from a medical
point of view only because no “organic reason” could be discovered, despite a tremendous
amount of research devoted to this end. But what if it were found? The current medical
management procedures of intersex might give an idea of the answer to this question.

It is worth to note that in this context “organic” means, “discoverable by the existing medical
and scientific tools,” considering the fact that scientific developments in endocrinology,
surgery, and genetics were crucial to how intersex and sex variations came to be classified
as medical conditions (Mak 2012). It means that variations of sex characteristics became
medical conditions as a result of historical developments that allowed it to happen, and not
because they “organically” cause suffering and pain to the person. In other words, medicine
asserts authority over variations of sex characteristics because it can. Hence, it can be argued

that defining intersex as a disease becomes a choice, as opposed to an objective reality.

62 “Cok onemli bir nokta: bunu yetiskinlerde goriilen transseksiiellik veya homoseksiiellikle karistirmamak lazim,
psikiyatrideki bazi hocalariniz DSD hastalik degildir diyebilirler, DSD hastaliktir. Aslinda kimse buradaki ‘disorder’dan
rahatsiz olmamali, enzimlerde vesaire bir bozukluk varsa burada bu tabii ki hastaliktir.”
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Nevertheless, the fact that several clinicians brought up transsexuality and homosexuality
in our conversations and compared it with intersexuality indicates that they do see the
connections that they are trying to de-emphasize:

“But now, we hear about gender dysphoria and others - homosexuality,
transsexuality, etc. - more; worldwide, there’s a shift towards postponing the
intervention, both in the world and here...” (Dr. Nilgiin)®3

Here Dr. Nilgin made a connection between de-medicalization of homosexuality and
transsexuality, and de-medicalization of intersex, which indicates an awareness that intersex
is on the way of de-medicalization for the same reasons that homosexuality and

transsexuality have been de-medicalized.

2.3 Changes (not) taking place

According to the clinicians’ narratives, there is some tendency in general towards

postponing the surgical operations until the age of consent.

“There was a family, for instance; it was a family that made me very happy. They
absolutely didn’t care about the child’s sex. They didn’t give a name to the child,
just because of this. Choice of clothes... Never [they said] ‘my son,” or ‘my
daughter,” just like ‘my dear child, my baby,’ etc., a state of love like that... We
saw that the baby could go either way with our intervention. We didn’t know its
development, it was little, like 1 year old and... Since the family was favorable
too, we decided to wait. We made a decision to observe the child, not do anything
and see which one will be more dominant, which direction it will go, since the
family is also favorable, to postpone the operation as long as possible.” (Dr.
Irmak)®*

When | asked Dr. Engin what changes occurred in recent years in the treatment procedures,
he said -in addition to developing new surgical techniques- “Also, we started to make more
decisions to wait for some situations, such as 5 alpha reductases. [We thought] ‘let’s not

intervene and wait until 13-14 years old and see how the genital structure, the child’s

63 Ama artik gender disphoria ve digerleri homoseksiiellik, transseksiiellik vs. daha fazla oldugu duyuluyor, diinya
genelinde biraz daha miidahaleyi ertelemeye yonelik bir gidisat var, diinyada da burda da... (Dr. Nilgiin)

64 «“Bir aile vardi mesela beni ¢ok mutlu eden bir aileydi kesinlikle umurlarinda degildi gocugun cinsiyeti gocuga isim
vermemisler sirf bu yiizden tamamen bdyle ne tiir kiyafetler hi¢ oglum kizim degil boyle canim gocugum bebegim falan
diye bir sevgi hali .... bizim miidahaleyle iki yone de gidebilecegini gordiik kendi gelisimini bilmiyoruz kiigiiktii ¢linkii 1
yasinda filand1 ve....biz aile de uygun oldugu i¢in bekleme karar1 aldik ¢cocugu izleyelim bir sey yapmayalim bakalim
hangisi daha baskin olacak hangi yone dogru gidecek aile de miisait madem miimkiin oldugu kadar operasyonu erteleyelim
diye bir karar aldik.” (Dr. Irmak)
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tendency, or things like that will turn out.””% Similarly, Dr. Ayfer said, “If possible, to do
the operations later,... avoiding irreversible surgeries as much as possible, reduction of in
some operations, not eliminating/reducing the clitoris in CAHs.”%® When | asked about how
often he performs clitoris reduction surgeries, Dr. Engin stated, “We usually don’t intervene,
because with hormones, when the endocrinology started a certain hormone [treatment], it
already tends to get smaller; I mean when the testosterone levels diminish, it also tends to
get smaller. My preference is 1,5 or 2 years old to do these operations. So, | performed
reduction surgery perhaps in 15 patients out of 60; with others, there is no need to make it
smaller.”®’ It is important to note that Dr. Engin cites medico-normative reasons for the
cases when he did not perform cliterodectomy, rather than lack of informed consent. Indeed,
the eliminations in the surgical operations do not happen uniformly; it can be easier to push
the current treatment paradigm toward a non-interventionist approach in some cases than

others.

Hypospadias, a condition where the urethral opening is not on the tip of the penis but
somewhere in the lower side of it, is a very common condition that is still regarded as
requiring intervention by the majority of the clinicians. Especially if it is a more “severe”
form, the person cannot urinate in a standing position, and the ability of impregnation is
decreased if the child reaches adulthood without having surgery. The penis shape can have
curvature that is atypical compared to non-hipospadiac penises. These are commonly cited
reasons why, in Turkey as well as among international medical communities, it is
widespread to regard hypospadias operations as medically necessary, even in contexts where
other types of operations such as cliteroplasty and vaginoplasty can be regarded as
contestable. The failure of someone with hypospadias to perform ideal masculinity makes
hypospadias a condition that is more serious than others. The operation can be done when
the person reaches adulthood if they desire. There is no consensus among surgeons on that

85 «Bi de, iste baz1 seylerde bekleme kararmi daha fazla almaya basladik iste bu 5-alfa-rediiktazlarda filan, ellemeyelim,
13-14 yasina kadar bekleyelim, genital yap1 ne olacak, ¢ocuk egilimi ne olacak, hani baz1 seylerde.”

6 “Yapilabiliyosa ameliyatlarin miimkiin oldugunca ge¢ olmasi, ... geri doniisiimsiiz ameliyatlarm miimkiin oldugunca
yapilmamasi, bazi ameliyatlarin azalmasi, CAH’larda klitorislerin artik alinmamasi/kiigiiltiilmemesi.”

67 «Genelde pek de ellemiyoruz, ¢iinkii hormonlarla, belli bir hormon seyi basladiginda endokrin, zaten o kiigiilme egilimde
oluyo, yani testosteronu viicuttan kaldirmaya baslayinca sonugta o da kiigiilme egilimde oluyo. Benim tercihim de 1 yas,
1,5 yas civart benim bu ameliyatlar1 yaptigim yas. O yiizden.. 60 hastanin belki 15’inde filan kiiciiltme yapmisimdir,
digerlerinde hig kii¢liltmeye gerek kalmiyo yani.”
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early surgery gives better results; yet, it is common practice to do the operations in infancy
and childhood mainly because of the perceived “psychological damage” it can cause to the

child growing up.

Furthermore, it is difficult to measure how these changes are applied in practice. For
instance, the concepts such as “unnecessary,” “cosmetic,” “irreversible” or “if possible,”
can be subjective; clinicians may not use these concepts as the same with other groups even

when they use a similar language with them:

Ceren: Can we say that operations with solely aesthetic purposes might not be
made, you know, like, operations of this kind shouldn’t be done...?

Dr. Ali: Absolutely we can, | mean, since the child cannot have an aesthetic
concern, it’s not right to intervene in a child’s genital area with the aesthetic
concern of the parents; we can say that. This has already appeared in the USA
with court decisions; in most countries in Europe, even circumcision is forbidden
in many countries so that it’s not done with the family’s wish.®

Dr. Ali is indeed one of the most unorthodox clinicians; he reports that he completely
eliminated clitoral surgery in his own practice, and he takes pride of advocating for change
towards a less interventionist approach among his colleagues. On the other hand, Dr. Ali
still regards hypospadias, for instance, as one of the traits that should be fixed by surgery.
Later in the conversation | asked him whether he would maintain his approach for
hypospadias:

Ceren: And do you argue that to be postponed until puberty?

Dr. Ali: No, this [should be] ... surgically fixed. Of course, when good,

experienced people do it, really good results are achieved. If you obtain the good

results when the child is little, the child grows up without going through

psychological problems, I mean, they don’t go through problems related to this

during that youth, childhood, school age, young adulthood periods, but if it’s
done well...%

68 Ceren: Sey diyebilir miyiz sadece estetik amagli ameliyatlar yapilmayabilir gibi bir sey diyebilir miyiz mesela hani su
tarz ameliyatlar yapilmamali..?

Dr. Ali: Kesinlikle soylenir yani ¢cocugun estetik kaygisi olamayacagina gore anne babanin estetik kaygisiyla bir ¢cocugun
genital bolgesine miidahale etmek kesinlikle dogru degil, onu sdyleyebiliriz, bu Amerika’da zaten mahkeme karar1 olarak
da ¢ikmug vaziyette Avrupa’da ¢ogu iilkede siinnet bile yani ailenin istegiyle yapilmasin diye bir¢ok tilkede yasakli. (Dr.
Ali)

89 Ceren: Peki ergenlige kadar onun da ertelenmesini savunuyor musunuz?

Dr. Ali: Yok, yok, bunu diizeltmek... cerrahi olarak diizeltmek [lazim], tabii iyi, tecriibeli kisiler yaptig1 zaman hakikaten
iyi sonuglar elde ediliyor. Eger iyi sonuglar1 cocuk ufakken elde edersiniz ¢ocuk psikolojik sorunlart yasamadan biiyiiyor
yani o genglik, cocukluk, okul ¢ag1, geng erigkin donemlerinde bununla ilgili sikintilar1 yasamaz, onunla ilgili psikolojik
seyleri olmaz, ama iyi bir sekilde yapilirsa. ..

54



Hypospadias operations are also known as “peygamber siinneti”™®

or ‘“congenital
circumcision” in Turkey, since an indication of hypospadias is lack of foreskin. It is a very
common condition; one in every 200 to 300 male-assigned children are born with this trait.
Overwhelming majority of children born with hypospadias are operated in infancy or early
childhood. In an ideal case, it is supposed to take maximum two surgical operations to
complete the typicalization. However, in practice, a lot of complications occur which require
further surgeries. A child with hypospadias can spend his entire childhood with hospital
visits and can have up to five-six surgeries in the process. These surgeries can cause severe
lifelong consequences such as loss of sensation, pain during urination and so on, in addition
to the psychological damages. “The comparatively robust evidence of the success of
hypospadias repair has meant that criticism of this intervention has not had as much effect
as criticism of other normalizing interventions for atypical sex anatomies. [Still,] 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
medical literature since its introduction in 1970.” (Feder 2014, 203-204). In short,
hypospadias operations remain controversial for similar reasons as other cosmetic

operations, such as cliterodectomy and vaginoplasty are.

Gonadectomy operations are contested because on the one hand, there is a medical view that
suggests testicular tissues that remain inside of the body are likely to cause cancer, and
therefore they should be removed without waiting long. On the other hand, especially for
some specific diagnoses than others, opponents claim that the cancer risk is not significantly
higher than in non-intersex individuals who have testes and therefore the removal should
not be considered as a medical urgency, especially before puberty. Dr. Irmak, after
criticizing early, non-consensual operations, discriminates between the different diagnoses
when she expresses her position on this controversy:
“There’s just this... in some types of intersex individuals, risk of cancer is high.
There’s a kind of cancer that we call gonadoblastoma... in some of the intersex
individuals, this [gonadal development] is in-between, half-developed or
developed 80 per cent. In these in-between gonads [between an ovary and a

testicle] or this thing that we call string gonad which is rudimentary, in pieces,
the possibility of incidence of this cancer we call gonadoblastoma is one in ten,

70 Please see footnotes in page 3 for the explanation of the term.
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according to the literature and it’s higher in some kinds of it. One in ten is a high
possibility and it’s not functional anyway in most people, I mean, it doesn’t have
the capacity to produce hormones... I mean, I approach a bit conservatively in
these situations, you know, I think it should be removed if there’s risk.”’*

However, in other cases, such as AIS™2, the risk of cancer is more contested among medical
professionals. Since AIS is one of the most common variations of intersex, the controversies
on gonad removal mostly stem the experiences of Individuals with AIS. Pediatric
endocrinologist Dr. Birsen mentioned a case where she had two sisters who had AlS as her
patients. When the older sister was diagnosed, her gonads were removed. However, when
her little sister was diagnosed with AlS several years later, Dr. Birsen decided not to remove

her gonads immediately, and decided to wait:

“For instance, there was a child that I was seeing, that had AIS. They told her
after the gonadectomy; she says: ‘my parents had my older sister’s ovaries
removed’. You know, she thinks that they did harm to her, like she was sterilized.
She had a fear that we would do the same thing to her, for instance... I mean,
she has the same disease, the younger one... I didn’t let the younger one get
gonadectomy, you know, I said: ‘in your sister’s period, things were like that,
but, you know, we’re not in a hurry with you now, you can decide for yourself
if you want.”” (Dr. Birsen)’

The older sister was a patient of another clinician, not Dr. Birsen, yet Dr. Birsen associates
the change between the treatment of the two sisters with the move towards the new
paradigm, as opposed to a difference between her approach and another colleague’s
approach. Moreover, the fact that Dr. Birsen mentions the older sister’s fear of sterilization

implies that her decision might be influenced by the little sister’s feedback.

"1 Sadece sey var bazi tiir interseks bireylerde kanser riski yiiksek, gonadoblastoma dedigimiz bir kanser tiirii var ....
interseks bireylerin bazilarinda bu [gonadal gelisim] arada kalir yarim gelisir veya ylizde 80 gelisir gibi degisik degisik
seyler var, bu [over ve testis arasinda] arada kalmig gonadlar veya bu tam gelismemis parga parca kalmis string gonad
dedigimiz muhabbette gonadoblastoma dedigimiz kanserinin gériilme olasiligi onda bir literature gore ve bazi tiirlerinde
daha da yuksek, onda bir yiiksek bir olasilik, ve zaten fonksiyonel degil ¢ogu insanda hani hormon iiretecek kapasitesi yok
yani....yani ben biraz konservatif yaklasirim bdyle durumlarda hani risk varsa alalim diye diisiiniiyorum.”

2 In individuals with Androgen Insensitivity Syndrome and XY chromosomes, androgen receptors of the body do not
respond to testosterone; therefore the body has the appearance of a typical female body. Internally, there are undescended
testes and there is no uterus and cervix. The vaginal canal is also short.

"3“Mesela bir tane goérdiigiim gocuk vardi AISi olan, gonadektomiden sonra séylemisler, ‘annemler benim ablamin
yumurtaliklarini ¢ikarttirdilar’ diyor, hani zannediyor ki ona kotiiliik yaptilar, kisirlastirildt gibi sey yapiyordu, bana da
ayni1 seyi yapacaklar korkusu vardi mesela ... Yani ayn1 hastalik var cocukta yani ikincisinde de ..... ikinciye gonadektomi
yaptirmadim da yani dedim ki ‘ablanin déneminde o isler 6yle oluyordu ama hani simdi senin acelesi yok, istersen kendin
karar verirsin’ falan diye soyledim.” (Dr. Birsen)
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In addition, several other clinicians reported postponement in gonadectomies, especially in
AIS patients. Pediatric endocrinologist Dr. Bilent says: “Yes, there is such a drift, or rather,
there is also a view like ‘let the testicles stay, let’s remove them later, after puberty’.”’*
Another pediatric endocrinologist Dr. Ali reported a patient whose gonads were not taken
out: “Risk of cancer is low for gonads; we don’t remove them anymore, anyway. We used
to, before. There’s even a patient that’s waiting now.”’® Pediatric endocrinologist Dr. Ayfer
says: “We used to remove them more easily before; the current approach is to rather wait

till the age that the child can express themselves, but sometimes, you know, the family

doesn’t want that; the family can be involved.”’®

On the other hand, as can be seen in these reports, the dominant view is still to remove the
gonads once the child reaches puberty. Theoretically, puberty is perceived as an age when
the child can express informed consent. Yet, in practice, this does not necessarily mean that
informed consent principles are followed. As | show earlier in this section, the medical
treatment procedures are not structured in a way to ensure the patient’s informed consent,
even if the patient is old enough. The following conversation | had with pediatric
endocrinologist Dr. Ayfer indicates that postponing gonadectomies until puberty can be
based on a superficial understanding of informed consent:

Dr. Ayfer: You remove the testicles at one point. Leaving the testicles inside

causes cancer, so the testicles are removed. The testicles that come out don’t

have an effect in many ways anyway, androgen insensitivity...

Ceren: Hmm, didn’t you say just now, that [they are not removed] until the child,

the person reaches an age that they can express themselves?

Dr. Ayfer: Right, they did reach, and they were removed; they’re removed one
way or another in disorders of androgen receptor.”’

4 “Bvet dyle bir gidisat var, daha dogrusu tesisler gelisme déneminde dursun daha sonra ergenlik déneminden sonra
testisleri alalim seklinde bir goriis de var.”

5 “Gonadlarda kanser riski diisiik, arttk almiyoruz zaten, eskiden aliyorduk, 6yle hasta var hatta su an bekleyen.”

6 “Eskiden daha kolay alirdik, giincel yaklasim daha gok gocugun kendini ifade edebilecegi yasa kadar beklemek, ama
iste bazen aile istemiyo, aile isin igine girebiliyor.”

7 Dr. Ayfer: Testisleri de aliyosun bi asamada, igerde kalmas1 kanser yapar testislerin, dolayisiyla testisleri alintyo zaten
ordan ¢ikan testisler etki edemiyo bisiirii sekilde, androjen duyarsizligi..

Ceren: Hmm, biraz 6nce sey demediniz mi, ¢ocuk, insan kendini ifade edebilecek yasa gelene kadar.. [alinmiyor]?

Dr. Ayfer: Tamam, geldi, alindi, bi sekilde alintyo androjen resptorii kusurlarinda.
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Dr. Ayfer did not elaborate further on the details about how consent of the patient plays into
this process. In Chapter 3, | show how a patient who reaches puberty can go through
gonadectomy without being informed about the content of the intervention, and therefore
without being given information on possible risks and complications, which is shaped by

the dynamics between the patient and the clinicians.

2.3.1 Clinicians’ Positionalities

“We’ve been performing these operations for so many years; from time to time... not from
time to time, very often, I ask myself: ‘so what?” Why am I doing this? I mean, everyone
that | [operate] is unhappy, everyone is unhappy; there’s no individual that is happy when I
perform my operation.”’® said Dr. Biilent, during our conversation on his doubts regarding

the benefits of the surgeries. So, why is he continuing?

All the clinicians | interviewed are aware of the rising global tendency to eliminate and/or
postpone early, non-consensual, non-vital surgeries on children with intersex traits and
variations of sex characteristics. Most of the clinicians embraced the shift toward this new
treatment paradigm at least in the interview narratives. Although this does not mean that it
reflects the actual practices of the clinicians on a large scale, it seems like there is a
continuing medical shift toward postponing the operations until the age of consent. Still,
this change seems to be slower than one might expect. In this section, | discuss the
clinicians’ positionalities vis-a-vis the intersex treatment procedures to shed light on why
this might be the case.

Both medical opinions and ethical stances vary among and within the clinicians’ practices.
They question, revise, and update their views and practices in different degrees, mainly due
to gaining awareness of some of the ethical problems with the currently dominant treatment
paradigm. A pediatric surgeon explains his inner conflict about the ethical implications of
the issue:

“I mean, my conflict is this; I’'m interested in the surgical aspect of it. I mean, if
somebody says to me: ‘Pal, we’ve taken care of the social/cultural aspect of it

8 “Bunca yildir bu ameliyatlar1 yapiyoruz, zaman zaman... zaman zaman degil ¢cok sik kendime soruyorum: so what?

Niye yapiyorum ki yani yaptigim herkes mutsuz oluyor, herkes mutsuz oluyor; benim ameliyatini yaptigimda mutlu olan
bireyim yok”
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and this clitoris will be cut and they will be made into a girl’... The thing I love
the most; | can work as a technician there. But when | start thinking about what
they will be in the future, how will their adaptation to social life be, how will the
societal culture perceive this, etc., then I cannot perform my surgery. | mean,
there’s a truth that I see as a surgeon there; there’s a big clitoris that needs to be
cut. I say, they cannot live with this, but it is difficult for me to deal with their
problems 30 years after it’s been cut; then I don’t know what to do... But no one
can decide that; you’re not going to be able to decide that as cultural studies, go
into it and see; you won’t know what to do either, no one has known... In fact,
if I could lay it on the family, if the family says to me: ‘I want that’, then it will
be all over for me.” (Dr. Biilent)’®

There could be some obvious answers to Dr. Biilent’s questions and concerns, such as the
argument that intersex individuals and activist groups have been raising their voices, and
that their voices should be prioritized. But for now, I would like to point out that this quote
is important in showing that from the perspective of an established pediatric surgeon who
has over twenty years of experience, the medical procedures are highly open to contestation,
and there is indeed plenty of room for discussion, precisely because these are not only
medical decisions, but also social decisions. It is also important in showing that how
clinicians are distanced from both the social realities of their intersex patients, as well as
non-medical resources such as activist groups, civil society organizations, and social science
research. In the absence of information and support these kinds of resources can provide, it
becomes easier to delegate the burden of decision to parents. It is also safer for the clinicians
since the parents are the legal guardians of the patient; if a clinician who goes against the
will of the parents makes a “mistake,” the family is more likely to complain, or even sue.
But if they comply with the family’s desires, especially in cases where a medical decision

is hard to make, then the risk is minimized for the clinicians.

The medical procedures can be contested from the viewpoint of clinicians not only on
ethical, but also medical grounds. Pediatric surgeon Dr. Ali told me about a disagreement
he had with the rest of the DSD committee in the medical diagnosis of the sex of a patient;

9 “Yani benim sorunsalim su, ben isin cerrahi yoniiyle ilgileniyorum yani biri dese ki bana arkadas biz bu isin sosyal
kultirel yoniiyle ilgilendik, bu klitoris de kesilerek kiz haline getirilecek.. en bayildigim sey tekniker olarak ben galigayim
orada. Ama bu ilerde ne olur, sosyal yasama adaptasyonu nasil olur toplum kiiltiirii bunu nasil algilar filan ben girmeye
kalktigim zaman o zaman ben ameliyatini yapamiyorum, yani benim cerrah olarak gordiigiim bir dogru var ortada biiyiik
bir klitoris var kesilmesi gereken bununla yasayamaz diyorum ama kesildikten 30 sene sonraki sorunlariyla bas etmem de
zor ne yapacagimi bilmiyorum o zaman....ama buna kimse karar veremez, buna kiltiirel aragtirmalar olarak sen de karar
veremeyeceksin, i¢ine gir bak ne yapacagini sen de bilemeyeceksin, hi¢ kimse bilememis...aslinda aileye yikabilsem, aile
bana “sunu istiyorum” dese benim i¢in is bitecek.” (Dr. Bllent)
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the patient was a teenager who was raised as a girl, yet Dr. Ali believed that the patient was
male. Both the appearance and attitudes, and the medical condition of the patient - 5 alpha
reductase deficiency (5-ARD) - were among the reasons Dr. Ali cited for his diagnosis.
Since the parents did not allow for their child to speak to him, he does not know the patient’s
perspective. This is the same patient Dr. Ali refers to in section 2.1.2.1; he also referred to
this patient in his class:

Dr. Ali: A patient came to me at the age of 14 or 15. | refused to operate them. |

said that the child was introverted, etc. I told them: ‘Wait for another two or three

years, the child hasn’t discovered themselves yet’, but the family refused that,

saying: ‘What does the kid know?’... It was a girl, but totally masculine. Their

friends noticed that too. The council decided: ‘girl’, but I didn’t sign it.

(A student): But, sir, isn’t this child abuse?

Dr. Ali: Yes, but we can’t do anything, I can’t; I can’t object to the decision of

the council. Their testicles were removed, and a vagina was made, [that person]

will come [back] to us, I’'m waiting.®
This quote shows that the medical view in sex assignment is not always coherent and
objective, which is a common misconception, as discussed in section 2.1.1.1. In the absence
of proper psychiatric care, non-medical resources, or protective mechanisms, the clinicians
-and the parents- rely on the clinicians’ medical(ized) views of sex, gender and sexuality to

make decisions, bypassing the subjectivity of the patients themselves.

Moreover, this case suggests that clinicians who disagree with the opinion of the majority
can be powerless because of the structural lack of protective mechanisms. Even when
clinicians want to follow the principles of informed consent, they may not be able to enforce
it because they do not have the tools and resources that support them. In fact, from the
interviews with the clinicians, | had the impression that more critical clinicians might be
marginalized from the medical community because of their advocacy for a non-
interventionist approach, even though I do not have direct proof. Also, in a recent conference
on Intersex Studies, one of the researchers mentioned a similar observation in their own

research, which is not published yet. Since Intersex Studies is a newly emerging field, |

8 Dr. Ali: bana 14-15 yasinda bir hasta geldi, ameliyati reddettim, gocuk ige déniik vs. dedim 2-3 yil daha bekleyin, kendini
kesfedememis heniiz, ama aile reddetti, o ne bilecek diye....kiz ama tamamen erkeksi, arkadaglar1 da fark etmis, konseyden
kiz olarak karar ¢ikti, ben imzalamadim.

(a student): Hocam ama bu ¢ocuk suistimali degil mi?

Dr. Ali: Evet ama bir sey yapamiyoruz, yapamam, konseyin kararina itiraz edemiyorum. Testisleri alindi, vajen yapildi, 0
[geri] gelecek bize bekliyorum.
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could not find any other published resources to support this point. Nevertheless, keeping in
mind that clinicians are not a uniform group in their positionalities could be useful in

general.

Another sign of the clinicians doubts about the medical narrative is that some clinicians
showed hesitation -such as pauses, diminishing tone of voice, or correcting themselves- with

29 ¢¢

using terms like “girl/boy,” “women/men,” or -in one case- “treatment,” when referring to
the sex assignment processes of individuals with intersex traits. This shows that they are not
entirely comfortable with the definition of sex and its medical treatment as it is formulated
in the current intersex treatment paradigm. The dominant medical discourse of sex is
founded upon an understanding of gender identity, sex, and sexuality in which they are
inevitably tied to each other in a way that they would make up a cis®-heterosexual person
with a single sex and single gender identity. Sex, gender identity and sexuality come as
“package deals” in an unquestioned “heterosexual matrix” (Butler 1990). As these packages
are inadequate to account for bodies with intersex traits and variations of sex characteristics,
the medical language of sex is also inadequate to talk about them. In this sense, the

hesitations of clinicians show that they feel the inadequacy of their language.

Clinicians work on a slippery slope; they frequently point out the “difficulty of their job,”
which comes from that they are expected to make medical decisions about non-medical
problems when it comes to children with intersex traits and variations of sex characteristics.
Although they are aware of the global tendency to avoid early, non-vital interventions and
they are influenced by it to a certain extent, the change does not come easy. Even if
medicalization of intersex is relatively recent in human history, in terms of the life span and
medical practice of the clinicians | have interviewed, it is a well-established procedure.
Hence, many feel comfortable with following long-established principles as they are taught
in medical school. Moreover, as | have tried to show, it is not only a matter of individual
decision for clinicians, but also a structural matter; even if some clinicians may be more in
favor of postponing the treatments, they may not be able to convince the parents and other

clinicians, and hierarchies may play into the decision-making processes to determine whose

81 Someone whose bodily sex at birth matches with their gender identity.
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opinion dominates. The main issue is that there is a lack of a protective mechanism that
would ensure the child’s consent against the familial and medical authorities who choose to
dismiss it. Clinicians work in a structure which cannot provide them the kind of information
and support they need to view their patients’ concerns from a non-medical point of view,
whereas non-medical decisions are integral to the overall process. As a result, they often
feel stuck and confused, and the safest way to follow becomes complying with what they

already know as the “medical truth.”

On the other hand, despite these factors, | maintain that clinicians as a group have significant
power and agency in the decision-making processes for the treatment of children with
intersex traits. For instance, as | will show in Chapter 3, clinicians’ narratives indicate that
parents of children are usually willing to comply with the clinicians’ instructions, since they
consider the doctors as a strong authority. Since clinicians are the main decision-makers,
they constitute an important force that can cause a change forward, even if they can be

uncomfortable with the responsibility they undertake.

In this chapter, |1 showed some elements of the logical reasoning behind the treatment
procedures, and their practical implications. Clinicians’ claims of objectivity obscure the
socially and culturally shaped logics in the treatment procedures and legitimize dismissing
the challenges raised by the activist movement by positioning them as ‘“‘subjective.”
Nevertheless, clinicians rely on their own culturally shaped views of femininity,
masculinity, social acceptability and morality in their medical decisions. Lack of a sufficient
psychiatric consultation and care mechanism leaves the important decisions mainly to the
“technical” experts such as endocrinologists and surgeons, failing to prioritize the patient’s
long-term psychological wellbeing over the clinical or parental authorities. As a result of
these mechanisms, subjectivities of the patients are ignored in the medical decision-making
processes, and standardized treatments are followed. Thus, for many common conditions, it
is thought that the “true sex” of the child can be identified correctly through medical
examination. Meanwhile, two competing theories that have determined the intersex
treatment paradigm since the 50s, social constructionism associated with John Money and
biological determinism associated with Milton Diamond, are employed selectively to

support this reasoning. Even if biological deterministic views gained more popularity after
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the fall of Money’s reputation, the social constructionist view that gender identity is flexible
before the age of two, and the emphasis put on the influence of the appearance of genitals
on gender identity development remains strong, whereas the existence of a “true sex” is
theorized upon the biological deterministic idea that gender identity is mainly developed
and fixed during the prenatal period. Combining these specific points from two
incommensurable theoretical approaches, the logic follows that genital surgeries should be
completed in the first two years of life, ensuring healthy gender identity development in
accordance with the “true sex.” Thus, the link between gender assignment and sex
assignment surgery is envisioned as unbreakable, eliminating any discussion of alternative
possibilities “in-between” the traditional treatment procedures and non-intervention, such
as temporary gender assignment without surgical intervention. Surgery remains as the most
appropriate response, and the focus of debate is often shifted to the quality of the surgical
methods, and surgical methods are constantly updated to achieve presumably better results,
as a response to the challenges from activists. Because of the temporal distance between the
newly developed surgical methods and emergence of their long-term effects, evidence
proving the harmful effects of earlier surgeries can be dismissed as “outdated,” and the

surgical approach continues.

Second, | showed how the dominant medical terminologies help establish medical authority
on intersex. | summarized how the terminology of Disorders of Sex Development (DSD)
emerged along with an update on the classification scheme of intersex conditions in 2006. |
presented the discussion around the new terminology and the criticism it drew from intersex
activists and scholars. Then, | described terminological choices of the clinicians |
interviewed, and showed how their stances on different kinds of terminologies are in
congruence with the medical logic of the traditional treatment paradigm. I also analyzed two
other practical implications of viewing intersex as a disorder: providing grounds for
selective abortion via prenatal testing and hindrance of discussion of intersex as a political

issue, distancing it from transsexuality.

In the last part, | discussed the implications of the shifting treatment paradigm for the
clinicians. | presented data from my interviews regarding the changes that have been

occurring in the clinicians’ narratives and practices as part of the shift towards a less
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interventionist approach, and | discussed the challenges they face in relation to this shift. In
the interviews, most clinicians embraced the new paradigm verbally, yet they reported
relatively minor changes in their medical practice. Several of them reported a decrease in
certain interventions such as cliterodectomy, vaginoplasty or gonadectomy; one pediatric
surgeon -out of four- reported the complete elimination of cliterodectomy from his own
practice. Finally, I analyzed the clinicians’ struggle with the paradigm shift; they view many
aspects of the traditional treatment paradigm as open to debate, while hesitating in applying
the paradigm shift to their practices, which can lead to inner conflicts and anxieties, as well

as conflicts with other clinicians and families.
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CHAPTER 3

DYNAMICS OF THE PATIENT-CLINICIAN RELATIONSHIP
AND INFORMED CONSENT

In this chapter, first, I lay out the dynamics of the relationships between the clinicians and
the patients based on clinicians’ reports on how they talk about their conditions with the
patients. | argue that clinicians often avoid communicating patients’ conditions to them as
variations of sex characteristics (VSC). They can withhold information from the patients or
misinform them about their sex characteristics, emphasize the medical aspect of their
condition by establishing parallels with other diseases, and place the responsibility to inform
the patient and to make decisions about treatment on the parents. | suggest that clinicians
employ these strategies because they do not view the principles pertaining to respect for
autonomy, such as informed consent or nondirective counseling, as necessarily relevant to

the wellbeing of their patients.

In the second part of the chapter, | analyze a very common narrative among clinicians
regarding the impossibility of change due to the cultural and socioeconomic context that
their patients live in. | contextualize this discourse in the political and economic context of
Turkey particularly in relation to neoliberalization. Then, | show how the new paradigm of
treatment envisions intersex patients as neoliberal subjects, and how this might be narrowing
the discussions around informed consent, as well as slowing down effective change in the
long term. Finally, I discuss different questions that can be raised in relation to informed

consent in relation to the importance of peer-based information.

3.1 Establishing the Medical Truth of Sex

During the interviews, in response to the questions regarding how they communicate their

conditions to the patients, clinicians usually gave general and blurry answers. For example,
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pediatric endocrinologist Dr. Birsen said, “we’re trying to explain our decision at the

council, why we did that, what happened, what’s wrong with the child.””®?

Even when | pressed them to provide more details or examples, either they repeated the
general answers they already gave, or their answers varied greatly. Sometimes, the clinicians
gave contradictory answers. For example, an endocrinologist and a pediatric surgeon who
work at the same hospital provided very different narratives of how they communicate to
the patients. In this hospital, | first interviewed pediatric endocrinologist Dr. Birsen; when
we were talking about the medical paradigm’s recent shift in favor of postponing the
surgeries, Dr. Birsen stated that they -as the DSD team- have recently been more likely to
avoid irreversible surgeries at an early age and gave CAIS as an example: “we follow up

like that, keeping the gonads as much as possible, I mean, trying not to touch the gonads

until they reach an age that they can decide for themselves.”®3

Later, | interviewed a pediatric surgeon, Dr. Engin, who works at the same hospital. To my
surprise, Dr. Engin openly said that they keep their conditions secret from their patients with
CAIS, because it would be too traumatizing for the patient to learn the truth. This is the
dialog we had with Dr. Engin:

Dr. Engin: Adult... with children, you know, so that they don’t hear about it...
For example, a girl or a boy, I just mentioned it, complete androgen insensitivity,
for instance; there’s male chromosomal structure but the external genital system
is completely a girl, the behaviors are those of a girl’s, everything is of a girl’s.
In situations like this, an effort is made so that it is not heard. You know, there
are patients that are at this age; | have kids who go to university right now. To
some, you know, we say, like: “there was a problem with your reproductive
system, we tried to repair that” or “we tried to fix that.” We do our best, so they
don’t hear about it.

Ceren: Oh, so that they, themselves don’t hear about it?

Dr. Engin: Yes, cause you know, think about it, you’re 14, you’re a girl, you
don’t menstruate, you come, and they tell you: “you’re really a boy.”

Ceren: Both telling them they’re XY and... I don’t know... like, [cause] it
demoralizes them?

Dr. Engin : Sure, sure, sure... I mean... They cannot place that [information]
anywhere... That’s why we, you know, try not to tell them, for them not to be
aware...

82 “konseydeki kararimizi, niye bdyle yaptigimzi, ne oldugunu, ¢ocugun nesi oldugunu anlatmaya galistyoruz.”
8 “gonadlar olabildigince koruyarak, yani gonad mevzusunu tamamen kendi karar verecek yasa gelene kadar hig

ellememeye ¢alisarak o sekilde takip ediyoruz.”
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Ceren: And, you know, for instance, how do you explain the testicle removal

surgery?

Dr. Engin: Since we remove it by surgery, and at that point, we also make a

vagina and we say, you know: ‘there was something in your reproductive system,

we fixed that’.

Ceren: Oh, but [how do you say that] before? ... For example, if I were to have

an operation at the age of 14, you know, I’d ask...

Dr. Engin: We say: “there were some tissues that weren’t supposed to be there,

so we removed them.”8*
Contrary to Dr. Birsen, Dr. Engin sticks to the view that keeping information from the
patient can be a medically ethical behavior in the name of protecting the patient
emotionally. Both Dr. Birsen and Dr. Engin are part of the DSD team of the hospital, and
Dr. Engin mentions that they work harmoniously as a team: “Since the endocrinology
[department] of ours here is (with emphasis) very firm, a very good endocrinology
[department], they receive a lot of patients and they forward them to me. We [work]
exactly as a team,”® which makes it difficult to interpret their contradictory narratives.
Later Dr. Engin went on about how his patients are happy with the results, and how they
appreciate him. He even proposed to introduce me to one of his patients for an interview.
He clearly considers himself as a clinician seeking the best interest of his patients, and he

was not apologetic about his approach favoring secrecy.

The contradiction between the narratives of the two clinicians may be because - as both Dr.
Engin and Dr. Birsen, and many other clinicians mentioned - the communication process

varies greatly from patient to patient, and they had different examples in mind when they

8 Dr. Engin: Eriskin.. gocuklarda, aman hani duyulmasm diye.. mesela kiz, erkek ¢ocuk, demin sdyledim, total androjen
insensitivitesi mesela, erkek kromozom yapis1 var, ama tamamiyle dig genital sistem kiz, davraniglar1 kiz, her seyi kiz,
boyle durumlarda duyulmasin diye ¢aba harcaniyo. Hani bu yaslarda olan hastalar var, su anda {iniversiteye giden
¢ocuklarim da var. Bazilarina hani iste “senin tireme sisteminde sikint1 vardi, onu tamir etmeye ¢alistik” veya “diizeltmeye
calistik” seklinde yorumluyoruz, duymamasi i¢in elimizden geleni.. yapiyoruz

Ceren: Ha kendisinin de duymamast igin mi?

Dr. Engin: Evet, ¢iinkii yani, diisiinsene 14 yasindasin, kiz gocugusun, adet gérmiiyosun, geliyosun, diyolar ki “sen esasinda
erkeksin.”

Ceren: Hem XY oldugunu soyleyip hem.. ne biliyim.. hani onu demoralize eder.. [diye mi]?

Dr. Engin: Tabii ki, tabii ki, tabii ki.. Yani.. hi¢ bir yere koyamaz yani.. O yiizden hani biz sdylememeye, farkinda
olmamasina ¢abaliyoruz..

Ceren: Peki sey mesela, testisleri alma operasyonunu nasil agikliyosunuz?

Dr. Engin: Ameliyatla aldigimiz igin, bi de iste o sirada da vajen yapiyoruz, ve diyoruz ki hani senin Greme sisteminde bir
sey vardi, onu diizelttik

Ceren: Ha, ama 6nceden [nasil sdyliiyorsunuz?].. mesela 14 yasinda bi ameliyata gircek olsam hani sorarim..

Dr. Engin: “Orda olmamasi gereken dokular vardi onlar1 aldik” diyoruz.

8 «Bizim burdaki endokrinoloji de ¢ok [vurgulu] saglam, ¢ok iyi bir endokrinoloji oldugu i¢in oraya da ¢ok hasta geliyo,
onlar da bana ydnlendiriyo, biz tam bi ekip olarak [¢alistyoruz]”
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were talking to me. Perhaps, they have different opinions about which strategy is the general
rule and which one is an exception to the rule. Also, it might be because their specialties are
different; usually endocrinologists, more than the surgeons, do the talking with the patients
and follow the management of the treatment in general. However, it is still striking to see
such a difference from two closely working clinicians about the same group of patients. This
situation nevertheless shows that an established procedure does not exist in practice; the
strategies of communication are highly variable and can at times lead to misinformation of

the patient.

With a closer look, however, the contradiction may not be as strong as it seems; because,
what is considered “truth” or “knowledge” in the first place can vary when the “truth” of
sex/gender is concerned. When | further investigated what exactly the clinicians say to their
patients and/or the parents, | found out that the clinicians usually avoid posing DSD as a
condition that has relevance to gender and sexuality. Even if the medical decisions are
inevitably gendered, the condition is communicated as a medical disorder, as opposed to a
variation of sex characteristics. Even though Dr. Birsen emphasized that they try to postpone
the gonad operations, what she said later shows that it does not mean that the relevant
information is given to the patient: “You know, we don’t really talk about gender or bring
up those subjects, you know, the family doesn’t either. We don’t really ... to the child either
but at the beginning when holding the council, we give detailed information to the family.”8®
The “detailed information” given to the parents is also likely to not include the gendered

nature of the medical decision-making.
Dr. Birsen gave an example to further explain, mentioning a patient with AlS:

“For example, we told them this way: ‘the chromosome tests of some girls come
out like this.” I mean, cause the child is already a girl, I mean, in fact in all
aspects, you know, we want the child psychiatrist to see them too, but you know,
I mean, all of the person is really a girl. “There’s no problem with you being a
girl; and we will cure it, you know, there are some things that are broken, and
we will fix them. You know, there may be trouble with you having a child, um...
At this day and age, with the available technology, you may not have a child
very easily but assisted reproductive techniques are developing, healthy girls, or
for instance, some girls with no problem whatsoever might also not be able to

8 “hani cinsiyetle ilgili pek konusup o konular1 agmiyoruz, hani aile de agmiyor, ¢cocuga da ¢ok sey yapmiyoruz ama,

basta konseyi yaparken falan detayl bilgi vermis oluyoruz aileye.”
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have children’... You know, for instance, without confusing them, or we don’t
say: ‘you’re Gift cinsiyetli®” or you have this, or that; your karyotype is, in fact,
male’, you know.”88

Here, Dr. Birsen does not mention how she knows that her patient is “definitely a girl”; nor
do we hear the patient’s own voice in this narrative. In fact, it is considered dangerous to
involve the patient in this conversation because it can “confuse” her. Furthermore, Dr.
Birsen’s narrative implies that she does not completely believe in what she told her patient,
when she said, “there’s no problem with you being a girl®.” This is because the patient has
XY chromosomes and testicles, which compromises the medical diagnosis of sex, according
to Dr. Birsen. In a similar vein, when pediatric surgeon Dr. Bilent was talking about a girl
with AIS, he said “for example, a girl who is at the age of 13, 14, extremely levelheaded,
hardworking, top of her class, etc.... But she’s really a boy; it’s not [right] to tell her: ‘you’re
a boy’ at those stages.”%°Because Dr. Birsen and Dr. Biilent believe that “male” karyotypes
and gonads can prevent a child from being a complete girl, they consider affirming their
patient’s gender identity as a “white lie.” In this logic, telling the “truth” is considered

unethical because it would go against the child’s own understanding of her gender identity.

As a result, Dr. Birsen did not tell her patient that she had testicles rather than ovaries, and
instead she said, “there are some things that are broken, and we will fix them,”* and further
she talked about implications of AIS on reproductive capacity. In this narrative, the
information that would disclose that the patient has a variation of sex characteristics is
selectively concealed, and the condition is strictly defined as a disorder (“bozuk/uk”).

Hence, although Dr. Engin’s and Dr. Birsen’s accounts may sound contradictory to each

other, what they mean in practice may not be tremendously different from one another.

87 Local version of the term “hermaphrodite” in Turkey; the literal translation would be “double-sexed.”

8 «“Mesela ona soyle anlattik yani ‘bazi kizlarin kromozom testi bdyle ¢ikiyor,” yani ¢iinkii zaten ¢cocuk kiz, yani aslinda
hersey olarak, hani ¢ocuk psikiyatristi falan da gorsiin istiyoruz ama hani yani her seyi aslinda kiz. ‘Senin kiz olmanla ilgili
bir sorun yok, biz de onu tedavi edecegiz, hani bozuk olan bir takim seyler var onlar1 da diizelticez, iste gocugun olmasinda
sikinti olabilir, ee.. bu dénemde bu mevcut teknolojiyle hani o kadar kolay ¢ocugun olmayabilir, ama yardime1 lireme
teknikleri gelisiyor, saglikli kizlarin da mesela bazi hi¢bir problemi olmayan kizlarin da gocugu olmayabiliyor...” Hani
mesela kafasini da karistirmadan, sen cift cinsiyetlisin ya da iste suyun var buyun var senin karyotipin erkek aslinda falan
demiyoruz yani.”

8 “senin kiz olmanla ilgili bir sorun yok.”

90 “mesela 13-14 yaslarinda son derece akli basinda caliskan smif birincisi filan bir kiz gocugu... Aslinda erkek, ona o

asamalarda tutup da sen erkeksin filan demek sey [dogru] degil.”

91 “pozuk olan bir takim seyler var onlar da diizelticez”
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Whereas Dr. Engin advocates for hiding information in the name of saving the patient from
being traumatized, Dr. Birsen advocates for informing the patient, but this information is
given in a highly medicalized language which conceals that the treatment aims to
“normalize” the sex characteristics, and in effect it conceals crucial information regarding
what was or is to be done to the patient’s body.

The avoidance of the clinicians to talk about the conditions in relation to variations in sex
characteristics prevents a deeper discussion of what categories such as femininity and
masculinity mean beyond their medico-normative definitions. This results in taking these
categories for granted even in the face of living evidence that disrupts these categories. In
order to avoid dealing with this incongruity, the clinicians avoid talking about the gendered
nature of the condition altogether at the expense of withholding important information from

the patient.

In cases when information is not withheld, perceiving sex/gender as a medical truth rather
than a subjective experience can still result in the manipulation of the information given to
the patient, as in the case of male adults with CAH. Individuals with CAH are believed to
be females “in reality,” and they are assigned as females when they are diagnosed at infancy.
However, sometimes people born with CAH can escape diagnosis and can be reared as
males. This is considered a mistake in sex assignment by the clinicians, and the male identity
of the adult person is considered highly fragile. Moreover, one side-effect of most cases of
CAH is having insufficient levels of cortisol, so most people with CAH need to take
cortisone supplements to compensate for the lack, which in return decreases their pre-
medication levels of testosterone. Therefore, if a person with CAH identifies as male
“despite” their lowered testosterone levels and their female “true sex,” then they are
prescribed additional testosterone supplements. However, this is a situation that is not
endorsed by the clinicians. Dr. Birsen’s description of communication with such a patient
illustrates this view:

“But if he feels very much like a man, I mean, saying there’s an organic reason

to this, and that is such and such... but if the child persistently wants to be that

way [a man] during the treatment... For instance, you know, he wasn’t our

patient, but recently, a guy in Hatay who has 21-hydroxylase deficiency, adrenal

insufficiency; the doctor there consults us; you know, the man gets married, he
has a wife, he goes to the doctor cause he can’t have children. He probably knows
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it too, but, you know, he doesn’t use his medication. We should put him on
medication, and when the medication starts, his male hormones will drop and
maybe he won’t feel that much like a man, and then... so... but he’s got
married... I mean... You know, telling him all about this... like ‘but you need
to use this medication in order to live, but if you still want to be a man in spite
of this, then we need to give you manhood hormones in addition from the
outside’.”%? (emphasis added)

In this narrative, the words and phrases such as “if he persistently wants to be a man,” “if
you still want to be a man in spite of this,” “in addition from the outside”®® imply that Dr.
Birsen finds it difficult to believe that an adult with CAH can be a man; rather, he can only
“want to be a man.” It communicates to the patient a mistake was made, and the patient

himself is insisting on this mistake by identifying as male.

Categorizing intersex variations as medical conditions leads to an avoidance on the part of
the clinicians from talking about the gendered/sexed aspects of these conditions when they
are communicating with their patients. While the clinicians might consider it as an innocent
attempt to protect the patient’s emotional wellbeing, or an attempt to guide the patient to
their “natural” sex, it can also mean withholding crucial information from the patient about
their body and the interventions made, as well as communicating to the patient that their

existence is a “mistake.” As illustrated in the Chapter 4, this may cause a trauma by itself.

In the communications between the patients and the clinicians, DSD can be compared to
other medical conditions, including severe diseases such as cancer. Several clinicians stated
that they use these comparisons to tell the patient that their condition is “just like any other.”
This comparison emphasizes further that DSD is a disease as opposed to be a variation of
sex characteristics, and thus it should be treated. For instance, when | asked pediatric
endocrinologist Dr. Ayfer about it, she said,

“It’s true for many other diseases; we need to tell the truth somehow about their
disease. But it’s the same for all diseases, not just for this, of course. There are

92 «ama ¢ok kendini erkek gibi hissediyorsa hani bunun bi organik sebebi var o da bu falan diyerek... ama ¢ocuk tedavide
israrla kendisi dyle [erkek] olmak istiyorsa... Mesela iste bizim hastamiz degildi ama gecende Hatay’da bir 21 hidroksilaz
eksikligi, adrenal yetmezligi olan bir ¢ocuk, oradaki doktor bize danisiyor mesela iste adam, evleniyor karisi var, iste
cocugu olmuyor diye gidiyor doktora, muhtemelen kendisi de biliyor ama, hani ilaglarin1 da kullanmiyor, ¢ocuga ilag
baglamak lazim, ilag baslayinca erkeklik hormonlar: diisecek ve belki kendini aslinda o kadar erkek hissetmeyecek, o zaman
da ee... ama evlenmis.. yani.. hani biitiin bunlar1 anlatarak.. ama senin yagsaman i¢in bu ilaci kullanman lazim, gene de buna
ragmen erkek olmak istiyorsan 0 zaman ekstradan sana dusaridan erkeklik hormonu vermemiz lazim diye.”

93

99

wsrarla erkek olmak istiyosa,” “gene de buna ragmen erkek olmak istiyorsan,” ekstradan...disardan”
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patients that can’t have children; you can tell them too. There are children with
tumors, they don’t come to us, I mean, to endocrinology, but... Again, the child’s
age, their level of maturity; in these cases, psychologists are very important; they
often come into play while talking about tumors. All this is individualized and
told according to the child’s age and cultural maturity level.”%

Also, in a recently published brochure that is prepared for the parents, it says,
“Disorder of sex development is not something to be ashamed of. Just as there
can be an abnormality or a disorder in the other organs of a person and it can be
treated, the abnormalities in genitalia are also ordinary and they can be treated
to a great extent. Your biggest responsibility as parents is to accept and love your

children as they are. Tell them about this situation at the right time and in a
proper way and do what is needed for their treatment.”

In these examples, the comparison of DSD to other diseases is emphasized to prevent an
embarrassment on the part of the patient and the parents. Similar to the narratives of Dr.
Birsen and Dr. Engin analyzed above, these narratives consider concealing the sex-variation
aspect of the condition as a means of protecting the patient. On the other hand, by
establishing parallels between DSD and other diseases, the treatment procedures of DSD
and treatment procedures of, say, cancer are also paralleled to each other, concealing the
fact that cultural assumptions regarding gender and sexuality play a major role in defining
the treatment as necessary in the case of DSD. When children with intersex traits are reduced
to sick patients, their needs are reduced to medical treatment, which comes in the form of
early, non-consensual surgeries and treatments that can leave them in long-term pain and

suffering rather than feeling loved and accepted.

94 «“Bagka bisiirii hastaliklar igin de gegerli bu, hastalig1 hakkinda....yani bi sekilde dogrular1 séylemek gerekiyor. Biitiin
hastaliklar igin ayni sey ama, sadece bunun i¢in degil tabi; cocugu olmiycak hasta da var ona da anlatabilirsin, tiimérleri
oluyo ¢ocuklarin, onlar bize gelmiyo yani ama endokrine, yine ¢ocugun yasi, olgunlagma diizeyi, buralarda psikologlar ¢ok
6nemli timdrlerde, mesela ¢ok devreye giriyolar anlatirken. Biitiin bunlar ¢ocugun yasina ve kiiltiirel olgunluk diizeyine
gore bireysellestirilip anlatiliyor.”

% «Cinsiyet gelisim bozuklugu utanilacak bir durum degildir. Nasil bir insanin diger organlarinda anormallik veya
bozukluk olabiliyor ve tedavi edilebiliyor ise, cinsel organlardaki anormallikler de olagandir ve bilyiik oranda tedavi
edilebilmektedir. Anne ve baba olarak en onemli sorumlulugunuz ¢ocuklarinizi oldugu gibi kabul etmek ve sevmek,
onlara bu durumu uygun zamanda ve uygun sekilde anlatmak ve tedavileri i¢in gerekeni yapmaktir.”
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3.2 Decision, Treatment and the Aftermath

3.2.1 Who makes the decisions?

As explained in Chapter 2, how much information the child will be provided during the
treatment can be up to the parents’ decision. If the parents do not want their children to know
the details of their condition, in many cases clinicians comply, since there is no structural
obligation, such as legal obligation, against it. Pediatric endocrinologist Dr. Birsen explains
how it works in practice in their hospital: “if they’re at a reasonable age, and if the family
says it’s OK for the child to know, we speak to the child, too, but some families, for instance,
want to be more cautious, they want to meet with the psychiatry [department], etc. You

know, we decide individually how to give information.”%

Dr. Birsen says that the parents should agree if the child is going to be informed, even if the
child is at a suitable age to be told. Thus, a standard procedure about informed consent does
not exist; whether to follow informed consent principles is based on “individual decision.”
In my interviews, some clinicians complained about this situation, saying that they actually
want to delay the operations, or obtain the informed consent of the child, but their parents
would not let them. For instance, intern clinician Dr. Irmak, who works in a hospital located
in a city other than Istanbul, explained that at her hospital, unlike many other hospitals in
Turkey, there is a high standard of care for patients with intersex traits; the clinicians advise
delaying the operations and providing informed consent as much as possible, according to
her observations. However, she continued, the situation is still far from being ideal because
of the parents’ attitude: “I mean, there are also cases where families cause problems, but the
families’ problems are mostly unfavorable for the child; they’re, like, completely about their
social circles, problems in their heads.”®’Thus, parents are seen as the force that is holding
the progressive clinicians back. At the same time, as | showed in 2.3.1, the authority they

have on the sex/gender assignment of their patients can be a huge burden on the clinicians,

% <«“mantikl1 bir yastaysa cocugun bilmesinde bir sakinca yok diyorsa aile, gocukla da konusuyoruz, ama baz1 aileler mesela
daha tedbirli olmak istiyor, bir psikiyatriyle goriismek istiyorlar falan, hani bireysel karar veriyoruz nasil
bilgilendirecegimize.”

9 “yani ailelerin sikint1 ¢ikardi1 durumlar da var ama gogunlukla ¢ocugun aleyhine biraz ailelerin sikintisi, tamamen

kendi sosyal gevreleri, kendi kafalarindaki sikintilar falan gibi.”
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and they might want to delegate this burden to the parents, especially in cases in which they
find it difficult to decide.

On the other hand, Dr. Irmak and many other clinicians expressed that most parents still
comply with the clinicians’ recommendations; because, most parents do not have any
knowledge on the issue, they are stressed about their child’s condition, and they see the
clinician as the only authority who can provide an answer to their questions. There are also
cases in which this is not true; some patients can be reactionary and can refuse to follow the
clinician’s instructions; however, these cases are more exceptions than the rule. Pediatric
psychiatrist Dr. Nilgln says, “all of them [the patients] are conservative but | never heard
‘oh, no, no way’. Families care about what the doctor says.”% Pediatric surgeon Dr. Engin
says, “Families rather listen to us. Frankly, I have never met anyone so far who says: ‘this
shouldn’t happen, that should happen’, or ‘why are you doing this?’ Y ou know, at this point
they are awfully desperate, you know, like ‘whatever you say doctor’, especially with

newborns.”?

Dr. Irmak also emphasized that in most cases clinicians can use their authority to convince
the family to follow their advice; the example she gave about the decision-making process
of an infant patient with CAH -whose parents insisted on raising as a boy- in her hospital

illustrates how this can work:

Dr. Irmak: My professor’s approach was, to my great happiness, rather than the
family’s insistence, regarding how the child would live most healthily according
to the data we have... but, you know, the family saw what they wanted to see, |
guess; I mean, they wanted to have a son. It’s a young couple, 19 or 20 years
old. Anyway, our professors’ position is like: ‘I don’t care what the family wants.
The situation of this child is obvious’... I heard the professor say things like:
‘I’'m writing the child’s report like this, I mean, I can’t make the child’s life
miserable just because the family wants so’; I watched this at the back, heart
emojis coming out of my eyes.

Ceren: | see. But does the family not need to give consent for any intervention
to the child?

Dr. Irmak: It does, but as you can imagine, this is a situation that can scare a lot
of families; it’s a very ambiguous thing. It’s not something they have witnessed

98 “Ihastalarin] hepsi muhafazakar ama ben hig ‘ay yok olmaz’ duymadim, aileler doktorun ne dedigine &nem veriyolar.”

9 «Aileler daha gok tabi bizi dinliyolar, su ana kadar bize ‘su olmasin da bu olsun,” veya ‘niye bdyle yapiyosunuz’ diyene
acikcasi rastlamadim. Zaten hani bu noktada acayip ¢aresiz kaliyolar, hani ‘doktor bey siz ne derseniz o olsun’ seklinde,
ozellikle yenidoganda.”
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or have knowledge on, and most of the time, families have the tendency to trust
the doctor... Because there’s a doctor before them, you know, ‘Professor Doctor
such and such,’ like, they have an apron, you know, their hair turned grey, they
have glasses, etc. So, when they say, ‘we’re doing this’, they usually follow [the
doctors].1%

On the one hand, clinicians might want to rely on the parents for the decision making; on
the other hand, families’ “backwardness” might be seen as an obstacle to the right treatment.
In any case, clinicians are quite powerful in the decision-making process whether they are
comfortable about it or not, as intersex scholar Georgiann Davis points out: “Although
clinicians claim that they are merely information providers, it is important to keep in mind
that they make treatment recommendations from a position of power and authority over the
intersex “emergency”’ they create. This leaves parents inclined to accept medical
recommendations and simultaneously allows providers to evade responsibility for their
actions” (Davis 2015, 124).

3.2.2 Treatment as Taking Action

My interviews with the clinicians supports an observation made by Ellen Feder; “it seems
that the choice with which many parents of children with atypical sex are confronted is this:
do something about your child’s condition, or do nothing” (Feder 2014, 149; emphasis
belongs to author). When parents find themselves between choosing one of these options, it

makes more sense to them to choose to “do something” about their child’s condition.

This is not to say that clinicians intentionally make this formulation; in fact, as | have shown,
they can feel highly conflicted about the authority assigned to them by this medical
formulation. Yet, it is deeply ingrained in the medico-normative language of intersex traits;
defining intersex and variations of sex characteristics (VSC) as disorders to be fixed

100 Dr, Irmak: Hocamm yaklagimi beni ¢ok mutlu eden bir sekilde ailenin 1srarindan ¢ok elimizdeki verilere goére cocugun
en saglikli nasil yasayacagi yolunda oldu....ama iste aile gérmek istedigini biraz gdrmiis sanirim hani ogullar1 olmasini
istemigler, gen¢ bir ¢ift, 19-20 yaslarinda falan, neyse bizim hocalarimizin tutumu da hani “ailenin ne istedigi beni
ilgilendirmez bu ¢ocugun hani durumu ortada”....”ben de ¢ocugun raporunu bu sekilde yaziyorum yani ailenin gonlii olsun
diye ¢ocugun hayatini karartamam” gibi laflar ettigini ben duydum, arka tarafta gézlerimden kalpler ¢ikarak falan izledim
Ceren: Anladim, peki ¢ocuga yapilacak bir miidahalede ailenin consent vermesi gerekmiyor mu?

Dr. Irmak: Gerekiyor ama tahmin edersiniz ki bu ¢ok aileyi korkutabilecek bir durum, ¢ok belirsiz bir sey, sahit olduklari,
bilgi sahibi olduklari bir sey degil, ve cogu zaman ailelerin hekime giivenme egilimi var...¢ilinkii hekim var karsisinda hani
profesor doktor bilmem kim iste dnliigii var ne bileyim sa¢1 beyazlamig gozIigii var falan yani, “sunu yapiyoruz” dediginde
yapiyorlar genellikle.
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inevitably leads to a purely medical formulation against which action should be taken. For
instance, the language Dr. Bulent uses when complaining about how difficult it is to
motivate the parents toward a “wait and see approach” is a good example:
“Some say: ‘Professor, we first trust in God and then in you’. I say: ‘Look, if
you trust in God first, God created that way, then keep your child like this. But
if you say that I'm better than God and can do what he can’t, then I'll fix this’.
They say: ‘I repent, of course not, professor’; some say, ‘faithless doctor’ and
take the child away (we laugh) ... But it’s like that, cause they [think] it can be
fixed... Its shape and all is never the original, anyway, it doesn’t work; it doesn’t
end up like a real vagina. We do something that resembles it, sometimes the
clitoris is still big, or sometimes it disappears completely. Since the family
doesn’t know the technical details, they think it will be something totally normal.
We try to explain that it won’t be like that, but of course, a good part of our

people [don’t understand] ... | mean, | tell them every time, but they don’t
understand anything.”%!

In this narrative, Dr. Bulent expresses how big a burden he is undertaking since surgical
intervention does not provide what it promises. Knowing this, he wants to be saved from
this burden by explaining the parents the reasons why it is better to wait. However, the
categorization of intersex as a disease is limiting the possibilities of his language; he says
they he can “fix” it, even while he is trying to explain why he actually cannot. In the end,
what is communicated to the parents is a choice between “fixing” and “not doing anything”
about their child’s medical condition. In such a formulation, it is not surprising that parents
choose the “fixing” option, even if they understand that there might be some “side-effects.”
Indeed, when | push him more, asking “But don’t more conscious (bilingli*®?) families come
to you t00?"1% he responds, “I mean, relatively conscious families do come but... What

kind of a decision do you want the family to arrive at? What should the family say now?

101 “Bazilar1 hocam 6nce Allah’a sonra size giiveniyoruz diyorlar, diyorum ki bak énce Allah’a giiveniyorsan Allah boyle
yaratmig, o zaman bdyle sakla ¢ocugunu, yok sen Allah’tan daha iyisin onun yapamadigini yaparsin diyosan ben bunu
diizeltirim diyorum. “Tdvbe estagfurullah hocam” filan diyor, bazen dinsiz doktor diye alip gotiiriiyorlar [giiliiyoruz].. Ama
Oyle ¢linkil senden yani diizeltilecegini [diisliniiyorlar].. Zaten sekli mekli hi¢bir zaman orijinal degil olmuyor, orijinal
vajen filan olmuyor, benzermis gibi yaptigimiz bir seyler yapiyoruz, bazen yine biiyiik kaliyor klitoris, bazen tamamen
kayboluyor, aile teknik detaylar1 bilmedigi i¢in son derece normal bir sey olacak zannediyor, dyle olmayacagini anlatmaya
calisiyoruz ama tabii halkimizin 6nemli bir kismu [anlamiyor].... yani ben her seferinde anlatiyorum ama higbir sey
anlamiyorlar.”

102 T explain the Turkish term “bilingli” in Section 3.3 of this thesis.

103 «peki dyle daha bilingli aileler de gelmiyor mu size?”
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‘Professor, leave the vagina as it is’; neither the mother nor the father wants to take such a

responsibility, cause they don’t know.”%4

Thus, even if the parents “understand,” they still are not in a position to take the
responsibility of the ultimate decision, because of the medicalized context in which intersex
traits are defined and discussed. In the last section of this chapter, | will further discuss how
the absence of peer-based information in the medical context leads to construction of the
patients as inadequate to take responsibility of their own treatment, and how it reproduces
the narrative of “cultural factors™ as justification for maintaining the traditional, surgical

approach.

3.2.3 Following-up with the Patients

Finally, insufficiency of follow-up procedures may constitute another obstacle to fulfilling
the principles of informed consent. Especially because there is little evidence about the long-
term effects of surgical operations on children with intersex traits, follow-up of the patients
is crucial in seeing the results of the treatment for the clinicians; for instance, several of
them mentioned their clinical experience among the factors that caused them to change their
practices toward a less interventionist direction. Yet, when | asked the clinicians about their
follow-up mechanisms, they gave either general answers such as stating that they do follow-
up and they consider it important, or they stated that the follow-up procedures vary greatly
depending on the patient. Their responses were in many ways similar to the responses they
gave to the questions about how they communicate their conditions to the patients, as
explained at the beginning of this chapter. For instance, pediatric endocrinologist Dr. Birsen
explained her approach as following:

“You know, in every case that I see, at every follow-up, at adolescence, |

personally [say]: ‘how are things?’, etc., you know, ‘do you have a complaint?’;

if they want to speak to me or if I don’t get answers to my questions the way |

want to, you know, if the person that came with them, their mother, or father
says to me: ‘can I speak with you?’ and wants to tell me something, you know,

104 «yani nispeten bilingli aileler geliyor ama....ailenin nasil bir karara varmasini istiyorsun, aile ne desin simdi “hocam

vajene dokunmayin”; boyle bir sorumlulugu ne anne ne baba almak istemez, bilmiyor ¢iinkii.”
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I can do things that are aimed at that; I say: ‘let’s talk to the child psychiatrist
again; let’s do this and that’...”1%

The first thing Dr. Birsen mentions about the follow-up procedure is related to
heterosexuality being an indicator of success; that the patients are attracted to the “opposite
sex/gender” is considered a proof of that the correct sex/gender was assigned. Second, as
mentioned earlier, there is no obligation for a long-term psychological support; it is up to
the parents, or the endocrinologist’s perception of the need, to refer the child to a psychiatrist
or psychologist. Third, the emphasis is more on the parents’ need to talk, rather than the
child, whereas it is the child who is facing the consequences directly. A question such as
“how is it going?” is very general, the child is at the clinician’s room with her parents, and
she is speaking to an endocrinologist in an extremely busy hospital setting, knowing that
there are tens of patients at the door waiting for them to leave the room. In these conditions
one could raise questions about how much the patient would be able to express herself. For
instance, can the child feel safe in such a context? How can the child give feedback for a
treatment that she does not know the content of? Does the follow-up procedure include
criteria such as complications, pain, or loss of sensitivity? Can these be captured with the
kind of general question that Clinician F asks? What about other possible consequences that
is more difficult to measure, such as feelings of shame that is caused by the experience of

treatment?

Feder (2014) states that “clinicians working with parents of children with ambiguous
genitalia report an increasing use of a kind of consultation that has come to be called
“nondirective counseling.” A nondirective approach involves the provision of information
a healthcare provider believes to be important for weighing various possible interventions
in a given medical situation and what is known of the outcomes without directing the person
counseled to make a particular decision... Under the model of nondirective counseling,
decisions regarding treatment rest ultimately with the patient and not with the healthcare

provider” (Feder 2014, 134). Most of my informants implied that they try to follow these

105 “Hani bireysel olarak ben her gdrdiigiim vakada her kontrolde adlesan dénemde kiz/erkek arkadagi var m1 “nasil gidiyor
isler” falan filan hani “bir sikayetin var m1” gibi, eger benimle konusmak isterse ya da benim sorularima hani istedigim
gibi cevap alamazsam, o sirada mesela annesi ya da babasi yanindaki gelen kimse, hani sizinle konusabilir miyim deyip
bana bir sey anlatmak isterse, hani ona yonelik seyler yapabiliyorum, ¢ocuk psikiyatristi ile tekrar konusalim diyorum,
sunu yapalim bunu yapalim...”
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principles in their clinical practice, although they cited the parents’ inability or
unwillingness to receive this kind of counseling and to be the main decision-makers - as |
will discuss further in the following section- as an obstacle to achieving this. Still, they

generally regarded the principles of nondirective counseling as the “ideal situation.”

However, as | showed, clinicians often use multiple narratives strategically to present the
condition of a patient as a purely medical issue that demands medical intervention. They
often avoid talking about the facts that would disturb the medical definition of sex, they can
conceal or misrepresent what the surgery involves, they can present the intersex trait as a
serious condition by establishing parallels between the intersex condition and other diseases,
and they commonly present treatment as “doing something” as opposed to “doing nothing.”
Based on my interviews, it seems to me that clinicians often go against the principles of

nondirective counseling despite their high regard of it.

In her research, Feder observed a similar pattern: “[clinicians’] accounts of discussions with
parents ... indicate that, paradoxically, at least some degree of the urgency that parents feel
may be result of the formally nondirective methods of providing information to parents”
(141). Clinicians often view the principles of nondirective counseling as “abstract
principles” that are not relevant to real life problems of real people; they do not think that
these principles will bring the patients happiness and relief, as Feder observed (135). My
interviews with clinicians also support these findings, as | show in this chapter; clinicians
can move around the ethical rules in different ways, using multiple strategies in order to
justify what they think is the most appropriate thing to do in their context. However, because
“abstract principles” of ethics represent a morally superior position, most clinicians feel the
need to respond in ways that would prove their own ethical stances in their existing
practices, rather than seriously considering changing their practices (Morland 2009).

In the following section I show how clinicians’ view of their patients is shaped by the larger
political context and how it influences clinicians’ positions about the shifting paradigm of
treatment in the recent years. Next, | present some suggestions made by scholars on how we
can discuss the ethical concerns such as informed consent in ways that will allow us to move

beyond the moral competition imposed by some “abstract principles.”
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3.3 “Culture” as a Barrier to Change: “It’s not possible in Turkey”

In clinicians’ narratives, medicalization and “advanced countries” (“‘ileri iilkeler”’) often go
hand in hand. On the other side of the coin, under-medicalization and “backwardness’ also
go hand in hand. For example, several clinicians cited the fact that nowadays newborn
infants go through a detailed examination immediately after birth and thus it is much easier
to detect intersex conditions at birth as one of the good and desired developments. In this
way, they suggested, it is easier to “catch” an intersex condition at birth and intervene
“before it is too late.” For instance, pediatric endocrinologist Dr. Ayfer stated that there are
fewer intersex people who are not diagnosed until adulthood in advanced countries, because
“in the advanced countries, this kind of problem is seen less, cause it is diagnosed early. In

our country, sometimes it goes unnoticed.””1%

When | asked general endocrinologist Dr. Serap if she encounters with adult people who
have intersex traits that have not been diagnosed before, she says:
“Sure, it used to be in the past; now there are pediatricians everywhere, etc.,
families are more conscious compared to before, it’s easier to access doctors, so,
I mean, when 30 years ago these cases were more prevalent, now it’s almost
never seen. | mean, like with thyroids, in the past, we used to see huge thyroids,
but we don’t see them anymore. I mean, doctors are numerous, and many doctors
go to the periphery due to mandatory service; | mean, like I said, you know, due

to the change in health policies, it isn’t hard to reach doctors, so it is very unlikely
to encounter such overdue cases, but we used to see them before.”1%’

Clinicians often suggested that “civilized” or “Western” countries provide higher standards
of care for intersex children. It is therefore not surprising that when | asked the clinicians
what they think about the growing global advocacy for the postponement of surgeries until
the patients come to an age that they can give consent, most of them, if not all, agreed that
it is a better way of treatment. However, then they quickly brought up the issue of “culture”

and how it is an impediment to change in the way of being like those “advanced countries.”

106 <jleri iilkelerde bu tip sorun daha az ¢iinkii erken tan1 konuyor, bizde bazen gdzden kagiyor.”

107“Tabii, yani eskiden olurdu, simdiden zaten her yerde gocuk hekimi var vesaire, aileler daha eskiye oranla bilingli,
doktora ulagma daha kolay,dolayisiyla yani bundan 30 y1l 6nce bu vakalara daha ¢ok rastlanirken, simdi artik hemen hemen
hig¢ rastlanmiyo, yani tiroidde oldugu gibi eskiden kocaman kocaman biiyiik tiroidler goriirdiik, gormiiyoruz artik onlari.
Yani hem hekim sayis1 ¢ok, hem zorunlu hizmet sebebiyle ¢ok fazla hekim perifere gidiyo, yani dedigim gibi iste saglik
politikalarinin degisimiyle hekime ulagsmak zor degil, dolayisiyla boyle ge¢ kalmis vakalara rastlama ihitmali de ¢ok az,
ama eskiden goriirdiik.”
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They said that they wish they could apply these principles to their patients, but
“unfortunately” they cannot, either because the social pressure would be too much for the
patients to deal with, or because the patients have “socioeconomically low” status and
therefore they cannot “understand” enough to make decisions for themselves. As a result of
the patient’s perceived inability to participate in the medical decisions that concern them,
the “safest” choice is considered to be performing the operations, in accordance with the
long-established medical protocols however outdated they are according to “Western
standards.” When I was talking to the pediatric endocrinologist Dr. Birsen about the growing
tendency in the world to postpone the surgical operations, she said:

“In fact, the approach all over the world is like that. In our country, people,

especially families still want this thing to be clarified, you know; for the child to

be able to recognize themselves, you know, rather than making a big change later

and, with their own expression, ‘being disgraced’, there’s an expectation like,

‘let them be a girl or a boy, let this be concluded right here’. This is something

that rather relieves the family but, regarding the legal and moral aspect of it, we
prefer and the whole world prefers the other way.”*%®

In this quote, Dr. Birsen positions herself as a clinician and as a representative of the
“modern mindset”; she positions herself as a representative of the objective and scientific
view, thus, against the patients who are subject to societal and cultural pressures around
them. However, in our next conversation, when the same issue came up, she made the
dichotomy between “modern/western mindset” and Turkey’s social context a bit blurrier:
“I mean, you’re right; there are things like: ‘don’t perform any surgery that isn’t
of vital importance’, but this is very hard to do in Turkey... For example, you...
said: ‘let it be a boy’... The mother says: ‘Are you going to let it like that? I
mean, one day they’ll grow up and see their penis and say, ‘where’s my penis,

I’m a man’’; you put yourself in the family’s place and you feel the need to do
something. .. put your own child [in their place], for instance.”%®

108«Aslinda biitiin diinyadaki yaklasimda Oyle, bizim iilkemizde hala insanlar, dzellikle aileler, bu isin ¢abucak
netlestirilmesini istiyor, hani ¢ocugun kendi bilebilmesi, hani es dost akrabayas sonradan biiyiik degisiklik yapip hani kendi
tabirleriyle “rezil olmaktansa” kiigiikken kiz ya da erkek olsun, o isi orada kapansin, bdyle bir beklenti oluyor. Bu daha ¢ok
aileyi rahatlatan bir sey, ama kanuni hukuki ve ahlaki boyutuyla biz 6biir tiirllisind, butin dinya 6bir turlistind tercih
ediyor”

109y ani dediginiz dogru higbir ameliyat yani “hayati énemi olmayan higbir ameliyat: yapmayin” gibi seyler var, ama bunu
Tiirkiye’de yapmak ¢ok zor... mesela siz .... erkek olsun dediniz .... diyor ki annesi “bdyle mi birakacaksiniz, yani yarin
obiir giin biiyiiyecek bu pipisini gérecek hani diyecek ki nerede benim pipim ben erkegim,” orada hani ailenin yerine de
koyup kendinizi bir sey yapma ihtiyact hissediyorsunuz....kendi ¢ocugunuzu koyun mesela.”
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In this narrative, Dr. Birsen can justify the early surgical operation - in this case penile
reconstruction - only when she steps out from her role as a “modern” clinician and
empathizes with the parent who has a socioeconomically low position in society and who
lives in under high social pressures in her everyday life. By maintaining the dichotomy
between her views as a science person who adopts the “western” thinking and as an ordinary
citizen who can empathize with her patients, Dr. Birsen can continue to promote early
surgical operations while at the same time advocating for “advanced” standards such as

informed consent.

During interviews, clinicians invariably mentioned and complained about their patients’ low
socio-economic status. Among all, only one clinician - Dr. Irmak, despite her relatively little
experience as an intern clinician - mentioned a positive example in which the parents agreed
to rear the child genderless for a few years, even though she also mentioned similar things
about how the socioeconomic status of her patients are very low in general. When | asked
Dr. Irmak why this might be the case, she answered:
“It’s more likely for a person who is relatives with their spouse to have a lower
socioeconomic status, to be ignorant, hence they’re more likely to be sick, I
mean, more likely not to use the pills. Most of the patients that | see are
elementary school graduates. I mean, there’s really a relation there. I mean, yes,
maybe university graduates go to private hospitals and not come to me, the state
hospital; there’s that. And there’s also really a state of consciousness; it’s less
likely for someone with a master’s degree to marry their relative, or to be forced

to that by their environment, compared to someone who is an elementary school
graduate.”1

This represents a common view among the clinicians who deal with intersex patients; there
is a collective perception of the intersex patients as belonging to a less educated,
socioeconomically lower class. Sometimes, this can be presented as an explanation of
patients’ avoidance of medicalization, too. When pediatric surgeon Dr. Engin was
explaining his stance against the term “cift cinsiyetli,” he complained that patients hold on

to this term because they “cannot understand” the medical “truth” explained to them by him:

10 “Egj ile akraba olan insanin sosyo ekonomik durumunun diisiik olma olasilig1, cahil olma olasilif1 daha yiiksek, bu
yiizden hasta olma olasilig1 daha yiiksek, yani ilac1 kullanmama olasilig1 daha yiiksek. Benim gordiigiim hastalarin ¢ogu
ilkokul mezunu hani bunun bir iliskisi var gergekten, hani evet belki iiniversite mezunlart 6zel hastaneye gidiyordur, bana
gelmiyordur devlet hastanesine o var, bir de gercekten bir biling hali var, akrabasi ile evlenme olasiligi daha diisiiktiir
master mezunu birinin bir ilkokul mezunu kisiye gore, veya ¢evresinden bdyle bir baski gorme olasilig1 daha diigiiktiir.”
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“And sometimes, it goes like this; you know, the person you encounter,
according to their socioeconomic level, let’s say cultural level; no matter how
much you explain, somehow, you can’t. I mean, they keep it in their mind as if
their child is cift cinsiyetli. So, how come...? And unfortunately, this group is,
for some reason, the group with lower socioeconomic level. | mean, very few of
these patients are from a higher level of income or higher cultural level”'!

Dr. Engin thinks that parents obsess over the term “cift cinsiyetli” for the sole reason that
they are not able to understand the medical “truth.” As I explained in the previous section,
clinicians are opposed to the terms “¢ift cinsiyetli” and “intersex” because they represent a
status of the sex of the child as “both” or “in-between” respectively. However, the medical
view of DSD maintains that every child is born with one “true sex,” and any sign of
ambiguity is a bodily “error” that needs to be fixed in accordance with the “true sex” of the
child. Thus, while DSD language is a medicalized language, “¢ift cinsiyetli” remains a term
that indicates how the person is perceived socially, a language that belongs to a pre-modern,
or pre-medicalized, era. Thus, that patients insist on using the non-medical term “gift
cinsiyetli” rather than the DSD language is attributed to their low socioeconomic status; in

other words, having lower socioeconomic status is framed as “undermedicalization.”

In line with this view, several clinicians I interviewed - including 3 out of the 4 pediatric
surgeons- emphasized the need for more specialization of medical care for intersex
individuals, referring to European countries. Two of these three surgeons were Dr. Engin
and Dr. Ali, both of whom are well known names especially in hypospadias operations, and
who take pride in their professional success in this form of surgery. Both of them expressed
a moderate approach about postponing surgeries until the child grows up to give consent -
in fact, Dr. Ali takes pride in being an advocate for elimination of cliteroplasty completely-
, yet their moderate approach did not apply to hypospadias. Even if they were more open
considering postponing other types of surgeries, they said that they cannot advocate for
postponing “all the operations,” and gave hypospadias as an example that they would not
want to postpone. Instead, they brought up the issue of expertise:

“There has to be referee centers about this; that’s how it works abroad; for
instance, in England, France, that’s how it is. They set up the system, they solved

111 Bazen de sdyle oluyor, hani karsidaki sosyoekonomik diizeye gore, kiiltiirel diizeye gore diyeyim, ne kadar anlatsan da
bi sekilde anlatamiyosun, yani o kafasinda benim ¢ocugum ¢ift cinsiyetliymis gibi akilda tutuyolar, ee hani.. ve malesef bu
grup sosyoekonomik diizeyi diisiik grup nedense.. Yani bu hastalarin ¢ok az1 boyle gelir diizeyi, kiiltiirel diizeyi yiiksek
hasta grubundan oluyor.”
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it. This is a matter that not everyone should deal with. There must be a few main
centers and there, [people who know their stuff] must direct... Unfortunately,
that’s not how it is in Turkey. That’s why there can be bad outcomes,
unfortunately. I mean, these surgeries need to be performed well.” (Dr. Engin)**?

“Abroad, for instance in England, these operations are limited to certain centers.
I mean, people who are experienced in that subject perform it. People outside
those don’t have the authority to perform such surgeries. In fact, it has to be like
that; it’s true for all surgeries. Experienced surgeons had better perform these
operations so as to minimize the results that might negatively affect the child’s
life.” (Dr. Alj)!*3

According to this view, the major problem lies in that there are too many unqualified
surgeons who conduct intersex operations which create bad results. Therefore, there should
be specified centers that have qualified surgeons, and no other surgeon should be allowed
to do these operations. This view places the problem at the unqualified surgeons, rather than
the violation of right to consent; in other words, the pain and the suffering that is caused by
early surgical operations is a result of undermedicalization, rather than medicalization, of

intersex in Turkey, as opposed to “the West.”

As a result of these perceived dichotomies between “West” versus “Turkey,” “civilized”
versus “backward,” and” medicalized” versus “undermedicalized,” early surgical operations
continue to be justified even when the clinicians feel like they might be doing the wrong

thing. When he was talking about whether or not postponing the surgeries, Dr. Engin said:

“For example, [Dr. Ali] thinks differently; he says: ‘let’s postpone, let them
decide for themselves when they’re 18°. It might be like that in other countries,
but I argue that, in every disease, it should be approached according to the culture
of the country. I mean, OK, let’s not intervene but what will that child be until
they reach 18? It may be like that in other countries but here, according to the

H“2Bynunla ilgili referee merkezlerin olmas: lazim, yurtdisinda bdyle isliyor, mesela Ingiltere’de Fransa’da bu boyle,
sistemi kurmuslar, onlar halletmisler. Bu is herkesin ugragsmamasi gereken bir konu, birka¢ ana merkezi olmas1 ve oralarda
(isi bilenlerin) yonlendirmesi gerekiyor .... Malesef Tiirkiye’de boyle degil, o nedenle kétii sonuglar alinabiliniyor malesef,
yani bu ameliyatlarin iyi yapilmasi lazim.” (Dr. Engin)

13«yyrt disinda bu tiir meliyatlar, mesela ingiltere’de belli merkezlerle simrlidir, yani o konuda tecriibeli olan kisiler yapar
, onun digindaki insanlarmn yetkisi yoktur bu tiir ameliyatlar1 yapmaya. Aslinda bu olmali bence, bu her ameliyat i¢in gegerli,
¢ocugun hayatin1 olumsuz etkileyebilir sonuglart minimuma indirmek i¢in ameliyatlari tecriibeli cerrahlarin yapmasinda
fayda var.” (Dr. Ali)
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culture... For instance, we go to international congresses and they protest us,
saying: ‘don’t touch my organ’. But here, people change city because of that.”*!4

This quote by Dr. Engin is exemplary of the line of reasoning of many clinicians in terms
of thinking the intersex issue locally. Yet, he does not attribute the absence of protests in
medical conferences in Turkey to the silencing and stigmatizing culture around the issue;
rather he attributes it to the lack of complaint. Thus, Dr. Engin - and many other clinicians
- perceive “culture” in a very specific and limited way, one in which justifies the

continuation of early surgeries.

When | asked pediatric surgeon Dr. Ziya about the same issue, Dr. Ziya gave an anecdote
from a medical conference on intersex that was held around fifteen years ago. An intersex
activist from the US sent a video to be shown at this conference, whose audience was
medical professionals. Dr. Ziya still remembers the message in this video:

“At a video that was shown at the end of a conference, ‘did you ask me when

removing my testicles? Maybe I want them?’ I mean... (an expression like ‘this

is really shocking’), really... There’s a levelheaded, educated person in front of

you, and I also think that a person like that should be able to make their own

decision... I mean, when I put myself in their shoes, they’re right. I want to make
my own decision, too. Everybody should be let be.”1°

Dr. Ziya is one of the oldest in the profession; he also has the most conservative ideas
regarding gender and sexuality, as well as the postponement of the operations. Thus, it was
very surprising for me to hear this anecdote and his support for the activist who sent the
video. His tone of voice implied that the question of “did you ask me when removing my
testicles? Maybe I want them?” had a profound effect on him, which he still remembers
after such a long time. Then, he added:

“But if you let such a person in an uncultured environment... [it’s not good]. For
example, in Sweden, Germany, they might be doing that; they might say: ‘let
them decide for themselves’. Those are societies that think in a civilized way.

H4<Mesela [Dr. Ali] farkh diisiiniiyor, o ‘erteleyelim’ diyor, ‘18’e gelince kendi karar versin’ diyor. Baska iilkelerde dyle
olabilir, ama ben her hastalikta iilkenin kiiltiiriine gére yaklasilmasi gerektigini savunuyorum. Yani tamam ellenmesin de
18’e gelene kadar o g¢ocuk nolucak? Baska iilkelerde 6yle olabilir, ama burada kiiltiire gore.... Mesela biz uluslararasi
kongrelere gideriz, bizi protesto ederler, ‘organima dokunma’ diye. Ama burda, insanlar sehir degistiriyo ya bu yiizden.”

115 «Bijr konferansin sonunda gosterdigimiz bir videoda, ‘siz benim testislerimi alirken bana sordunuz mu? Ben belki onlari
istiyorum...?” Yani boyle... (sok ifadesi), hakkaten... karsinda akli basinda egitimli bir insan var, ve dyle bir insanin kendi
kararini alabilmesi lazim bence de... Yani ben kendimi onun yerine koyup diisiindiigiim zaman hakli, ben de kendim karar
vermek isterim, herkesi kendine birakmak lazim.”

85



But think, for instance, someone in Elazig!®... us letting them be... that doesn’t
work. What would this child go through in their school life and after? But it’s
important for a person that received education to make their own decision.
Everybody wants to be happys; it’s the only goal for everybody, in the end.”**’

3.3.1 Neoliberal Responsibilities and the New Paradigm of Treatment

What is the difference that is so deep between someone who is “educated” and who is not,
so far as to justify performing surgical operations on the genitals for cosmetic reasons on
the latter? On the one hand, “West” is associated with medicalization, which is manifested
as more early surgeries in Turkey. On the other hand, “West” is moving towards postponing
the operations; clinicians are aware of this, and at least in discourse they position themselves

in alignment with this new “West.”

In fact, medical anthropologist Aysecan Terzioglu states that the alignment of the clinicians
with “the West” has its roots in the history of Turkey. Terzioglu points out that during the
late Ottoman and early Republican era, clinicians played a major role as apparatus of
modernization. They embraced modern republican values and became important
collaborators of the state in public health projects such as vaccine campaigns or proliferation
of local health clinics. During this period, public health, preventive medicine and population
control were on the agenda of the state. However, things started to change dramatically in
the 1980s because of the neoliberal policies implemented that resulted in privatization of
health care institutions and increase in inequality between social classes. In accordance with
these changes, cultural discourse around health also changed; no longer a primary
responsibility of the state, health became a “personal responsibility” as opposed to be a basic
human right. This also affected clinicians’ relationship to the state; their “social mission of
modernizing the country, cultivating new generations who believe in the superiority of
science and medicine” was also being taken away (114). When they realized this, “many

clinicians embraced the role of ‘guardians of modernity’ instead of ‘pioneers of

118 A city in the southeast of Turkey

17«Ama sen boyle bir insani kiiltiirsiiz ortamda birakirsan... [olmaz]. Mesela Isve¢”te, Almanya’da yapiyorlardir belki,
kendi karar versin diyebilir, oralar medeni bir sekilde diisiinen toplumlar, ama diisiin mesela Elazi1g’da biri, biz birakalim
olmaz, bu ¢ocuk okul hayat1 ve sonrasinda neler yasar... Ama egitim almig bir insanin kendi karar vermesi 6nemli. Herkes
sonunda mutlu olmak ister, herkesin tek amaci budur sonunda.”
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modernity,”” and they started to distinguish between “good” (“bilin¢li”’) and “bad”
(“bilingsiz”) patients as part of this new role (117). Being a “bilingli” patient included
criteria such as accepting the authority of the clinician, showing complicity, and having
received higher education; at the same time, it was an indicator of being a “good and
modern” citizen. Most importantly, “bilingli” patient was the patient who took personal

responsibility for her illness (Terzioglu 2011).

The references my informants made to the patients’ education levels and occupational status
show a similar kind of distinction. Taken in this light, my informants’ distinction between
“more advanced countries” and Turkey, or between educated and the less educated patients
can be read as part of this historically and politically rooted positionality. According to the
clinicians, intersex patients constitute the “bilingsiz” patients who are not able or willing to
take responsibility for their own medical treatment. In other words, the clinicians think that
they cannot apply the new paradigm to their patients not because they are against it in
principle, but because their patients do not represent the type of patient that is defined by
the new paradigm. By categorizing patients into groups, the clinicians in Turkey measure
their patients’ ability and willingness to take the personal responsibility of self-management
of their own medical treatment. The overwhelming majority of the patients, however, cannot
pass this test. Therefore, the clinicians continue to practice early surgeries because they do
not “trust” in their intersex patients’ ability and willingness of undertaking this neoliberal

responsibility.

The delegation of the responsibility of treatment to the patient is not peculiar to Turkey,
however. Alyson Spurgas (2009) talks about how the shift to DSD language is also a shift
towards making intersex treatment a personal responsibility. Based on her research in the
US, she argues that intersex people -along with the broader neoliberal shifts in medicine and
culture - are forced to become “patient-consumers,” who are more “free” in their decisions
about their bodies, whereas this “freedom” comes with a responsibility of self-disciplining
of the body, attached to morality (Spurgas 2009, 114-115). Thus, the medical paradigm that
forces early surgeries is shifting towards one that forces a moral responsibility of self-

medicalization.
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Intersex scholar lain Morland criticizes mainstream intersex activism by suggesting that the
new paradigm places individual responsibility on the patient, similar to Spurgas; however,
Morland poses the critique toward the mainstream intersex movement, suggesting that the
dominant activist views, as represented by ISNA, contributed to the imagination of the
patient as a neoliberal subject, who considers taking responsibility as a moral duty. He offers
a critical reading of “Notes on the Treatment of Intersex,” a document published in ISNA’s
website in 200018, that summarizes how ISNA envisions the changes in the treatment model
of intersex by comparing the old treatment model with the new, patient-centered, model.
Morland suggests that in the new treatment paradigm as suggested in this document, it is
not clear how “informed consent” can fully work; no matter how conscientious the clinicians
are, it is impossible for them to provide the patients and patient families all the necessary
information they need to make their own decision, he suggests, because of the complexity
of the mechanisms that play role in the treatment procedures: “[i]n this model, instead of
being presented with a menu of clinical interventions from which to choose, a family would
be provided with a gender theory reading list. To give them anything less would be to
conceal from them the true rationale for reforming treatment” (204). He further points out
that “patients sometimes desire neither to make decisions about their treatment, nor even to
be fully informed about their treatment options” (202) and reminds that the “patient-
centered” model, which places great importance on personal responsibility, can be as
authoritative as the medical approach. Morland poses the problem as the moral competition
created by the language in which the new paradigm is framed: “Activism cannot avoid
paternalism so long as its patient-centered agenda is narrated as morally superior to not only

conventional intersex medicine, but also to the desires of patients” (206).

As the analysis of Spurgas and Morland points out, the intersex activist movement and the
shift it advocates towards a new paradigm of treatment is shaped by the broader neoliberal
political context in which health becomes personal responsibility rather than a basic human
right. In this framework, both the patients and the clinicians gain new responsibilities; the

clinicians are responsible with informing the patient fully and offering all the medical

118 Morland states, “In March 2003 ‘Notes’ underwent subtle revision and was renamed *Shifting the Paradigm of Intersex
Treatment’” (Morland 2009, 193); this is the version available today at the website of ISNA, through the hyperlink
http://www.isna.org/compare.
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options, and in return, patients are responsible for absorbing this medical information and
taking charge in the medical decision-making. In the specific political and historical context
of Turkey, this formulation results in categorization of intersex patients as lower-class; the
patients who are not willing or able to take this responsibility do not “deserve” to be treated
according to the new paradigm. Thus, in order to raise better questions at this historical
moment in which intersex rights movement is gaining global momentum, | suggest that it is
necessary to pay attention to various kinds of inequalities as well as moral competitions that
is perpetuated in congruence with the neoliberal logic of our age in different contexts,
whether it is in the medical or activist narratives. One such inequality is the one that created
by the class position of the patients. Perceiving DSD as a lower-class disease, the clinicians
in Turkey can continue to promote early surgical operations while at the same time aligning
themselves with the rising global advocacy of intersex rights. On the other hand, the
dominant language of the new treatment paradigm and the activist movement assigns a
moral inferiority to those who do not, or cannot, take personal responsibility of their own

medical treatment as well as to the clinicians who do not expect their patients to do so.

3.3.2 Discussing “Culture” in the Medical Context

As Renato Rosaldo states in his Culture and Truth, a major contribution of cultural
anthropology as a field of study has been making “culture” the central focus as an object of
analysis. However, the anthropological view of “culture” changed drastically around the
80s. Previously, “culture” was considered unitary, homogeneous, bounded, static and only
applicable to those who are “below.” During the 80s, the term went through a major
transformation; a new understanding of “culture” emerged in which it is defined as multiple,
heterogeneous, fluid, historically contingent, as well as relevant to those who are “up”
(Rosaldo 1989). As Lawrence Cohen (2012) states, by the 1990s, territory-bounded analysis
was considered old fashioned because of anthropology’s critique of the term “culture”; it
leads to oversimplification of the social worlds people live in through an overemphasis on
territory. However, as the term “culture” became old-fashioned for anthropology, it became
increasingly more popular in other fields. One of these fields was clinical research, since

“[plart of the power of culture has been as a site of recognition for clinically marginalized
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populations through proliferating pedagogies of cultural competency in patient care”
(Cohen 2012, 68). Cohen does not deny that taking geographical area as a focus of analysis
can still be relevant to our problems; however, he reminds that medical anthropology should
take the anthropological critique of “culture” seriously while reincorporating the area into

its analysis.

| argue that apart from the neoliberal shifts in the larger political context, another
impediment to change is the interpretation of “culture” as unitary, homogeneous, bounded,
static, and as only applicable to those who are “below,” in clinical research. This kind of
reading of culture prevents the clinicians from seeing their patients as part of the changing

world, and it prevents seeing themselves as “cultured” beings.

For instance, despite the clinicians’ insistence that Turkey is different because of its cultural
environment, the paradigm shift in the “West” is facing similar challenges as in Turkey.
Both in the US and many European countries, children with intersex traits and VSC continue
to be imposed the treatments that go against their rights to bodily integrity and informed
consent; and activist groups and allies in those countries face similar challenges from

medical authorities.

Second, the import of medical theories from “the West” is not historically recent; the
traditional treatment paradigm also originated in the US and developed and became
widespread throughout the world mainly through the collaboration of the US and Europe-
based medical professionals. As historian Alice Dreger informs, one of the two medical
experts of “doubtful sex” in Britain in the late nineteenth century Lawson Tait “examined
two children sent from Turkey specifically for the purpose of having their sexes diagnosed”
in 1879 (Dreger 1998, 82). If the historical pattern continues, the paradigm shift is also likely

impact medical and activist practice in Turkey.

Third, clinicians referred to the ways in which their patients are influenced by the social and
cultural conditions that they live in as a reason to hold on to the traditional paradigm,; yet,
they did not frame their own life and work conditions as factors that might be relevant to
change. For example, a couple of clinicians referred to their harsh working conditions such
as their busy work loads and the increasing violence toward clinicians and concerns of

safety. For instance, pediatric surgeon Dr. Engin says, “As opposed to the World Health
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Organization that says: ‘you can see 20 patients a day’, how many patients are seen here?
100 patients (bangs hand on table) are seen. And can you make mistakes? You definitely
can... I mean, I’'m doing the job of three people. Other than that, I’m trying to write articles,
I’'m trying to do science, I'm trying to raise pediatric surgeons, and I’m trying to raise

doctors.”11?

Indeed, | was bewildered by how crowded it was when | first stepped into the hospital Dr.
Engin works. On the other hand, none of the clinicians framed these drawbacks as “cultural”
reasons to avoid unnecessary treatments, which could potentially minimize both their work

load and risk of “making mistakes.”

Fourth, the idea that a non-intervened intersex trait would necessarily cause suffering
because of the cultural context could simply be wrong. In order for a physical difference to
cause psychological problem, the person needs to be aware of it and frame it as an
inferiority. Yet, many people learn they -or their child- have an intersex trait for the first
time from the clinicians. In other words, medicine produces intersexuality; a trait that is not

considered bad or unusual can be so after the diagnosis (Eckert 2009).

For example, hypospadias is one of the most frequent conditions, and it is commonly known
as “peygamber siinneti,”*2% which is a holy sign, in Turkey; the children born with this trait
can be defined as “congenitally circumcised,” as one of the indications of hypospadias is
lack of foreskin. In a webpage'?! of a pediatric surgeon who is known for his success in
hypospadias operations, comments of families whose children had hypospadias operations
show how medical diagnosis changed their perception of their children’s condition
tremendously:

“My son was born with peygamber stinneti. I didn’t know that this was a disease.
| found out that this was a disease when | went for circumcision. Of course, we

119 “Giinde 20 tane hasta bakabilirsin diyen Diinya Saglik Orgiitii”ne kars1, burda kac hasta bakiliyo 100 hasta (elini masaya
vuruyor) bakiliyor; peki hata yapabilir misin, kesinlikle hata yaparsin.... Yani ben ii¢ kiginin igini yaptyorum. Onun diginda
makale yazmaya calisiyorum, bilimsellik yapmaya calistyorum, cocuk cerrahi yetistirmeye ¢alisiyorum, doktor
yetistirmeye ¢alistyorum.”

120 please see footnotes in page 3 for the explanation of the term.

121 (http://www.peygambersunneti.com/aile-yorumlari)
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were very scared but thank God... We went to a doctor such as the professor’?2

(parent - 1)

“I was very happy when my son was born circumcised, [thinking] my dear is
born peygamber sunnetli. Later on, | heard the word hypospadias. Whichever
doctor I go to, they tell me something. I don’t understand, but my fears and my
worries grow. Of course, then, ... we were forwarded to our doctor”*?® (parent -
2)

“Yeah, we were also happy when they said peygamber siinnetli, but then, when
we found out about the truth, we were quite worried. Then, like everybody else,
we looked for a doctor”'?* (parent - 3)

“When my son was born, I was happy to see he was peygamber stinnetli. And
my dream was to have him circumcised as soon as he was born. Of course, it’s
called peygamber stinnetli in colloquial language; its other name is hypospadias.
When he was only 3 months old, we found out that this circumcision couldn’t be
like a normal circumcision, and that it had to be through surgery. We got an
appointment and went to Professor .... We learned that hypospadias had three

kinds, as light, medium and severest and that ours was the severest.”'?® (parent-
4)

A physical trait that is considered positively or neutrally becomes a source of tremendous
fear and anxiety for the parents because of the diagnosis, rather than the culture. To the
contrary, the cultural norms that favor male circumcision allows hypospadias to be framed
as a naturally-circumcised penis, and therefore a source of contentment for the parents.
Definitely, culture plays into the anxieties of the parents after the diagnosis as well. Dr.
Alper observed that among his patients’ families, “some of the clitoromegalies don’t have
their child operated... But I didn’t see... incomplete masculinization, you know, like in
situations where the male sexual organ isn’t really completed in shape,”?®meaning that

families are especially sensitive about the diagnosis when it is about the penis. When a

122 “Oglum peygamber siinneti ile dogdu bunu bir hastalik oldugunu bilmiyordum siinnet igin gittiimde bunun hastalik

oldugunu 6grendim tabiki ¢ok korktuk ama ¢ok siikiir ... Hoca gibi bir doktora gittik”

123 “Qglumun siinnetli dogdugunda cok sevinmistim peygamber siinnetli dogdu kuzum diye sonrasinda hipospatias

kelimesini duydum hangi doktora gitsem biseyler anlatiliyo anlamamakla beraber korkumda artiyor endisemde tabiki
sonrasinda ... doktorumuza y6nlendirildik” (parent - 2)

124 «Aynen bizde peygamber siinnetli denildiginde sevinmistik ama sonrasinda isin aslin1 6grendigimizde bayagi sikildik
Sonrasinda herkesin yaptigi gibi dr aradik” (parent - 3)

125 «“Oglum diinyaya geldiginde peygamber siinnetli oldugunu gordiigiimiizde sevinmistim. Hayalimde ilk dogdugunda

hemen siinnet yaptirmakti, tabi halk dilinde peygamber siinnetli diger ad1 hipospadias. Daha 3 aylikken bu stinnetin normal
bir siinnet sekliyle olamayacagini ameliyatla olmasi gerektigini 6grendik. .... Hocam’a randevu alarak gittik.
Hipospadias’in hafif, orta ve en agir olmak tizere 3 ¢esidi oldugunu bizimkinin en agir oldugunu 6grendik.” (parent - 4)

126 “kliteromegalilerin bir kismi ameliyat ettirmiyor...ama sey gérmedim, inkomplet maskilinizasyon, yani hani erkek
cinsel organinin sekilsel olarak tam tamamlanmamis oldugu durumlarda gérmedim”
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clinician tells the parents that their child’s penis should be “fixed,” it triggers the anxieties
around the masculinity of the child, and the parents gain a sense of urgency for performing
the operation. Yet, one can argue that it is the medical diagnosis rather than the “culture” in

the first place that creates desperate parents in fear and anxiety.

Georgiann Davis points out that parents’ feelings of guilt play a major role in their
compliance with the medical procedures, and many parents later regret surgery. She further
shows that once parents get involved with the intersex community, they start to think
differently about their child’s condition; Davis’s “interviews with parents revealed that
parents who consented to medically unnecessary interventions tended to express decisional
regret” (Davis 2015, 125), after receiving peer-support and non-medical information from
the intersex community. As | showed, the clinicians I interviewed agree that their guidance
plays a predominant role in determining parents’ choices. Although they attributed it to low
socioeconomic status of their patients shaped by the context of Turkey and patients’ lack of
ability to understand the medical information, Davis’s research shows that there is a similar
situation in the US. Davis concludes: “[Parents] thus need as much information as possible
before consenting to procedures, or else they may eventually experience guilt and decisional
regret. But parents do not need more medical information - they have enough of that.

Instead, ... they need a different kind of information, which comes from peer support”
(Davis 2015, 126).

If we follow Davis in reconsidering the concept of “informed consent,” one of the crucial
questions we should ask about informed consent in treatment procedures is “what kind of
information is provided?” rather than “is all the relevant information provided?”
Highlighting the importance of the kind of information that comes from intersex individuals’
experiences - in other words, peer-based information - framing the question this way can
take from the patients the responsibility to absorb a lot of medical information to make their
own decisions, and rather can allow them to rely on other people’s experiences defined in a
non-medical language. This question can also be very useful for the clinicians; sharing the
responsibility with others can provide them a language to express the problems they
perceive in their practices without being positioned as scapegoats and take off some of the

burden of being the only authority in making difficult decisions.
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3.4 Respect for Autonomy

In this section, I will discuss the findings of my research in relation to the discussion of the
principle of Respect for Autonomy, one of the four basic ethical principles that can guide
decision making processes in biomedical processes as presented in the Beauchamp and
Childress’s seminal work Principles of Biomedical Ethics (2001).

The other three principles presented in the book are Nonmaleficence, Beneficence, and
Justice, and Beauchamp and Childress do not argue that any one of these criteria is more
important than others; in the end, the ethical question boils down to determining which
principle(s) should have priority over others in specific cases. However, | will be discussing
only the autonomy principle since it is the most contested principle in decision-making
processes of intersex individuals. Since I will only provide a brief introduction on this topic,
my aim is to discuss how we can use the principle of autonomy to raise questions on intersex

treatment procedures based on my research outcomes.

Although Beauchamp and Childress state that autonomy can have a wide range of meanings,
they maintain that “Personal autonomy is, at a minimum, self-rule that is free from both
controlling interference by others and from limitations, such as inadequate understanding,
that prevent meaningful choice....[and] virtually all theories of autonomy agree that two
conditions are essential for autonomy: (1) liberty (independence from controlling

influences) and (2) agency (capacity for intentional action)” (58).

I mentioned in section 3.3 that clinicians often referred to the lower socioeconomic status
of their patients and the cultural norms of the Turkish society as factors that prevent them
from prioritizing the patient autonomy in the decisions they make. Since the patients often
do not have the necessary educational background, clinicians argued, they cannot
adequately understand the medical explanations and therefore cannot make informed
decisions. This view also implicitly associated having lower socioeconomic status with
conforming to cultural norms about gender and sexuality. In my analysis, | argued that the
clinicians employ the concept of culture in a rather simplistic way that reifies patients as a
group that inherently lacks the ability or willingness to take charge of their own treatment.
In other words, clinicians might be downplaying their patients’ agency, which, according to

the definition provided by Beauchamp and Childress, would provide justification for not
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prioritizing the autonomy principle in the decision-making process, whereas it should have

been prioritized had they accepted the patient’s agency.

Furthermore, suggesting that “no theory of autonomy is acceptable if it presents an ideal
beyond the reach of normal choosers,” (59) Beauchamp and Childress stress that the
principle of autonomy cannot be considered as an all-or-none situation, but rather that the
autonomy should be considered as a continuum. This is because “normal choosers” can have
various degrees of understanding of the topic and they might be influenced by external
circumstances to various degrees. However, in their arguments regarding the
socioeconomical level and the cultural status of their patients, the clinicians often referred
to patients as a uniform group, which led to the idealization of the concept of autonomy as
an unattainable goal for their patients. Moreover, in Chapter 3, | showed that doctors can
withhold information from the patients, especially in a way that would conceal the fact that
they have variations of sex characteristics, in order to prevent anticipated emotional distress.
It means that patients can undergo irreversible surgical operations such as removal of gonads
without being provided any information regarding the content. Even if the doctors’ concerns
about the emotional status of their patients can be valid, this approach can also be drawing
some of its justification from a dichotomous understanding of autonomy; if the patients are
not able to be fully autonomous, then it follows that they cannot be autonomous at all, which
would justify dismissal of the concept of autonomy altogether. However, embracing an
understanding of autonomy as a continuum could mean that keeping it on the table as much
as possible in any situation, as opposed to categorizing the patients in as either
“autonomous” or “non-autonomous.” For instance, it would allow an approach that views
patients as people who can both experience distress about their intersex status and also have

a certain capacity for autonomy at the same time.

Since the competence to make decisions is a prerequisite for the application of the principle
of autonomy, Beauchamp and Childress point out that the doctors often have a gatekeeping
role in determining who is competent and who is not competent to make decisions. They
particularly emphasize that competency should be regarded as a continuum, and may change
according to the topic, or particular circumstances under which the decision is made. To

evaluate competency, Beauchamp and Childress provide a list of various kinds of
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“inabilities” that could be used to determine the extent of incompetence of a person to make
an informed decision. One of these “inabilities” is the “inability to understand relevant
information” (73). As I showed, this is a main “inability” that the clinicians associated their
intersex patients with. However, at the same time, clinicians tend to interpret the “relevant
information” in a limited way that focuses on the medical information, whereas it could
include other kinds of information that is still relevant to patient’s concerns about the

treatment procedure.

For example, in her article on the obligatory psychotherapy process that trans people
undergo before sex reassignment surgery (SRS) in Turkey, Asli Zengin (2014) states that
from the perspective of psychiatrists, “some trans people have a strong belief that the
surgery will radically change their lives by resolving every problem they have had to cope
with regarding their gender identity,” and “first goal of these therapies is to temper these
expectations and to ensure psychological well-being by putting other anxieties and tensions
at ease” (60). This is also one of the points that is raised by intersex activists regarding the
surgeries — that the surgery does not magically make their intersex status go away and
intersex people should not have over the top expectations about the results of surgery. As
the psychiatrists who run the SRS therapy state, this would be an extremely important
information to provide intersex people with before they undergo surgery, for instance. Yet,
to the contrary, as | argued in Chapter 2, intersex treatment procedures can be represented
as if they fix the individual’s sex once and for all after the hormonal and surgical treatment

procedure.

On the other hand, it should be noted that Zengin (2014) also mentions that the obligatory
nature as well as the strictness of the psychotherapy process are criticized by some trans
people who attend SRS therapy, because they think that the therapies reinforce hetero-norms
in way that is too restrictive to represent their reality and thus turn into a repressive
environment. Thus, rather than suggesting that the SRS therapy model should be applied to
intersex people, I merely point out that there can be many ways to provide “non-medical
information” to patients in ways that will contribute to their wellbeing. This information can
come from various resources other than the surgeons and endocrinologists; psychiatrists

specialized in intersex issues can be only one example. In section 2.1.3, | showed how there
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iIs no mechanism of protection for teenagers, for instance, who are forced to treatment
without their consent. The fact that the SRS therapy is obligatory for trans people, who are
adults by the time of surgery, and that such an obligation does not exist for intersex people
most of whom are children or adolescents presents a stark contrast that should raise

questions on the purpose, and efficacy on the gatekeeping roles of clinicians.

So far, | discussed the principle of autonomy as it applies to the patients themselves.
However, the majority of intersex children undergo the treatment process when they are too
young to give consent. In that case, the decision-making is undertaken by the clinicians and
the parents, which makes it necessary to discuss the ethics of surrogate decision-making for

intersex children.

In the case of “never-competent” patients - such as little children as opposed to, say,
someone who was formerly competent but became incompetent at a later stage of a disease
- Beauchamp and Childress present two options for surrogate decision-making, first of
which is “substituted judgement,” which means that the surrogate makes a “decision the
incompetent would have made if competent” (2001, 102). Beauchamp and Childress
criticize the use of “substituted judgement” for patients who were never competent; they
believe, “the standard of substituted judgement should be used for once-competent patients
only if reason exists to believe the decision can be made as the patient would have made it”
(2001, 100). Among my informants, some clinicians proposed arguments in favor of some
treatment procedures in line with this principle. For instance, some suggested that a child
assigned as a girl/female who has a “large” clitoris would not want to have it when they
grow up, and thus it is appropriate to remove the clitoris surgically. Also, in general, it is a
widespread view among clinicians that non-intervention in intersex children would cause a
bigger trauma for them during their school life and adolescence. The prevalence of this
belief raises the question if clinicians hold this belief because they believe that no person
would want to be intersex. If, or when, so, this view can also be considered in alignment

with the substituted judgement principle and should be discussed as such.

The second suggestion of Beauchamp and Childress (2001) for surrogate decision-making
is using “best interest standard, [which] .... protects another’s well-being by assessing risks

and benefits of various treatment and alternatives to treatment, by considering pain and
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suffering, and by evaluating restoration or loss of functioning” (102). Some clinicians
explicitly referred to this principle in their decision-making, claiming that surgical
intervention can be in the best interest of a child, even if the child cannot give consent. While
stating that the best interest standard could be appropriate for some cases, Beauchamp and
Childress note that “the best interest standard has sometimes been interpreted as highly
malleable, thereby permitting values that are irrelevant to the patient’s benefits or burdens,”
and as one example, they point out that adults sometimes project their own feelings to their
children without being aware of it (103). In case of intersex individuals, it could be argued
that the clinicians rely on a medical definition of sex that is highly heteronormative, which
is also in alignment with societal norms and therefore with most parents’ views. Thus, when
a narrow, heteronormative understanding of sex, gender and sexuality, is regarded as a

neutral reference point, the “best-interest principle” should be questioned.

Beauchamp and Childress argue that for surrogate decision-making, ‘substituted
judgement” principle should have priority over the “best-interest” principle, implying that
autonomy principle should be applied to the extent it is possible. It should also be noted that
Beauchamp and Childress do not discuss a category such as “will-be-competent,” a category
of patient who is not competent at the moment, but who will be competent in the future. The
examples they discuss under surrogate decision-making principles are medically urgent
cases. Therefore, the question remains if intersex conditions would qualify for applying the
surrogate decision-making principle at all, depending on the validity of the urgency
attributed to these conditions. It could be argued that the majority of the interventions in
intersex children are not medically urgent and it would be possible to wait for the time when

the patient is competent by delaying the decision-making.
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CHAPTER 4

INTERSEX STORIES, ACTIVISM, AND FUTURE STEPS

4.1 Medical(ized) Experiences of Intersex

According to the intersex adults I interviewed, medical treatment procedures caused more
harm than benefits to them, both psychologically and physically. In this section, I will focus
more on their discussion of psychological harm; because, the traditional treatment paradigm
is mainly justified based on the assumption that erasing the variations of sex characteristics
increases the child’s psychological wellbeing, whereas physical harm caused by surgery can
be regarded as mere side-effects that can be fixed by further medical intervention. While it
is well known that intersex operations may cause tremendous physical pain and suffering, a
discussion of physical harm caused by surgeries alone may further medicalize the
discussion, posing the problem as one of whether the surgeons are qualified enough, or if
the patients are compliant enough. Moreover, even if they are experiencing physical
disturbance or pain as a result of the operations they had, my intersex informants did not
position the physical harm as a main source of their suffering. Instead, they talked about
how the medical treatment they were subjected to further reinforced the secrecy and stigma

they experienced, rather than alleviating it.

A main problem that came up in the narratives of intersex adults is secrecy. Generally, both
the clinicians and the families advise the child to keep their condition as secret, and this can
lead to psychological harm in several ways. First, it can be an obstacle to self-acceptance,
and thus, psychological wellbeing. As I showed in Chapter 3, the clinicians and parents can
withhold information from the patient regarding their bodies, as well as what is done to their

body during the treatment procedures, including surgery. When this happens, the
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information is mainly withheld in a way that would conceal the variations of sex
characteristics and construe the condition as a disorder. However, intersex narratives show
that this silence itself can be a source of anxiety and stress to the patients, since they
nevertheless perceive that there is something that is silenced. Moreover, when they find out
what happened later, they tend to feel betrayed.

The following excerpt from our conversation with Meral portrays the consequences of
secrecy:

“These doctor-hospital processes started in my adolescence; [ was... around 14
or so. They wouldn’t tell me anything. They would take me to doctors in order
to understand why I wasn’t menstruating; you know, ultrasounds, blood tests,
etc. First, we went to a gynecologist, and then to endocrinology, genetics at the
Faculty of Medicine in Akdeniz University; | mean, my high school years passed
by with all this, you know; the period when you’re the most fragile, I mean, a
really difficult time even for heterosexual people; and on top of that, I lived all
this. Of course, there was secrecy in the family; they weren’t telling me anything
about this. We’re going to the doctor’s, my mother is withdrawing to a corner
with the doctor, whispering. I don’t understand what’s going on, you know; I’'m
scared of that thing, the chair and it passed by like that; they were bad times.
And then, on top of that, | had a surgery in the summer that I finished high school.
| was turning 18; I guess there were a few months left. | was operated, again,
there, not knowing what’s going on, very much being tricked, you know, being
told: ‘there is a cyst in your ovaries, we’ll remove that’. Then I found out that I
didn’t have ovaries by birth, anyway... I didn’t know that I was intersex and all.
The procedure that was done was the removal of the undeveloped testicles and
the reduction of the clitoris. So, that was a completely unnecessary, just a
cosmetic intervention anyway. That surgery stupefied me a lot, of course; | fell
apart at the seams; | got alienated from my body, etc. They were bad times. Right
with that state of mind, | started university. | went to Ankara. | was separated
from my family for the first time. It was a department that | really wanted and
liked, but despite that, I had to quit.”*?’

127 «By doktor-hastane siirecleri ergenligimde basladi, on..dért yasinda falandim, bana bisey sdylemiyolardi, neden regl
olmadigimi falan anlamak i¢in doktora gétiiriiyolard: iste ultrasonlar kan tahlilleri vs., jinekologa gittik ilk 6nce, ondan
sonra endokrinoloji, genetik, Akdeniz Universitesi T1p Fakiiltesi”nde, yani lise yillarim hep bunlarla gegti, hani insanin en
boyle kirtlgan hassas oldugu dénem, hani, heteroseksiiel insanlarin bile gayet zorlu bi dénemi, bi de iizerine ben bunlart
yasadim, ee tabi hani hep boyle bi gizlilik vardi ailede, onlar bdyle higbi sey anlatmiyodu bu konuda zaten, doktora
gidiyoruz, annem bdyle doktorla bi kdseye ¢ekiliyo fisir fisir konusuyo filan bdyle neler oldugunu anlamiyorum bdoyle,
korkuyorum o seyden, koltuktan falan, dyle gegti, kotli zamanlardi yani. ee, onun iizerine iste liseyi bitirdigim yaz ameliyat
oldum, 18 yasina gircektim heralde bika¢ ay kalmisti, orda da hani yine ne oldugunu bilmeden gayet boyle kandirilarak,
iste ‘yumurtaliklarinda kist varmis, onu alicaz’ denerek ameliyat edildim, sonra da 6grendim ki hani yumurtaligim yokmus
zaten dogustan. .. interseks oldugumu falan bilmiyodum, yapilan iglem seymis, igerdeki gelismemis testislerin alinmast, ve
klitorisin kiigiiltiilmesi, ee, o zaten tamamen gereksiz sadece kozmetik bi miidahale, o ameliyat beni ¢ok afallatt1 tabi, her
seyim alt iist oldu, bedenime yabancilastim filan, kotii zamanlardi. Tam o psikolojiyle iste iiniversiteye basladim, Ankara’ya
gittim, ailemden ilk defa ayr kaliyodum falan, ¢ok bdyle isteyerek severek gittigim bi boliimdii ama ona ragmen yarim
birakmak zorunda kaldim.”
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For Meral, the silencing and being lied to was the primary reason behind their alienation to
their own body, as well as the psychological problems they had later during the university

years, rather than their intersex condition, and even more than the surgery itself:

“You know, cause there’s, um... constantly a wall in front of you... since you
don’t know anything, you know, you feel that there’s something different about
you, but what it is was hidden from you; you don’t know. You know, there was
constantly a wall in front of me; | was struggling with it. The stage of not
knowing what you should do, who you are. So, it was a period when | was really
stuck. Anyway, that’s why I quit school.”?

Meral specifically emphasized the feeling of being cheated as a major cause of trauma in
their narrative:
“When I came out the surgery and woke up, I was, you know, expecting that a
cyst would be removed from my ovaries; you’re expecting something different
from the surgery, but when | woke up, there was a bandage on my clitoris... It’s
horrible, I mean, imagine, you have a problem with your appendix; they admit

you related to your appendix, for instance, and you wake up to find your arm
cut; there’s a bandage on your arm. This is what I went through.”%°

The comparison Meral makes between appendix and arm, as representations of cyst and
clitoris shows how Meral perceive the difference between what is told and what is actually
done. Meral was told a non-vital organ was going to be taken out because it was causing
trouble, but instead a healthy, vital organ was removed from their body without their
information. Meral continues to explain why their clitoris was so crucial:

“And I had had my first sexual experience before I was operated; right before

the surgery, even; two or three months before the surgery. Such a traumatic

thing, I mean, you lose your sexual organ that you had your first sexual

experience with, just a few months ago; and, | mean, without being told, it was
so bad... You know, | had experienced it, | had had a relation with a partner that

128 “Hani sey oluyo ¢linkii, ee.. dniinde siirekli bi duvar.. hi¢ bi sey bilmedigin igin, hani kendinde bi farklilik oldugunu
hissediyosun, ama ne oldugu senden gizlenmis, bilmiyosun, hani siirekli bi duvar vardi 6niimde onunla miicadele
ediyodum, ne yapman gerektigini, kim oldugunu falan bilememe asamasi, ee ¢ok o yiizden tikandigim bi dénemdi. Neyse
iste o yiizden okulu yarim biraktim.”

129 «Ameliyattan gikip uyandigimda ben hani yumurtaliklarimdan kist alincak diye bekliyorum, ameliyattan farkli bisey
bekliyosun ama uyandigimda iste klitorisimin lizerinde bandaj vardi... Cok korkung bi sey yani, diisiin mesela seni alip
diyelim apandisit sorunun var, senin apandisitle ilgili yatirip mesela uyaniyosun senin kolun kesilmis, kolunda bandaj var,
bdyle bi sey yani yasadigim.”
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way, and I hadn’t received a reaction like ‘you’re not operated, what’s this?’ If
I wasn’t operated, I’d go on with my life the same way.”'%®

This narrative directly refutes the justifications clinicians offered for operating clitoris, such
as providing caution against bullying by peers, or improving sexual relationships.
Furthermore, Meral emphasizes how the operation was traumatic because their relationship
to their clitoris as an organ that provides sexual pleasure was damaged. This focus, however,
was completely absent from the narratives of clinicians | interviewed; even when they talked
about the importance of preserving the nervous tissues -two of the surgeons concluded that
they cannot fully preserve it no matter how careful they are-, none of them mentioned the
possibility of clitoris having a significance on its own, as an organ that could be essential to
one’s sense of being. According the clinical narratives, non-consensual reduction of clitoris
would be justified if the sensation could be fully preserved, since, a female body does not
need a large clitoris in the heteronormative imaginations of sexuality.

Deniz went through surgical operations when they were 6 years old, but their

condition was kept secret from Deniz. Still, Deniz tells how they knew about

their condition even if it was silenced: “I found out that | was intersex more or

less when | was 6, cause the doctors keep talking. They think that the child
doesn’t understand anything. They talk about everything near me, anyway.”*3!

However, Deniz was silenced when they brought it up later with their parents:

“Now we’re talking, but when I was little, they said nothing. In fact, when | said
[something], [they said]: ‘don’t tell anyone anything’. Cause as a child, you’re
more like, you know, you speak your mind; frankly, you don’t feel the need to
hide anything. For example, | used to talk near my cousins; | used to talk near
my brother, etc. When they heard about it, they were very angry with me,
[saying]: ‘don’t tell anyone’... Other than that, they didn’t talk to me when I was
little, not at all, not by any means.”*%?

130 fIk cinsel deneyimimi de ameliyat olmadan énce yasamstim, ameliyattan hemen 6nce hatta, ameliyattan 2-3 ay 6nce
falan, o kadar travmatik bi sey yani, daha bi kag ay 6nce ilk cinsel deneyimini yasadigin cinsel organini kaybediyosun, ve
yani sana sdylenmeden, ¢ok fena... Hani yasamistim mesela, hani o sekilde bi partnerle bi birlikteligim de olmustu mesela,
‘ameliyat olmamigsin bu ne’ falan geklinde bi tepkiyle karsilasmamistim mesela, ameliyat edilmeseydim yine ayni sekilde
Oyle devam edecektim hayatima.”

131 “Hani ilk interseks oldugumu dyle bdyle 6 yasinda falan 6grendim ¢iinkii doktorlar devamli konusuyor, ‘cocuk bir sey
anlamiyor’ diye diisliniiyorlar, yaninda konusuyorlar her seyi zaten.”

182 «Simdi konusuyoruz ama kiigiikken hig bir sey sdylemediler, hatta ben séyledigimde ‘sakin kimseye bir sey sdyleme’

falan, ¢unkii cocukken daha bdyle sey oluyorsun hani agzina geleni soyliiyorsun agikgasi bir sey saklama ihtiyaci
duymuyorsun, hani mesela kuzenlerimin yaninda sdyliiyordum, abimin yaninda sdyliiyordum falan, bunlar kulagina
gittiginde bana ¢ok kiziyorlar ve hani ‘kimseye sdyleme’ falan diye... benimle onun haricinde konugmadilar kiigiikken
higbir sey higbir sekilde.”
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Both Meral and Deniz learned about the details of their conditions and treatment procedures
with their own efforts in their late teenage years, after they went through surgery and
hormone treatments for many years. Both of them, however, construe the years-long
silencing as something that “blocked” them by alienating them from their own bodies, rather
than as something that protected them. Meral learned it through a psychologist who decided

to disclose information against Meral’s parents’ wishes:

“I went to a psychologist of my own accord, asking them [my family], saying |
don’t feel well... Of course, then, like with all doctors, the psychologist spoke
to my family first. ...I was 18 then. The period I'm talking about is when I
finished high school... In spite of that, they still don’t tell me anything about my
own body. Then, the psychologist, completely on their own initiative, told me
about the situation, although my family told them not to, and that was after about
three months of therapy consultation; they told me at the end of that process...
They didn’t have much information either but, you know, ¢ift cinsiyetli, etc. ...
| heard from them for the first time that it was a condition that was called
hermaphrodism, etc. | was really astonished and shocked and all, but on the
other hand, that wall came down by them telling me. | learned there, but despite
that, it took me quite a long time to accept myself.”**3 (emphasis added)

Deniz was not informed in any way about the details of their condition and about the reasons
of the treatment they received during many years, until they coincidentally found out at

nineteen years old, about twelve years after going through surgery:

“Then they gave something like a referral; it tells all about what I’ve gone
through. The night we were going to the hospital,... I saw my dad put this in his
coat [pocket], cause they were hiding it from me... I said [to myself]: ‘why are
they putting it, and secretly, at a time when everybody’s sleeping’; I see it, and...
I study biology; I speak English, too; so, I know more or less what it says there...
Then | understood the situation, cause some things are spoken since childhood;

133 “Ben kendi istegimle onlardan [ailemden] talep ederek psikologa gittim, kendimi iyi hissetmiyorum falan diye .... tabi
0 zaman biitiin doktorlarda oldugu gibi ilk 6nce ailemle konustu psikolog.... Artik 18 yasindayim, bunlari anlattigim zaman
liseyi bitirdigim donem... ona ragmen hala benim kendi bedenimle ilgili bi sey bana anlatilmiyo. Ondan sonra, psikolog
tamamen kendi insiyatifiyle, ailem sdylememesi gerektigini belirttigi halde bana anlatti durumu, o da ii¢ aylik filan bir
terapi danigmasindan sonra, o siirecin sonunda sdyledi....onun da ¢ok bilgisi yoktu ama iste ‘¢ift cinsiyetli’ filan..
hermafrodizm denen bi durum oldugunu falan ilk ondan duydum 6grendim. Cok hani afalladim sok oldum falan ama bi
yandan da o duvar ilk onun séylemesiyle yikilmis oldu, orda 6grendim yani, ona ragmen hani benim kendimi kabullenmem
uzunca bi siire ald1.”
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you feel it too, anyway, but, you know, you can’t name it somehow, but after

seeing that, you say: ‘ves, so, that’s what I am’.”*3*

Both Meral and Deniz were well aware that there was something hidden from them about
their bodies before finding out that they are intersex, and their experiences became
meaningful to them only after finding out. Even if it caused an initial shock, Meral likens
the moment to ‘demolition of a wall,” which cleared their vision. Deniz also had a moment

of shock, but they still position it as the beginning of a processing and self-acceptance:

“Later on, I saw this report, but I was very upset. I still couldn’t tell it [to my
family]. I had a friend; I said it to them, and they supported me a lot... How to
say, I shouldn’t be ashamed but after I found out about that, I felt so bad. You
know, I was like a freak, I mean, I was this oddball of a person. You know, ‘what
difference does my existence make?’; I was thinking that way... I mean, [ wasn’t
like other people and you experience ostracism since childhood; you think they
are right; you say: ‘yes, people were right to ostracize me’... At first, I'd felt
very different, but then | got over it, of course thanks to my friend, and then my
other friends, then my intersex friends, and then I told my family... I remember
this; I was sitting opposite the TV, in the chair, you know, and my face went red,
and numb, when | found out, when I read. You know, questioning comes later
anyway. At first you put things into place; I did that. Then came the period: ‘why
am [ like this, why am I like that” and all. And after that, you accept it anyway.
I mean, I’'m glad to be intersex; I couldn’t think [of myself] any other way.”3

As can be seen in the narratives of Deniz and Meral, because of undergoing surgery, frequent
hospital visits, and hormone treatments that lasted many years, as patients, they were well
aware that something was kept secret from them. The secrecy and the silencing around the
intersex condition and the treatment did not necessarily protect them from feeling different;
yet, it seems like it increased the distress later. Most importantly, both Meral and Deniz

134 «Sonra boyle sevk gibi bi sey verdiler, biitiin yasadigim seyleri anlatiyor, hastaneye gidecegimiz aksam .... babann
montuna bunu koydugunu gordiim, ¢iinkii benden sakliyorlardi.... bunu dedim acaba niye koyuyorlar, bir de gizlice
herkesin uyudugu bir vakit bunu gériiyorum ve.... Biyoloji okuyorum, Ingilizce de biliyorum, asag1 yukari ne oldugunu
biliyorum yani orada yazanin.... ben sonra durumu anladim ¢iinkii kiigiikliikkten beri zaten bir seyler konusuluyor, zaten
kendin de hissediyorsun ama hani bunu bir sekilde adlandiramiyorsun ama bunu gordiikten sonra diyorsun ki ‘evet ben
buymusum’ falan diyorsun.”

135 “Daha sonra ben bu raporu gérdiim ama ¢ok iiziildiim, yine [aileme] sdyleyemedim, bir arkadasim vard: ona séyledim

o da ¢ok destek olmustur....nasil diyeyim utanmamak gerekiyor ama ben onu 6grendikten sonra o kadar kot hissettim ki
hani ucube gibiydim yani bdyle sagma sapan bir insandim hani benim varligim olsa ne olur olmasa ne olur bu sekilde
diistiniiyordum... hani diger insanlar gibi degildim ve zaten kiigiikliikten beri bir dislanma yasiyorsun hak veriyorsun evet
insanlar hakliymis beni diglamakta falan diyorsun....basta cok degisik hissetmigtim ama sonrasinda atlattim tabii ki bunlar1
arkadasim sayesinde, sonra diger arkadaslarim, sonra interseks arkadaglarim, sonra aileme anlattim....seyi hatirliyorum
televizyonun karsisinda oturuyordum koltukta hani yiiziimiin béyle kirmizi oldugunu yiiziimiin uyustugunu hatirlryorum
6grendigim zaman okudugum zaman; hani daha ¢ok zaten sorgulama sonradan oluyor, ilk basta bir seyleri yerine
koyuyorsun o oldu, sonradan “ben niye boyleyim ben niye soyleyim” falan siireci basladi, ondan sonra da zaten kabul
ediyorsun yani interseks oldugum i¢in de mutluyum zaten, bagka sekilde diisiinemezdim.”
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position their finding out as a necessary point to move on with their lives and overcome the
feelings of alienation and loneliness created by the years-long secrecy. The concealment of
information did not serve to protect them, but rather further added to the feelings such as
shock and embarrassment that the disclosure caused, and delayed the start of the acceptance
process, whereas finding out marks the beginning of their psychological healing by opening
up to their loved ones and accepting themselves as they are.

Another point that is worth pointing out is that in these narratives, the main reason of the
feelings of difference, or shame, is the frequent hospital visits that are not known why. In
other words, knowledge of “difference” comes from, or is at least reinforced, by medical
diagnosis. Paradoxically, medical treatment procedures become the main reason of the

shame and stigma they intend to prevent.

Even if the person knows their condition before the medical intervention, because of reasons
such as social stigmatization, the medical treatment can still reinforce the feelings of
difference, rather than curing them. For instance, Berfin, who was born in a small village,
was exposed to a lot of discrimination and social stigma because of their condition. Thus,
Berfin knew “what they were” for as long as they can remember:

“One day, my mom held me by the hand and, with four old women, they took

me in; forced me to lie down; looked at my privates; they checked like doctors;

they said: ‘there’s that, they’ll open a channel from here, it’s a girl’, etc. That

was the first... I’d fainted in their hands then. My aunt’s daughter came to my

screams and took me from them, etc. So, then... Um... At the age of 6 or 7, a

part of my body was alienated, shown like a bogey; they made me feel that | had

a part of me that | was supposed to be scared of. | learned this when | was 6

years, 7 years old. After that, you know, due to kids’ nicknames, othering,
ostracism, etc. they made me feel different all the time.”*%

Later, Berfin was diagnosed around the age of twelve, and went through surgery shortly
after the diagnosis, around the age of thirteen. This, however, was far from being an answer
to their socially rooted problems; to the contrary, in Berfin’s narrative, the surgery

136 “Bir giin baktim annem elimden tuttu 4 tane yash kadimla beraber, iceriye aldilar beni, zorla yatirdilar, apiglarima
baktilar, iste doktor gibi kontrol ettiler, bak iste surda su var dedi bak burdan kanal acilacak iste kizdir da sudur da budur
da boyle konustular, ilk yani 6yle, ellerinde bayginlik gegirmistim ben o zaman, ee ¢igliklarimi duyan halamin kizi gelip
beni ellerinden almisti vesaire, simdi Oyle olunca... ee... daha ben 6-7 yaslarinda bedenimin bir tarafinin bana
yabancilagtirildigini, 6cii gibi gosterildigini, korkmam gereken bi tarafim oldugunu bana hissetirdiler, 6 yasinda 7 yasinda
ben bunu dgrendim, onun devaminda da zaten ee iste cocuklarin lakaplarindan tekilestirmeden dislamadan sundan bundan
dolay1 da her dakka farkli oldugumu hissetirdiler.”
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represents an extension of the discrimination and the stigmatization they were exposed to.
When | asked them, what is it like to live in an intersex body, Berfin replied:

“I can say it’s a bed of nails; I mean, for one thing, since the society doesn’t offer
you a chance to live as yourself...; for one thing, you see a hypocritical
imposition in the society; I mean, you don’t talk like yourself, you don’t act the
way you are, so what do you do? Whichever [side is] given to you, male or
female, whichever you’re seen as in the society at that time, you kill your other
side and you turn towards the other side, just for the sake of the society, just in
order not to draw people’s doubts on yourself... I mean, you can’t be yourself,
from the way you talk to your demeanor, and everything, everything. ... Let’s
say you feel like a man, not like a woman. ... Since it’s difficult to make a penis,
they, for example, want to turn the intersex into women; they don’t let them be.
I mean, the modern age hits like that, and the backward age, the religionist age
hits in another way. And worship, the worship that is seen fit for the intersex is
different; washing your corpse is different.”*%’

In this quote, Berfin talks about the social policing and the sex assignment surgery at the
same time, aligning them together as obstacles to be their authentic self. In Berfin’s
experience, there is not much difference between the “modern” medicine and cultural rules
such as religious rules in terms of discrimination and stigmatization against intersex

individuals.

Further, according to Berfin, the main reason that they were subjected to surgery was to

protect social morality, rather than their own happiness:

“In the village life, oxen’s testicles are removed, so that they can [focus] only on
their bodily force; they’re cut off and removed in a primitive way, and their
manhood is killed. Now, they do the same to us, the intersex... If you're a
woman, they kill the womanhood, and if you’re a man, they kill the manhood; I
mean, they kill it somehow; | mean, the intersex are somehow degendered; these
are killed... I mean, they have to protect the morality of the society, you know...
The goal there is to kill your sexual desires; it’s over; after that, you don’t have

137 «Atesten gomlek diyebilirim, yani bi defa toplum sana kendin gibi yasama firsati sunmadig1 igin bi defa toplumda
ikiyiizlii bir insan dayatmasi goriiyosun, yani kendin gibi konusmuyosun, kendin oldugun gibi davranmryosun, e napryosun,
sana verilmis, eril veya disil, hangisinde toplumda o anda gériiniirsen diger tarafini 61diiriip diger tarafa sirf toplumun hatir1
icin yonelip insanlarmn siiphe ve kuskularini iistiine ¢ekmemek igin.... Yani konusma big¢imi olarak, hal ve hareket ve
davranis ve her sey olarak, her sey olarak, oldugun gibi olamiyosun.... Diyelim ki kendini erkek hissediyosun, kadin
hissetmiyosun... Penis yapmak falan zahmetli is oldugundan dolayi interseksleri hep kadin yapmak istiyolar mesela, kendi
hallerine birakmiyolar. Yani modern ¢ag boyle darbeliyo, geri ¢ag, dinci ¢agsa ayr1 bi darbeliyo. Ve, ibadet, intersekslere
uygun goriilen ibadet durumu farklidir, cenaze yikaman farklidir.”
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a sexual life anyway... They take away your source of life, they take away your
force, they emasculate you.”*®

Contrary to medical narratives that suggest pursuing the best interest of the patients, Berfin

defines the surgical operations as “castration.”

Meral and Deniz, too, perceive the medical diagnosis and the gender assignment procedures
as gender policing, rather than being a cure to their problems. Meral says:

“After [the surgery], I used the pills and the injections, etc. and with the effect
of those pills, I started menstruating, although I didn’t have ovaries, cause, um...
But that’s not a normal menstruation; it’s created with pills. So that I go like:
‘oh, look, I'm a girl, I hit puberty, ’'m menstruating’, etc. Just so I see that. That’s
the only reason why | was using those pills. You know, | had menstruated for a
while. And my mom had even called the doctor with great joy, [saying]: ‘our
daughter has menstruated, thank you’... You know, [there’s] always this effort
to be put into a box of girl/woman; that’s how I grew up. At the same time, my
mom was trying to visually raise a girl, you know; like trying to force me into
waxing my hair, trying to make me wear more feminine clothes, etc. On one
hand, I go through all this...”*®

At the time, Meral did not know that they had an intersex body, and they were prescribed
hormones as part of the clinicians’ attempt to be psychologically relieved. Yet, as can be
seen in this narrative, for Meral, these treatments only brought more pressure, rather than
being relieving. Meral thinks of themselves as being policed, not treated, as a result of the

hormone prescriptions that were aimed to make them look more feminine.

Similarly, Deniz states that the pressure caused by gender-policing was increased on Deniz
as a result of masculinizing surgery: “For example, when I was operated at the age of 6 or

so, | was acting very femininely anyway, and my friends were making fun. Since | was

138 «“K gy hayatinda dkiizlerin gii¢lerini sadece bedensel giice verebilmeleri igin testisleri almir dkiizlerin, ¢ikartilir, ilkel. ..
bir sekilde kesilir ¢ikartilir, erkeklikleri 6ldiiriiliir. simdi biz de bdyle yani intersekslere de aynisini yapiyolar.... Kadinsan
kadinligi... erkeksen erkekligini 6l... yani Oldiiriiyolar bi sekilde Oldiiriiyolar, yani bi sekilde interseksler
cinsiyetsizlestirliyo yani, bunlar 6ldiiriiliiyor.... Toplumun ahlakini korumak zorundalar yani anlatabiliyo muyum.... Orda
amag, orda amag senin cinsel arzularini 6ldiirmek, bitiyo, ordan sonra zaten bi cinsel hayatin olmuyo yani... Senin yasam
kaynagini altyo senin giiciinil aliyo seni igdis ediyo.”

139 Tameliyattan] sonra ilaglar1 igneleri filan kullandim, o ilaglarm etkisiyle yumurtaligim olmadigi halde regl olmaya
bagladim ciinkii sey.... ama hani normal bi regl degil o da, ilaglarla yaratilmis, ben hani iste “aa bak ben kizim, ergenlige
girdim, regl oluyorum” filan, gériyim diye sirf hani sirf o ylizden o ilaglari hani kullantyodum hani bi siire regl olmustum
falan, hatta annem biyuk bi sevingle doktoru aramusti iste “kizimiz regl oldu sagolun tesekkiirler” filan tarzi... hani hep
boyle bi iste kiz, kadin kutusuna konma ¢abasi, onunla biiyiidiim yani. Bi yandan da annem de sey olarak da, sekilsel olarak
da boyle bi kiz olarak yetisitirmeye ¢aligtyo falan, iste hani tiiylerimi zorla bdyle agda filan yaptirmaya ¢alistyo, daha boyle
kadinsi kiyafetler giydirmeye calisiyo vesaire, bi taraftan da bunlar1 yasiyorum iste...”

107



operated now, my mom’s expectation was going up. She was telling me: ‘act more like a

boy now.” I was forcing myself that way, you know.”14°

As a male-assigned child with CAH and XX chromosomes, the diagnosis and medical
treatment increased the anxiety around the masculinity of Deniz, which made their feminine
behaviors more noticeable, and created pressures for them to behave in a more masculine
way. In her book Brainstorm: The Flaws in the Science of Sex Differences, Rebecca Jordan-
Young points out that there is a similar dynamic for girls with CAH, whose femininities are
considered under threat by their high levels of testosterone. However, Jordan-Young
suggests that it is a self-fulfilling prophecy: the behavior of girls with CAH are read as
overly masculine not because the high levels of testosterone, but because “Girls with CAH
are expected to be more masculine, and it is well established that expectations of this sort
influence behavior; and anxieties and/or simple expectations among girls with CAH may
lead to overreporting masculine behavior by both parents and the girls” (Jordan-Young,
247; emphasis belongs to author). Because of the gendered expectations that are created by
the diagnosis, even the sort of behavior that is considered normal for their peers is
considered deviant for the children with CAH. In other words, gender-policing is reinforced,
not alleviated, by medical diagnosis and treatment.

When the gender-policing comes together with secrecy, it can lead to even more damaging

results:

“Since my family was in an effort to isolate me from others, they would say
things like: ‘you sit at home’, or for example, ‘speak lower when you’re outside’,
etc. I tried to make my voice lower. I didn’t do that with my cousins. When [
acted a bit more femininely, my mom would say: ‘you’re acting like this here
too’; like ‘I told you to be careful with your friends, but be careful with your
cousins too’”**! (Deniz)

No one except their parents knew about Deniz’s condition, including their brother, as well

as other family members, or close friends. Thus, Deniz had to force themselves into gender

140 “Mesela 6 yasinda falan ameliyat oldugumda ¢ok hani zaten ¢ok feminen davraniyordum arkadaslarim da hani dalga
falan geciyordu, hani artik ameliyat da oldugum i¢in annemin beklentisi de artiyordu “artik biraz daha oglan ¢ocugu gibi
davran” diyordu mesela o sekilde zorluyorum kendimi falan hani.”

141 «Ajlemin hani digerlerinden beni izole etme gabasi oldugu igin ‘sen evde otur” iste mesela “disardayken sesin kalin
ciksin” falan derlerdi, sesimi kalin ¢ikarmaya ¢alisirdim, kuzenlerimle ¢cikarmazdim bdyle biraz daha feminen davraninca
‘burada da boyle yapiyormugsun’ falan derdi annem, hani ‘sana arkadaslarinla dikkatli ol dedim ama yani kuzenlerimle de
dikkatli ol’ falan...” (Deniz)
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roles everywhere except home. This is a case in which secrecy not only creates shame and

trauma, but also encourages the child to isolate themselves from their social environment.

4.1.1 Mistrust and Resistance to Medicine

In addition to the psychological trauma caused by secrecy and concealment, another key
issue that came up during my interviews with intersex adults was the dismissal of the
intersex person’s subjectivity and the objectification of the body during medical treatment.
For instance, my informants talked about experiences of being an object of scrutiny and
curiosity, along with the violation of privacy as very disturbing experiences in a context in
which they had no information or authority over their treatment procedures. Medical
students and colleagues who were called to the examination rooms, non-consensual
photography and video-recordings, non-consensual participations in medical research
projects are some of the common experiences my informants shared. Combined with the
lack of information, their subjectivities were ignored, and they were reduced to passive
bodies to be treated, rather than individuals who have agency over their bodies. In this
section, I will show how this can lead to a lack of trust in the medical establishment, and
how reading intersex narratives in this context can offer new insights about the patient-
clinician relationships.

During an interview, a pediatric surgeon admitted that clinicians do not know much about
what happens to the intersex children who are operated during their childhood in their adult
lives. He suggested that these children do not come back to the hospital after they become
adults because “the surgeries are probably successful, and they continue with their normal
lives.” After a moment of pause, he continued, “Well, actually we would like them to come
back. A couple of years ago we decided to call them back and conduct a study [about the
long-term effects of surgeries], but none of them wanted to come” (Dr. Bilent). His tone
was a little reproachful. As the surgeons who performed the operations, they were curious
about the results they caused, and they wanted to conduct a study about it. Yet, their efforts

were not well-received by their patients.

When | met Deniz, | brought this conversation up. Deniz said “Oh yes, they called me too,

some time ago. Of course, I did not go, why would I? I am not going to be their guinea pig.”
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This was during the very beginning of our meeting, and even though I had some idea of why
they would not want to go back for such a study, Deniz’s response still confused me a little.
After all, now they were an adult who is sufficiently informed on the subject, and
furthermore they were an activist who is advocating against surgical operations on intersex
children. Why would Deniz refuse such an opportunity to speak back to the main targets of
their advocacy? Later in our conversation, I noticed that behind Deniz’s refusal there was a

huge mistrust against the medical professionals.

Deniz’s condition is CAH (Congenital Adrenal Hyperplasia), which is manifested by a
break in the adrenal glands’ hormone production chain. This break causes lack of cortisone,
as well as production of more-than-average levels of androgen precursors. Because CAH
emerges in prenatal stage, XX infants who have this condition are usually born with virilized
genitalia, and they can be assigned as males if not diagnosed at birth. Since cortisone is
essential for vital bodily functions, individuals with CAH need medical help to continue
with their lives. However, lack of cortisone can be cured by simply taking cortisone
supplements on a regular basis, and there is no other medical emergency typically caused
by CAH.

Deniz was not diagnosed at birth, and they were raised as a boy. At six years old, Deniz was
brought to the emergency room because they had a crisis due to the cortisone deficiency.
After examination, Deniz was diagnosed as CAH, and the clinicians suggested Deniz’s
family that Deniz should be assigned as female. Deniz’s mother refused, saying that she
raised a boy child and she does not want it to change. Therefore, the final decision was to
assign Deniz as male. It was decided that they needed to remove the uterus, because “it had
tumor cells.” Deniz was kept at the hospital for nearly one year for the treatment of cortisone
deficiency as well as sex assignment surgeries. During this time, at the age of seven, they

were subjected to countless tests and examinations.

Deniz, like many other individuals with intersex traits who sought medical help, was
included in medical studies without being informed. During our conversation, Deniz showed
me the article published by their clinicians in a medical journal as a result of a study they
were included. They identified the study by recognizing their own medical history. Part of

the reason why so many tests and examinations were conducted on Deniz’s body was this
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study, and perhaps other studies like this one. However, Deniz’s family did not know that

the tests were going to be used in a study. Deniz says,

“It was to such an extent that, you know, they had tricked my family like ‘let
your child come to class’. They would take only me in there; they hadn’t taken
my family in. I had cried, and all. They’re taking off my clothes, but [ was crying
my eyes out. Then when my family saw this nonsense, they, of course, took me
out, but they didn’t expect something like that either... After that, they didn’t let
such nonsense stuff; cause, there would be a doctor’s dissertation, or their
projects, or researches, and they would ask: ‘can I take some blood?’, or ‘can I
do this, can I do that?” There was also this kind of exploitation.”42

Furthermore, Deniz has a lot of memories about being stripped off in front of many people,
because the professors were taking this “opportunity to encounter such a rare case” and they

were calling their interns to the examination room to show them this “interesting case”:

“I mean, you know, the thing that upset me the most was this; the examinations
were troublesome. You go once in around three months for examination and
every time, there would be a doctor you don’t know; an intern probably. They
make their interns see me, you know, like ‘there’s something interesting, you
look too, so that you gain experience’... OK, maybe I was sick, I had something
wrong according to them, but every time, | had to open my genital area and show
it to them, and every time, | would cover my face, like | had something to be
ashamed of. | mean, for instance, my dad never went in there, anyway; my mom
did. And my mom never looked my way. She acted like she was ashamed of me
too, or maybe she wasn’t pleased with the situation. So, it was really a trauma
for me, frankly, what else can I say...”'*3

During this time, Deniz had no idea about why they were there, and no one explained or
consulted them anything during the course of the treatment. Neither Deniz nor their family
did not know that they were going to publish a study on Deniz, and even though Deniz

mentions that they have a very protective family, they could not prevent their child being

142 «(yyle bir boyuta gecmisti ki ailemi sey diye kandirnuslar iste “cocugunuz derse gelsin” falan diye, tek beni sokuyorlardi

iceriye ailemi almamuslardi igeri, aglamistim falan, iste Gistiimii falan ¢ikartyorlar ama ben yani hiingiir hiingiir agladigimi
bilirim. Sonra ailem bu sagmalig1 goriince ailem tabii ki ¢ikardi ama onlar da bdyle bir sey beklemiyolardi. ...ondan sonra
hani bdyle sagma seylere izin vermediler; ¢iinkii bitirme projesi oluyordu doktorun, veya ona yakin hani projeleri mi oluyor
¢alismalart m1 oluyor, ve diyolardi ki “bir kan alabilir miyim” ya da “sunu yapabilir miyim bunu yapabilir miyim” diye,
ayriyeten boyle somiirii olayi oluyor.”

143 “Yani sey ben benim en ¢ok her zaman iiziildiigiim nokta su, muayeneler ok sikintili gegiyor, kiigiik oldugunda ii¢ ayda

bir falan gidiyorsun muayene olmaya ve her defasinda tanimadigin bir doktor oluyor, stajyer doktor muhtemelen,
stajyerlerine baktiriyorlar hani “ilging bir sey var siz de bakin, tecriibe olsun” diyerek....tamam ben hastaydim belki onlara
gore yanlig bir seyim vardi ama her defasinda ben yani genital bolgemi agip onlara géstermek zorunda kaliyordum ve her
defasinda boyle yliziimii kapatiyordum sanki bende utanilacak bir sey varmig gibi yani, mesela orada highir zaman babam
girmezdi igeri zaten annem girerdi, annem de higbir zaman benim tarafima bakmazdi o da benden utanir gibi yapardi ya da
belki durumdan hosnut olmazdi, hani o bende cidden bir travmadir agikgasi baska ne diyebilirim...”
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exposed to medical experts and students in crowded rooms “like a zoo animal,” in Deniz’s

words.

When Deniz started to tell me their medical story, they mentioned that “There was cancer
in my uterus, so they removed it.” Then, later in the conversation, they were talking about
how clinicians assign unnecessary medical operations on intersex children in order to fit
them into a binary sex system: “For example they remove your uterus saying that there is a
risk of cancer, but the real reason is that, so you will think that you are a man in your adult
life,” Deniz said. At that point, [ was not sure if Deniz was also referring to their own story
or not, since they mentioned before that they actually had tumor cells. So, I asked, “But you
did have tumor, right?” Deniz paused, and then showed me the medical article which they
were included in. They said “Look at the title, it means that I had tumor cells, right? What
do you think?” From the title it seemed like the article was about a group of CAH patients
who developed tumor cells. Further, Deniz is a doctoral student in biology and understands
fluent English; considering their skills as well as interest in the topic, | found it hard to
believe that Deniz did not really understand the article. Deniz continued, “I mean, they said
so but I'm not quite sure. If I had tumor cells, why did not any of them of them spread to
other parts of my body? Perhaps it was a specific group of cells that is normal to have in a
body with my condition?” At that point, it started to make more sense to me why Deniz did
not go back to talk to the clinicians who were curious about what happened to their patients.

This narrative shows the tremendous lack of trust in the medical establishment.

Later, Deniz elaborated further on why they did not accept the invitation of the clinicians

who called them:

“When they’d called, they’d asked like: ‘what are you doing, are you studying?’
and I’d told them that I was studying. They said: ‘Among them, you’re the only
one who has a regular life, like, who studies. We have to meet with you’. Maybe
that’s why they were surprised... I don’t know, maybe that’s why, or maybe
they’d stick something in my head.”***

144 “Aradiklarinda sey demislerdi, iste, ‘Ne yapiyorsun, okuyor musun?’ diye sormuslardi, ben de sdylemistim okudugumu,
‘Aralarinda en diizenli yagsami [olan], en boyle okuyan sen varsin, seninle mutlaka gériismeliyiz” falan diyorlar. Belki onun
icin sagirmiglardir. ... Bilmiyorum belki de onun i¢indir, belki de kafama sey takacaklardir.”

112



Deniz refers to a kind of a brain-scanning test they went through when they were diagnosed
during childhood. Deniz envisions going back to talk to the clinicians as being objectified
again, rather than being listened to; thus, Deniz does not see a point in going back:
“There’s something like that; they think the intersex’s brain functions are not
like other people during childhood... They took me somewhere for a mind test.
There were two computers; they put something in my head and I’ll listen to the
sound for an hour. I mean, you know, they must realize that we are not stupid,
that we are even smarter than them. |1 mean, you are used like commodity, not
like a human... But you form a life... I mean, this life is not for 15 years, it lasts
for a long time; I mean, they must think about that... Yes, they are curious about
what are the intersex, what do they do... They must realize that we are not people

who go willy-nilly and open up when they say ‘open’, that we are also
informed. ..

As | show in 3.3, clinicians perceive most intersex patients as lacking the ability of taking
personal responsibility about their medical treatment, and they see it as a justification on
treatment without informed consent. Echoing this, in their own treatment process, Deniz felt
that clinicians perceived them as intellectually lacking, and therefore incapable of exercising
agency, which, for Deniz, is a reason to think that they would not be heard by the clinicians
even if they accept to talk to them. Emphasizing forming a “life,” Deniz points out that the
objectifying approach of medicine does not take intersex indivuduals’ personhood into
account and calls out the clinicians to imagine their intersex patients as subjects with agency,

and not as victims of their intersex conditions.

As opposed to Deniz, Berfin knew about their body condition since they were a child, but
only because they were raised in a small village, where rumors spread and Berfin heard
many insults and nicknames from other kids in the village all the time. These nicknames
included “cift cinsiyetli and a hundred other names.” Berfin has a different condition than
Deniz; but they never told me the medical classification of their condition, even while
explaining the details of their physical traits or the operations they had. Even if | have an
idea about what it can be, I will not include their condition with its medical name here;

145 Sgyle bir sey var intersekslerin beyin fonksiyonlarinin diger insanlar gibi olmayacagini diisiiniiyorlar kiigiikliikte. ... bir
baktim sey akil testi icin bir yere gotiirdiiler, bilgisayarlar var iki tane iste kafama seyi koydular bir saat boyunca sesi
dinleyecegim falan, yani hani bizim salak olmadigimizi, gayet onlardan daha da akilli oldugumuzu fark etmeleri lazim,
hayir yani bdyle insan degil mal gibi kullaniliyorsun....ama bir yasam olusturuyosun sen....hani bu yasam on bes senelik
degil uzun yillar siiriiyor, hani bunu diisiinmesi gerekiyor....evet merak ediyorlar interseksler nasildir ne yapiyor....orada
tipis tipis gidip “a¢” dediginde a¢an insanlar olmadigimizi anlamalar1 gerekiyor artik, hani bizim de bilingli oldugumuzu...”
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because, | perceive Berfin’s refusal to use the name of the condition as resistance to

medicalization. | will only mention some physical traits they have when relevant.

At birth, Berfin was assigned as a girl and raised as a girl. Yet, their parents found out that
there was something “wrong” with Berfin’s genitals. Later, their family took Berfin to the
hospital, and they ended up in a hospital in Istanbul when they were twelve. Here, it was
decided that Berfin’s “real sex” was female and therefore Berfin needed to have two surgical
operations; one for removing the testes, and another one involving the clitoris. When | asked
what kind of operation it was, they said “They cut my clitoris like this, and also like this,
and then like this...,” showing with hand gestures as if they cut it in several different
directions. When | asked why they did it, Berfin responded “to protect social morality, so
that I do not get pleasure.” Even if I tried to ask what she thought was the logic of the

clinicians, I could not get a different answer.

Even though Berfin was twelve years old at the time of these operations, clinicians had
decided with Berfin’s father to assign them as a female without involving Berfin in the
conversation. After the second operation, Berfin was told “to come back before getting
married” to open the vaginal canal. Berfin also remembers that the clinician gave some pills,
and explained how to use them, but did not explain what they were for. Berfin explains,
“one side of it was orange, the other side was white, you start with the white side first, then
you switch to the orange side, then you stop for 10 days. Since | did not know, | was just
using wherever side | wanted to... Then | stopped using it after | learned that they were

hormone pills.” 46

At the age of thirty-nine, around twenty-seven years after the operations, Berfin decided to
seek medical help to get their vaginal canal opened, because they wanted to get married.
During the examinations, in a room of six specialists, one of the specialists asked Berfin to
show them their genitals, saying “open, open it so we can look*” in a rude and
condescending manner, in front of the other clinicians. The room also had very big windows

that looked towards the hospital yard, and they were not covered by curtains. Berfin

146 bir tarafi portakal renkliydi, bir tarafi beyazdi, 6nce iste beyaz’dan basliyosun sonra portakal rengine gegiyosun sonra
10 giin birakiyosun, ben tabi bilmedigim i¢in, aldim hangisinden neresinden baglayacagim... kullaniyodum gidiyodum..
sonra hormon ilaci oldugunu 6grenince onu da artik kullanmadim.

147 «“Ac, a¢ da bakalim”
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hesitated, and the same specialist repeated his words. Berfin was extremely offended by this
request and resisted the clinician who asked it. Later, one of the other specialists in the
room defended Berfin and apologized. After this event, Berfin decided to stop seeking
medical help, and not to get married. Berfin told me this story as soon as we started to talk
in our first meeting, repeated the story later, and also gave many references to it while they
told me other stories. Berfin also tells this story during the panels and events. Clearly, this
story and what it represents holds a central place in Berfin’s criticism of the medical

establishment.

As | quote above, Berfin also claims that they did not use the hormone pills because they
did not understand what they were and how to use them. When | tried to ask about the
medical terms during our conversation, Berfin seemed like they did not hear my questions.

Thinking that maybe they really did not, | tried to ask again, but the same thing happened.

How should we read Berfin’s resistance to speak the medical language? At the time of our
interview Berfin was 44 years old. 32 years after surgical operations, they are one of the few
intersex activists in Turkey who is publicly visible and doing advocacy as well as
consultancy to other intersex people and their families. Considering their relationship to the
issue, | read Berfin’s avoidance of medical terms as an active refusal to use the medical
language, rather than simply as lack of information, or lack of ability to use the medical
terms. Berfin went through a difficult childhood with a lot of stigmatization, had two
surgical operations at the age of twelve which left them in pain for life -Berfin stated that
they have pain while urinating still today, 32 years after the surgery- and when they willingly
sought medical help after many years, they were humiliated. Both psychologically and
physically, medical treatment caused tremendous harm on Berfin. For Berfin, there is no
point in speaking the medical language anymore, because it did not help them. In this
context, | believe that Berfin’s refusal to use the medical language should be read as
resistance to medicalization of their body, and an indicator of the mistrust in the medical

authority.

When we read Deniz’s and Berfin’s stories together, we see that the main reason behind
their resentment to medical establishment is the objectification of their bodies and dismissal

of their subjectivities. In Deniz’s words, “you don’t exist there... in fact, you do, but you
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don’t.”1*8 As intersex individuals, their bodies became objects of scrutiny and curiosity; they
were looked at, examined, tested, experimented and operated on, while their opinions and
feelings were completely ignored. Based on “objective” explorations, treatment decisions
were made for them and imposed upon their bodies. Deniz refuses to speak to the clinicians
because they refuse to be positioned as an object of medical study. Medical language does
not have a place in Berfin’s story, because it cannot tell their story as a person, as someone

with emotions and agency.

4.1.2 Implications and Discussion

As a result of early, non-consensual surgical operations and medical treatments, Meral,
Deniz and Berfin feel a lot of resentment to the medical establishment today. The main
source of their resentment is that they were never offered an alternative scenario in which
they would be able to take the responsibility of their own decisions. When | asked what they

would like to say to their clinicians, Deniz pointed it out as:

“I would say this; they’re trying to fix us in some way, they tried to fix us at the
time, but I wasn’t fixed, I’m still this. I’d especially talk about the fact that those
treatments and examinations were child abuse, rather than treatment, cause you
are seriously harassed, I don’t know... Traumas arise, cause there are things that
appear before your eyes in snatches; you’re trying to forget anyway, you know...
How should I put it; you have your sex transition, you have surgery, etc., no
psychological support is provided for you. Your family says ‘hush’ anyway...
That’s why I don’t think we’re psychologically very healthy ... You’re put aside,
being told: ‘I fixed you’. In fact, you’re not fixed. In fact, you end up worse since
they wear you down. You know, maybe if it weren’t for these surgeries, the child
wouldn’t be worn down so much. I mean, this has to be somehow brought to an
end.”149

According to Deniz, medical treatment procedures caused more harm than benefits. This
means that not only medical treatment failed to prevent psychological difficulties, but it

148 “sen orda yoksun... aslinda varsm ama yoksun.”

149 «Spyle derdim, bir sekilde diizeltmeye galistyorlar, bizi diizeltmeye galistilar zamaninda ama ben diizelmedim, hani ben

buyum hala, 6zellikle oradaki tedavilerin muayenelerin tedaviden ¢ok ¢ocuk tacizine girdiginden bahsederdim ¢iinkii ciddi
anlamda tacize ugruyorsun ya bilmiyorum... travmalar olusuyor ¢iinkii boyle kesik kesik goziiniin Oniine gelen seyler
oluyor unutmaya caligtyorsun zaten hani .... nasil diyeyim, cinsiyet ge¢isini yapiyorsun ameliyat oluyorsun falan, sana
higbir psikolojik destek verilmiyor, ailen zaten sus diyor.... ruhsal anlamda hani onun igin psikolojilerimizin de ¢ok saglikli
oldugunu disiinmiiyorum.... “seni diizelttim” diyerek koseye koyuluyosun, aslinda diizelmiyorsun, seni aslinda
yiprattiklari i¢in daha kotii oluyorsun, hani belki bu ameliyatlar olmasa ¢ocuk o kadar yipranmayacak yani buna bir gekilde
son verilmesi lazim.”
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added to them, which disempowered them to cope with the stigma and discrimination they

face.

Meral also thinks that an alternative scenario could turn out much better for them, because

it would give them more options:

“They could have waited till | reached 18. Um... they could have told me about
the situation. | could have had these surgeries if | wanted them myself, after the
age of 18, ... or I would leave my body as it was, not having anything done, or
just like I accept my intersex identity now, | could have accepted my body the
same way... | mean, [ don’t see my big clitoris as something wrong, something
bad. I was born with it anyway. It’s an organ of mine. I mean, I’d accept it and
if I’d have a relationship, I’d have it the way my body was. I’d have it with a
partner that would accept me that way anyway and I wouldn’t be with them if
they didn’t accept it... You know, just like I overcame these now, just like I'm
able to talk to you, I'd overcome again and, you know, I'm sure I'd be
psychologically a much healthier person.”%

An alternative scenario could also have protected Meral against life-long physical side-

effects:

“You know, for instance, if those testicles weren’t removed, even if there’s a
small risk of cancer, I’d regularly go to my doctor follow-ups, but my testicles
would remain and keep producing testosterone, so what would happen? Right
now, I wouldn’t have a risk of osteoporosis... Now, for example, if I go to a
gynecologist, since 1 have a pink [female] ID card, they won’t give me
testosterone, they’ll give me estrogen. But if my testicles weren’t removed, my
body’s own natural hormone balance wouldn’t be upset; that testosterone would
protect me from the risks that need to be eliminated by estrogen replacement.”*°!

150 «Ben 18 yasima basana kadar beklenebilirdi, ee, bana durum anlatilirdl, 18 yasindan sonra kendim istiyosam bu
ameliyatlart olurdum, ....ya da hig bi sey yaptirmayip viicudumu oldugu halde birakirdim, veya simdi interseks kimligimi
nas1 kabullendiysem bedenimi de yine o sekilde kabullenebilirdim.... yani ben o biiyiik klitorisimi yanlis bi sey olarak,
kotii bi sey olarak gdormiiyorum, zaten onunla dogmusum, o benim bi organim yani hani ben bunu kabullenicektim, bi iligki
yastycaksam da bedenimin o haliyle yasiycaktim, zaten beni o sekilde kabul eden bi partnerle yasardim, kabul etmese zaten
onunla birlikte olmazdim.... hani bunlar1 su an nas1 agtiysam, senle nasi konusabiliyosam yine agardim yani ve, hani ruhsal
olarak da ¢ok daha saglikli bi insan olucaktim eminim ki.”

151 «yani mesela o testsiler alinmasa, ufak da olsa bi kanser riski varsa bile ben diizenli olarak doktora kontrollerime
giderdim, ama testislerim dururdu ve testeteron iiretmeye devam ederdi, dolayisiyla nolurdu benim mesela su anda bi kemik
erimesi riskim olmazdi.... simdi mesela ben jinekologa gidersem pembe kimlik sahibi oldugum igin bana testesteron
vermiycek, 0strojen vericek, ama benim testislerim alinmasaydi zaten viicudumun kendi dogal hormon dengesi bozulmamis
olcakti, o testosteron beni dstrojen replasmantyla giderilmesi gereken risklerden koruycakti.”
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4.1.2.1 Lack of Access to Medical Care

Meral, Deniz, and Berfin share a mistrust in the medical establishment as a result of their
experiences of medical treatment. The biggest reason of their mistrust in medicine is that
their own experiences of, as | showed above, do not match with what medicine envisioned
for them. Traditional treatment paradigm of intersex defines sex in a strictly binary way and
imposes this definition on intersex bodies at the expense of causing harm. Thus, Meral,
Deniz, and Berfin do not believe that clinicians’ motivations are purely medical, and they
avoid seeking medical help in relation to their intersex condition, even if they would like to.
For example, Meral says:

“These surgeries are so far from being medical; in fact, in my syndrome, Xo-XY

Turner, there’s risk of uterine cancer, but with me, during the surgery, in spite of

this, my uterus wasn’t removed... They just removed the testicles and fixed the

clitoris. I mean, why don’t they remove my uterus? Cause, you know, I’'m

supposed to think that I menstruate, taking hormone pills. They didn’t remove it

although there’s cancer risk. If they asked me, in fact, I wanted to get rid of that.

Right now, I’m living with a time bomb in my body, you know; I’'m living with

the risk of that uterine cancer right now. I passed 30, there’s even higher risk.

For instance, normally, | should go to the doctor right now and have it checked

and keep it under surveillance, and maybe have it removed, but, you know, |

can’t go, I mean, because of the phobia of doctors, unfortunately... [breath]...
It’s like that, you know...”t®2

Referring to the controversy around the removal of testes based on the risk of cancer they
pose, Meral means that the testes are removed easily in female-assigned intersex people,
because it disturbs the sex binary, rather than because it carries a risk of cancer. The fact

that their uterus was left inside whereas testes were removed is a proof of it for Meral.

Berfin also avoids hospitals: “Due to all the fear and situations I went through at hospitals,

unfortunately, I’'m, you know, 44 years old and I never went; I was scared.”®

152 «“By yapilan ameliyatlar o kadar tibbi olmaktan uzak ki aslinda, benim sendromumda, Xo-XY Turner’da rahim kanseri

riski var asil, ama bende ameliyatta buna ragmen rahmim alinmadi.... sadece testisleri alip klitorisi diizelttiler, yani neden
almryo rahmimi, ¢iinkii iste regl oldugumu zannetmem gerekiyo ya hormon ilaglarini igip falan, kanser riski oldugu halde
onu almadilar, ben asil bana sorsalar ondan kurtulmak istedim, su an hani bedenimde bi saatli bombayla yasiyorum,
vicudumda o rahim kanseri riskiyle yagiyorum su an, 30”u da gegtim, daha da yiiksek bi risk var, mesela normalde benim
su an doktora gidip onu kontrol ettirmem, takip altinda tutmam lazim, belki aldirmam lazim falan, ama iste gidemiyorum
yani, doktor fobisi yliziinden ne yazik ki..[nefes].. boyle yani...”

153 “Hastanelerden yasadigim onca korku ve durumdan dolayr malesef iste 44 yasima geldim, asla gitmedim, korktum.”
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Other than the lack of access to healthcare created by mistrust in medicine, in some cases,
medical professionals reject patients who seek medical help based on moral reasons. For
instance, after Berfin had surgery, they were prescribed with hormone pills, and told that
they should “come back when getting married,” in order to open a vaginal canal; Berfin was
not provided with the option to have their vaginal canal opened before getting married.
Similarly, another intersex person with whom | met during an informal gathering and who
has a similar condition to Berfin’s was told the same thing after she had surgery. She was
15-16 years old when she had surgery, and she was told “to come back before marriage.”
When she specifically asked about the option to have her vaginal canal opened without
getting married, she was rejected by the response “not possible,”*>* without being provided
further explanation. This person is now in her early twenties, which means that this
happened around 7-8 years ago. Thus, while early, non-consensual medical interventions
continue to constitute a problem for intersex people, some medical interventions can be

denied even if the patent demands it, based on moral reasons.

Lastly, an intersex person may not be able to reach medical help due to structural reasons,

because of organization of sexual health based on sex binary, as in the case of Deniz:
“About a month ago, I went to the [ward of] internal medicine and said: ‘I’'m
having a terrible pain in my... chest...” They said: ‘we can’t see you, go to the
endocrinology’. I went to the endocrinology, but they didn’t know what to do. If

it were a woman, they could go to gynecology due to chest pain, but I can’t.
Where should I go then, what should I do? There are problems of this kind.”**°

4.1.2.2 Intersex Voices and the Medical Narrative

Like Dr. Bulent, some clinicians | interviewed suggested that their intersex patients must be
doing well because they do not come back to complain. Thus, there is a perceived lack of
complaint from the viewpoint of the clinicians. Based on this perception, they argue that
only few people are harmed by the medical procedures because of surgical side-effects or

because they went to a “bad clinician,” but otherwise there is a “happy majority” who do

154 «“5lmaz”

155 “Yaklagik bir ay énce ben burada dahiliyeye gittim dedim ki ¢ok fena sey sancisi ¢ekiyorum dedim gdgiis sancist
¢ekiyorum dedim ....biz sana bakamayiz dedi endokrine git dedi, endokrine gittim bir sey anlamadi. Eger bir kadin olsaydi
gogiis sancisindan kadin doguma gidebilirdi ama ben gidemiyorum, ben nereye gidecegim o zaman ne yapacagim? Bu tarz
problemler oluyor.”
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not bother to talk about their medical history. This is why medical professionals tend to
prioritize the discussions on surgical methods and the quality of the clinicians when they
are challenged about the possible harmful consequences of medical procedures. However,
as | show here, physical pain is not central to the narratives of Meral, Berfin, and Deniz;
rather it is the experience of having to go through surgery and medical treatment that caused

most harm to them.

My data also shows why intersex individuals may not want to speak back to the clinicians.
Let alone going back to complain, Meral, Deniz and Berfin do not even want to go to the
hospital for their health problems. Moreover, they may perceive the asymmetry of power
between them and the clinicians as a major barrier to speaking to them directly. As Deniz’s
story shows, they may think that they would not be able to express themselves in a
medicalized context which does not recognize them as subjects with agency. Deniz’s
narrative also reminds us that children who go through treatment never have the chance to
have an alternative experience of growing up without going through medical treatment to
compare with; so, the patients may internalize the medicalized viewpoint and frame their
suffering as the normal state of things:

“For example, even though I was aware of some things, I wasn’t, you know,

reflecting it to my family, cause I thought that they were already spending a lot

of effort for me; I’m already a sick person according to them, someone who

needs to be fixed, I’'m already a big burden to them, so I didn’t want to worry

them, so I acted the way they wanted me to, and I acted as if I didn’t hear some
things, even though I did.”**®

As a child, Deniz could not resist medical and parental authorities, because they internalized
the medical point of view. This shows that patients can internalize the role they are
attributed, which might be another reason behind the lack of complaint. If someone regards
themselves as “just like any other patient,” then they are also likely to see their suffering
because of their condition, not because of the medical treatment procedures. In short, the

silence of many intersex individuals does not necessarily mean that they are happy with the

1%6 “Mesela ben bir seylerin farkinda olsam da sey yapmiyordum hani bunu aileme yansitmiyordum iinkii zaten benim igin
cok fazla emek harciyorlar diye diisiiniiyordum, zaten onlara gore hani ben hasta biriyim diizeltilmesi gereken biri, ya zaten
ben onlara biiyiik bir kiilfet oluyorum, bir de onlar1 tizmek istemiyordum, onun i¢in onlarin istedigi gibi davraniyordum,
bir seyleri duysam da duymuyor gibi davrantyordum.”
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results of their medical treatment. There might be many other reasons including stigma,
discrimination and medicalization that silence them. Meral puts it as:

“This is, you know, like a domino effect; if you’re intersex, you’re ostracized,
and when you’re ostracized, you might not be able to finish your education,
cause there are problems at school, too. Your education is left half finished, and
when your education is left half finished, you can’t gain a profession that you
can stand on your own two feet with. When you can’t gain that profession, you’re
unemployed and then your status of class lowers. When your status of class
lowers, the rate at which you’re taken seriously diminishes, you’re shier, or you
can’t reach the places you’re supposed to reach. You know, it’s such a spiral that
once you fall into it, it’s hard for you to get out of it, so in order to carry out
activism, you have to have reached a point where you can get a little bit out of
that spiral; unfortunately, this is the truth. So, you know, the people who need
this activism the most are, in fact, the people who are at a position that cannot
make that activism, right now.”%®’

Deniz, Berfin and Meral’s stories are not just exceptional stories where the medical
treatment went wrong. Even if their medical conditions and social backgrounds are different

from each other, they recognize similar patterns in each other’s stories:

“There are various different biological situations, syndromes within the scope of
intersex; very different from each other; some genetic, some hormonal, etc., but
the medical processes are always the same. .. No matter what the syndrome, their
personality or age is, the medical process is always the same; it worked very
similarly with everyone. In that respect, we understood that the things we went
through and felt related to those medical processes are very similar; that those
feelings are very similar... [Another intersex activist] and Berfin wrote articles
that told about their own pasts. When | read those articles, | remember feeling
sometimes like: ‘But this is the article that I wrote. Did they steal it from me?’ I
mean, it’s so much the same feeling... We went through the same things; we felt
the same feelings because of those medical processes. In fact, that is the point
that brings us together the most; I mean, those damages that medicine made or
left on our bodies, their psychological repercussions on us... As we got to know
each other, we understood that that was our strongest common point. Even

157 Bu hani zincirleme bisey, intersekssen dislaniyosun, dislandigin zaman egitimini tamamlayamayabiliyosun, okulda da
¢linkii sikintilar oluyo, egitimin yarim kaliyo, egitmin yarmn kalinca sana kendi basina ayakta durabilecegin bi meslek
kazanamiyosun, o meslegi kazanamayinca igsiz kaliyosun, o zaman da iste sinifsal konumun diisiiyo, sinifsal konumun
diislince ciddiye alinma oranin daha azaliyo, daha ¢ekingen oluyosun, ya da ulasman gereken yerlere ulagsamiyosun, hani
bu 6yle bi sarmal ki, onun igine bi kere distiin mii ordan ¢ikman zor yani, dolayisiyla hani aktivizm yiiriitebilmen igin
birazcik daha o sarmalin disina ¢ikabilcek bi noktaya gelmis olman gerekiyo hayatinda ne yazikki hani bu gergek,
dolayistyla hani aslinda bu aktivizme en ¢ok ihityact olan insanlar o aktivizmi yapamayacak konumda olan insanlar su
anda.”
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though all our personalities and pasts are very different, we looked very much
like each other in that sense.”*® (Meral)

As activists, they are also connected with many other intersex individuals from different
parts of the world, and they recognize similar patterns in their stories as well; in Berfin’s

words, “Wherever you go around the world, the story of the intersex is always the same.”
159

From the viewpoint of medical professionals, | interviewed, intersex treatment procedures
are highly variable, and they are in constant change; they are highly individualized
according to the patient as well as according to the clinician, and the medical technologies.
Yet, from the point of Deniz, Meral and Berfin, the consequences of these treatments are

very similar.

As | showed in Chapter 2, clinicians tend to dismiss the personal testimonies of intersex
activists and individuals who challenge the treatment procedures based on arguments such
as they just represent an unlucky minority who suffered exceptionally much from the “side-
effects” of the treatment. Yet, as | show in this chapter, Berfin, Meral, and Deniz mentioned
the “side-effects” of surgery, or hormone treatments only as of secondary importance of
their suffering. Rather, they mentioned the consequences that stem from the very process of

going through those treatments: they feel humiliated, ignored, and objectified.

These are stories that are not visible in clinicians’ narratives, not so much because clinicians’
narratives are contrary to Berfin, Meral, and Deniz’s stories as because they are the stories
that can only be told from their subject position. They are also the stories of persons who
have feelings, emotions and social lives outside of the clinic. Many things in clinicians’ and

intersex activists’ personal stories actually correspond to each other; yet, the intersex

158 “Interseks kapsaminda ¢ok farkli biyolojik durumlar, sendromlar var, birbirinden ¢ok farkli, kimisinin genetik, kimisinin
hormonal vs., ama tibbi siiregler hep ayni....sendrom ne olursa olsun, kisiligi ne olursa olsun, yas ne olursa olsun, tibbi
siire¢ hep ayni, ¢ok benzer iglemis herkeste. O agidan o tibbi siireglerle ilgili yasadigimiz, hissettigimiz seylerin ne kadar
birbirine ¢ok benzer oldugunu, o duygularin birbirine ¢ok benzer oldugunu anladik.....[baska bir interseks aktivist], Berfin,
kendi ge¢mislerini anlatan yazilar yazdilar, o yazilart okudugumda bazen boyle sey hissettigimi hatirliyorum, “e bu benim
yazdigim yazi, benden mi ¢almis acaba” hissine kapiliyosun, yani o kadar ayni duygu ki.. ayni seyler yasanmis, ayni
duygular hissedilmis o tibbi siiregler yiiziinden, aslinda bizi en ¢ok ortaklastiran nokta o, yani o tibbin bedenimiz iizerinde
yaptig1, biraktigi hasarlar, onun bizdeki ruhsal yansimalari, en en.. giiglii ortak noktamizin o oldugunu anladik birbirimizi
tanidik¢a, hepimizin hani kisilikleri, gegmisi filan ¢ok farkli olsa da o agidan birbirimize ¢ok benziyoduk. (Meral)

159 “Diinyanin neresine gidersen git intersekslerin hikayesi hep aynidir.”
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individuals were affected in quite different ways than most clinicians think they would be.
For instance, most clinicians consider assigning the “correct gender” as one of most
important measurements of success in treatment. In the narratives of Meral, Berfin, and
Deniz, however, it was not mentioned. While being assigned the wrong gender can be a
problem, there are also many other problems that are largely ignored by clinicians even if
the “correct gender” is assigned. Deniz, Berfin, and Meral do not complain as much about
their gender category as they complain about the narrow category of gender they were forced
into. Another example is that as | show in Chapter 3, clinicians can hide crucial information
regarding the intersex status of the patients, because they think it would be “traumatizing”
or “confusing” for the patients. This information was also kept secret from Deniz and Meral
until they found out later in their lives; yet, it did not protect them, but rather it contributed
to their feelings of shame and confusion, and it alienated them from their bodies. Moreover,
finding out marks the beginning of a process of empowerment and healing in their stories,
no matter what their initial reactions were. Berfin knew their intersex status, yet they did
not know the term “intersex” until they specifically asked a clinician at the age of thirty-
nine. Knowing themselves by the terms “intersex” enabled Berfin to reach the community
and marked the beginning of their activism. Third, as a justification for clitoris reduction,
surgeons suggested that it would be embarrassing for a girl child to have a large clitoris
because it could be noticed by other girls. Meral, who had clitoris reduction in in her teenage
years, already had gone through childhood with their clitoris when they had the operation.
Meral was traumatized because their clitoris was operated, not because it existed. Fourth, as
I show in the Chapter 3, clinicians make a distinction between their patients based on their
socioeconomic status and education levels, and they can attribute non-compliance of the
patient to reasons such as inability to understand and low level of education. From this point
of view, Berfin, who grew up in a village, and who did not attend higher education, would
be considered as such a patient. Yet, as | show in this chapter, Berfin did not comply with
the clinicians’ instructions of hormone treatment, because they did not have an interest in
conforming to the social norms of the gender they were non-consensually assigned;
additionally, they are one of the leading activists today. Fifth, the process of medical
examinations holds a large place in the intersex stories as a source of trauma, and because

of their intrusive nature, physical examinations can be defined as “child abuse,” whereas a
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discussion of the effects of examinations is almost absent from the clinicians’ narratives.
From the viewpoint of the clinicians, the effects of the medical procedures are evaluated
only in terms of their physical results, or sometimes in terms of the contentment of the
parents; however, the effects of the very experience of going through the treatment are
usually not taken into account. Last but not the least, from the medical viewpoint, the patient
reaches a non-intersex state as a result of the treatment, whereas Deniz, Meral, and Berfin
do not feel less intersex as a result of the medical procedures they went through. Rather,
medical procedures only contributed to the amount of pressure to conform to gender roles

for them.

4.1.2.3 Peer-Based Information

If the early, non-consensual medical treatments do not help intersex individuals cope with
social discrimination, there is one thing that does: community. For Berfin, Meral, and Deniz,
meeting each other has been very empowering, because community provided them non-
medical information and support, which was crucial in making their experiences intelligible
to them. Meral explains how peer-based information was crucial to them in embracing their

identity as intersex, by comparing it to embracing their identity as lesbian:

“I’ve first tried to accept myself through... You know, like ‘I’m probably gay.
Am I a lesbian?’, etc. You know, slowly, right at that time, the internet was
becoming widespread, etc. You know, | was entering gay websites, looking at
associations’ websites, etc. I started corresponding with some people. You know,
at first, I started out by accepting my homosexuality. I still couldn’t find
sufficient resources about the intersex in those years anyway. The word intersex
wasn’t used much anyway, and when | put in hermaphrodism, always medical
stuff would come up and you can’t understand anything from that... For many
years, although I knew I was intersex, I couldn’t do anything about it, I couldn’t
talk to anyone, etc., cause | didn’t know. Neither could I reach someone else
about it, nor were there resources, etc. So, | got to accept and know myself as |
learned.”*%0

160 “Hep iste ilk 6nce seyden kabullenmeye ¢alistim kendimi .... hani iste escinselim heralde, lezbiyen miyim ben vesaire
gibi, iste yavas yavas, hani tam o donem de internet de yayginlagiyodu filan, iste escinsel sitelerine giriyodum, derneklerin
sitelerine bakiyodum filan, birileriyle yazismaya basladim filan iste, hani ilk yle bir escinselligimi kabullenmekle
bagladim, hala interseks hakkinda zaten yeterli kaynak bulamiyodum internette o yillarda, interseks kelimesi de fazla
kullanilmiyodu zaten, hermafrodizm yazdigim zaman da zaten hep tibbi seyler ¢ikiyodu karsimiza, ondan da bisey
anlamiyosun....baya uzun yillar interseks oldugumu bildigim halde bunun {iizerine bisey yapamadim, kimseyle
konusamadim vs. .... bilmiyodum ¢iinkii, bu konuda ne bagka birisine ulasabilmistim, ne kaynak vardi vesaire, dolayistyla
ogrendikge hani kendimi kabullendim, tanidim.”
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Meral defines “learning” as having access to peer-based information. Even if Meral
conducted a lot of research about the medical details of their condition, does not count as
“learning” for Meral since it did not really help them make sense of their experience as an
intersex person, while Meral accepted their sexual orientation more easily because they
could reach peer-based information over the internet. Yet, it took longer to accept being
intersex because they could reach only medical information for a long time. Reaching peer-
based information and learning from them is a turning point for Meral in processing their

intersexuality and come to terms with it.

Accessing peer-based information not only transformed Meral, but also transformed their
family relationships. Meral’s parents, too, had received only medical information about

Meral’s condition, which made it difficult for them to talk about it:

“They were shy. They wouldn’t talk about the fact that the medical process that
I went through could have created a trauma in me... They just saw it like, let’s
say ‘you had a mole on your face and we had it removed, it’s over, it’s done’;
that’s how my parents saw it.”61

After Meral started reaching community over the internet, they were able to share their non-

medical view of their experiences with their parents as well:

“Then I decided to talk to my mom; I told her: ‘I know that I’'m intersex. I'm
now trying to accept it and I don’t see myself as wrong. I like women...” I told
her all about it. For the first time, after many years, really [with emphasis] me
and my mom ended up having such a conversation, you know, for the first time,
we talked between us and all... Despite that... Even then, I couldn’t tell my mom
how much trauma the surgery caused in me, how it scarred me. Just newly we
can talk about it a little, my mom and I; and she says, you know: ‘we were
ignorant back then. | wouldn’t have it done if I knew. I'm sorry.””’162

Meral’s mother, after listening to the non-medical version of the story from Meral’s

perspective, regrets the decision of surgery. Thus, Meral’s story shows how important peer-

161 «“Cekiniyolards, onlar o gegirdigim tibbi siirecin bende bi travma yaratmms olabilecegi iizerine konusmuyolardi....bunu
sadece sey gibi goriiyolardi iste, atiyorum “yiiziinde ufak bi ben vardi, benini aldirdik, bitti gitti, kapand1” gibi, bu sekilde
bakiyolardi annemle babam.”

162 Annemle konusmaya karar verdim sonra, anlattim iste, “ben iste interseks oldugumu biliyorum, bunu iste artik
kabullenmeye ¢alistyorum, ve hani kendimi yanlis olarak gérmilyorum, iste kadinlardan hoslaniyorum...” biitiin hepsini
iste anlattim, ilk defa hani annemle ¢ok.. uzun yillardan sonra gergekten[vugulu] bdyle bi paylasimda bulunmus olduk, hani
boyle ilk defa kendi aramizda konustuk falan....ona ragmen.... o zaman bile tam anneme ameliyatin bende ne kadar travma
yarattigini, ne kadar yaraladigini tam anlatamamistim, daha bunu birazcik yeni yeni konusabiliyoruz annemle yani, o da
sey diyo yani, iste “cahildik o zaman, bilseydim yaptirmazdim, 6ziir dilerim” falan dedi bana yani.
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based information, as opposed to medical information, can be in supporting both intersex
individuals and their parents.

Meral, Deniz and Berfin were subjected to social pressure, discrimination and stigma
because of their intersexuality; yet, the medical treatment they received did not provide help
with dealing with these problems. Still, they were able to open the spaces in their lives to be
themselves thanks to their own strength and struggle, even in the face of the social and
medical pressures that they faced. Their stories show that the only way to help them enhance

their lives as intersex people would be to support them in their struggle to be themselves.

4.2 Activism, Echoes from the Medical Community, and Possibilities toward Change

4.2.1 Intersex Activism in Turkey

Meral, Berfin, and Deniz are among the first intersex activists who started the intersex
movement in Turkey. Meral was involved in Lambda in the late 2000s, first with their
lesbian identity. Then, finding motivation and support from the community, Meral decided
to write a piece about their experiences as an intersex individual in order to be published in
Kaos GL website. This was as important for Meral as much as it was important for the start
of the intersex movement in Turkey: “You know, writing that article and pouring it out...;
That article was when I first expressed myself entirely, with all of myself, saying ‘I’'m
intersex’. It was very transforming for me,”*%*Meral says. In 2011, Meral opened a blog
“Interseksiiel Salala'®*” where they collected such written pieces. Interseksiiel Salala thus
became the main source of information in Turkish, and a tool for intersex individuals around
Turkey to find each other; Berfin and Deniz also found Meral thanks to this blog. With
Meral’s involvement in Lambda, LGBT movement started to learn more about intersex, and
shortly after the abbreviation started to be used as LGBTI with the addition of “I.” Meral
tells the story of addition of “I”:

“At that time, as the article drew attention when it was read, and after meeting
the people at Lambda, we started organizing meetings within Lambda. You

163 “hani o yaziy1 anlatip dSkmek, ilk defa benim hani tam olarak, biitiin her seyimle interseksim diye kendimi ifade ettigim
sey oldu o yazi, ¢ok doniistiirlicli olmustu benim igin”

164 hitps://intersexualshalala.wordpress.com/
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know, | went there two or three times to tell the LGBT activists about intersex;
‘what is intersex, where do we live, how can the LGBT activism help the intersex
activism, what can be done?’ We held meetings about this within Lambda. Thus,
LGBT activists learned some things about intersex and this way, ‘I’ was added
at the end of LGBT. Thanks to those meetings | did at Lambda, all those Kaos
GL, you know, in those gay and leshian publications, etc. the expression
‘LGBTYI’ started being used.”®

By the summer of 2013, also with the help of the increasing visibility during the Gezi
movement, the abbreviation LGBTI was adopted more widely, including mainstream media

organs in Turkey:

“The first time that it became widespread was during the Gezi period; you know,
in Hurriyet newspaper, when Gezi events were mentioned, when it said LGBT,
the ‘I’ was added and it became widespread; that was 2013. But in Kaos GL,
etc., you know, saying LGBTI had started right after those meetings; and that
was 2010 or 2011. Lambda released a press statement about that meeting; you
know, a press statement that said: ‘we apologize for not including intersex within
the LGBT activism all this time. From now on, we will include the intersex in
the scope of our own struggle’, etc. We even wrote the mutual text together; we
wrote a statement like that and that was a first in Turkey. For the first time,
intersex was thus included in the LGBT movement. While all this was being
done, I didn’t know any intersex person, other than myself (laughs). You know,
we’re writing these fancy press statements with Lambda and all that, but there is
only one intersex there (laughs).”6®

Later, Berfin and Deniz, among others, reached Meral via the blog Interseksiiel Salala, and
they have been active in the movement since then. With another activist, Berfin held the
first intersex panel during the Istanbul Pride Week in 2013. Since then, Berfin has been

involved in more than twenty events including panels and interviews in various media

165 «0 dénemde, yaz1 da okunuca ilgi cekince, Lambda’daki arkadaslarla falan tamisinca, Lambda”nin kendi iginde
toplantilar yapmaya basladik, iste iki ii¢ sefer ben gittim ordaki LGBT aktivistlerine interseks’i anlattim, interseks nedir ne
degildir, nerde yasiyoruz, LGBT aktivizmi interseks aktivizmine nast yardimci olabilir, neler yapilabilir, bu konuda
toplantilar yaptik Lambda”nin kendi i¢inde. Boylece LGBT aktivistleri de interseksle ilgili biseyler 6grenmis oldular, o
sekilde arttk LGBT nin sonuna I de konmaya basladi. Benim o Lambda’da yaptigim toplantilar sayesinde biitiin o iste Kaos
GL filan iste, gey-lezbiyen yaymlarinda falan iste LGBTI ibaresi kullaniimaya bagland1.”

166 Medyada filan ilk yayginlagmasi Gezi déneminde oldu, hani Hiirriyet gazetesinde falan Gezi olaylarindan bahsedilirken
LGBT denirken I”nin de konmaya baslamasi, yayginlasmasi 2013, ama Kaos GL’de falan hani boyle LGBTI denmeye
hemen, o toplantilardan hemen sonra baslamisti, 2010-2011 o zamanlarda. O toplantiyla ilgili Lambda bi basin agiklamas1
yayinladi, iste “bu zaman kadar LGBT aktivizmin igine interseks dahil etmedigimiz igin 6ziir diliyoruz” minvalinde bi
basin aciklamasi yayinladilar, bundan sonra interseksleri de kendi miicadelemizin kapsamina alicaz vesaire, ortak hatta
metni de birlikte yazdik, 6yle bi agiklama yazdik, o da Tiirkiye’de bi ilk oldu yani, ilk defa o sekilde LGBT hareketinin
icinde interseks de dahil edilmis oldu. Biitiin bunlar yapilirken ben daha higbir interseksi tanimiyorum kendimden baska
[giiliiyor], hani Lambda’yla filan seyli boyle siislii basin agiklamalar filan yaziyoruz ama ortada sadece bir tane interseks
var [guliyor].
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organs, both in Turkey and abroad. Among other panels, Berfin positions the panel they
held for medical students at Istanbul Capa Medical School in May 2016 as “the most
important panel.” The activist group also provides support and consultation to parents of

intersex children, who reach them via other LGBTI+ organizations.

For the future, Berfin mentions their vision as “First of all, the fate of intersex children need
to be saved from the doctors’ and the family’s hands; there must be state protection.”’
Meral says that they envision an intersex movement that reaches other groups beyond the
LGBTI+ movement: “we need to establish contact with the people that we need to win over
in the fields of law and medicine. You know, I say: ‘I wish we could do that’ at the

moment.”’168

4.2.2 Echoes of the Intersex and LGBT I+ Movement in Clinicians’ Narratives

All of the clinicians | interviewed are aware of the increasing global tendency toward
eliminating or postponing the early, non-consensual, cosmetic surgical operations
performed on children with intersex traits and variations of sex characteristics. As | show in
Chapter 3, a common manifestation of this awareness is to refer to the socioeconomically
lower status of the patients as a justification to hold on to the old treatment paradigm. Even
if it shows the resistance, it also shows the need to respond to the intersex rights movement
on the part of the clinicians. In Chapter 2, | show other ways in which the movement is
influential; the clinicians try more to avoid irreversible surgeries, and at least in discourse
most of them embrace the new paradigm. In this section, | will show how the intersex

movement echoes in the clinicians’ narratives in more explicit ways.

For instance, during his class in which he gave a lecture about DSD to medical students,
pediatric surgeon Dr. Ali allocated some of the slides in his presentation to talk about the
lack of informed consent of the patients and the challenges that are posed by the intersex

activist groups on this ground. He also included several slides with the pictures of the

167 «“Oncelikle interseks gocuklarin doktor ve ailenin iki dudag arasindan kurtarilmasi gerekiyor, devlet korumast

olmalidir.”

168 “hukuk ve tip alaninda yanimiza almamiz gereken insanlar1 yanimza almamiz igin onlarla bi temas kurmanz lazim,
hani onu da yapabilsek keske diyorum su anda.”
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protests by the activist groups. In this framework, he talked about how he abandoned
performing clitoris reduction surgeries completely during the course of his practice, stating
that it also inspired some others to do the same. Even if he does not fully agree with the
activists who advocate for eliminating all types of cosmetic surgeries, the lecture
nevertheless perplexed the students and elicited many questions regarding the ethics of the
Issue at the end of the class.

Among my informants, Dr. Biilent is the only clinician who explicitly referred to the
LGBTI+ movement in relation to the rising challenges to the early cosmetic surgical
operations. While he was explaining the treatment procedures to me, he posed it as the main
challenge he faces in his practice: “The real problem is whether we should intervene or
not... we are under immense pressure from the LGBT, especially about the cosmetic'®® side

of the issue. There are serious problems about that.”1"

Dr. Bilent is quite social with his students. | was referred to him by one of his students who
is @ member of an LGBTI+ group of the university he currently works at; this student
described him as a professor who is open-minded and also open to conversation, referring
to debates he had with Dr. Biilent on the issue. Dr. Bulent also invited a group of his students
to attend and listen to one of our interviews, which turned into an interesting discussion
session later. In this discussion, one of the students in the room referred to fluidity of gender,
saying: “Professor, | had heard that there are people who feel like a woman one year and
then like a man, the next; they name themselves a bit like that; people who say: ‘I don’t
want to define myself, cause I feel that I change’...”*"* Dr. Biilent responded: “We started
out [the conversation] there... Since I started doing this, I [realized] that there is no such
thing as male sex and female sex; that it is a spectrum and there are a lot of transitions from
place to place, anyway.”1’2 | find this conversation important because Dr. Biilent steps out

169 Here, I use this word as a translation of “pertaining to physical appearance.”

170 “ag1l sorun dokunalim m1 dokunmayalim mu....isin goriiniis kismu ile ilgili LGB T nin korkung baskis1 altindayiz, onunla

ilgili ciddi sorunlar var.”

111 “Hocam bir de kendini bir y1l kadin gibi hisseden bir y1l erkek gibi hisseden, yani o insanlarin kendileri sdyliiyor bunu,
insanlar da oldugunu duymustum kendilerini biraz dyle adlandiriyorlar. ‘Ben kendimi tanimlamak istemiyorum c¢iinki
degistigimi diisiiniiyorum’ diyen insanlar...”

172 “Bagta ordan basladik.... Zaten ben bu isi yapmaya basladigimdan beri artik erkek cinsiyeti disi cinsiyeti gibi bir sey
olmadigini, bir spektrum oldugunu, oradan oraya bir siirii ge¢isler oldugunu [anladim].”
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of the medical narrative of “true sex”; instead, he discusses intersex in relation to the

subjective experience of gender and sexuality.

Several of the clinicians - including three of four surgeons - brought up legal concerns even
if I did not pose any questions to them in this topic, which shows that it is an issue at the
back of their heads. A pediatric endocrinologist referred to legal concerns as one reason why
they try to postpone gonadectomies: “I mean, you know, normally it’s more suitable that
they decide for themselves, cause otherwise, they may, you know, bring the doctor into
question and, you know, say: ‘Why did I undergo gonadectomy? That was my gonad’. I
mean, a legal process may start there, so, not to go into that thing, since that’s what’s right,

too.” (Dr. Birsen)'"®

One pediatric surgeon was concerned that he might be more vulnerable to legal action
because the details of the surgeries are not decided on the DSD team reports in the hospital
he works; only the assigned gender is: “We decide the sex all together [at the council];
there’s no problem there, cause we have the Sexual Research Council and everybody signs
under that... But all the surgeries that will be performed after a decision is made to turn into
female, ... there are a lot of different kinds of surgery and they’re all in my [initiative], and
when I enter the surgery, I'm by myself. In everything I do, individuals are going to sue
me.” " Another pediatric surgeon brought it up during the class he was teaching on DSD:
“Another aim of the council is to protect the doctors. In areas where it is difficult to make a
decision and where there is possibility to make a mistake too, you share the
blame.”*"*Similarly, another pediatric surgeon said, “I mean, these are not decisions that
you can make by yourself. 1 mean, this is really something that brings judicial

responsibility.”176

173 “yani hani kendisinin karar vermesi daha uygun normalde ¢iinkii aksi de yarin 6biir giin sey yapabilir doktoru zan altinda

birakip hani niye gonadektomi yaptirdim, hani o benim gonadimdi diyebilir yani orada hukuki bir siire¢ baslayabilir, o
yiizden hig o ise de girmemek, dogrusu da o oldugu i¢in” (Dr. Birsen)

174 «(konseyde) oturup hep birlikte karar veriyoruz cinsiyetine orada bir sorun yok, ¢iinkii CAK kurulu var cinsel aragtirma

kurulu var bizde, onun altina herkes imzaliyor .... ama disiye ¢evirmeye karar verildikten sonra yapilacak ameliyat, bir
stirii ameliyat sekli var, hepsi benim seyimde [insiyatifimde], ameliyata girdigim zaman ben yalniz basgimayim, yapacagim
her seyde bireyler ilerde beni dava edecekler” (Dr. Biilent).

175 “Konseyin bir amaci da doktorlar1 korumaktir, karar almanin zor oldugu, yanls yapma ihtimalinin de oldugu yerlerde

bu sugu paylagmis oluyorsunuz.” (Dr. Ali)

176 “yani bunlar tek bagma alacagin kararlar degil, yani bu gercekten adli sorumluluk getiren bir sey (Dr. Engin).
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However, legal concerns might not be as effective as other factors -such as gaining a genuine
awareness about the consequences of the early surgeries- in leading to change towards
postponing the surgeries, since the clinicians can find ways around these legal imperatives.
For instance, as explained in the 2.1.3, surgical techniques vary tremendously not only
among the surgeons but also among the patients of an individual surgeon. They are updated
constantly, with the purpose of solving the problems observed in the former methods, and
by the time the patients grow up and open court cases about the harmful consequences, new
methods are already developed. So, there is always a time lapse between the surgeries and
the collection of evidence about their harmful consequences. For example, pediatric surgeon
Dr. Bulent referred to a court case in the US to explain why he -along with others in the
medical community- started to use a new method in clitoris reduction operations. Before,
clitoris was cut from the top, including the part with high nerve density. After a court case
brought against this kind of operation, Dr. Bulent says:

“With that, we had great difficulty... And I always perform these surgeries.

What should we do, what should we do? We found another method. Remember

I said: ‘The penis can be divided in three as corpus cavernosum and glans’; we

divided it in three... we divide this (shows by drawing) these and this, too... And
we take and bury this thing that we divided, into the labia majora.”*’’

Here, Dr. Bilent explains the new method of clitoris reduction operations, where the tip of
the clitoris including the higher density of nerves is preserved, and the clitoris is “buried”
instead of being cut, as explained in section 2.1.3. However, later in the conversation he also
said that different kinds of side-effects were observed as a result of the surgeries in which
he used this method, and so he ended up having to operate again and remove parts of the
clitoris in these patients. In other words, the new method developed as a caution to legal

action did not necessarily provide a better outcome for the patients.

177 “Bunun {izerine biz de biiyiik bir sikintiya diistiik... Ben de hep bu ameliyatlar1 yapiyorum, ne yapalim ne yapalim
diye... baska bir yontem bulduk, dedim ya iki tane corpus cavernosum ve glans seklinde penis iige ayrilabiliyor diye, onu
iice ayirdik .... bunu ayiriyoruz (¢izerek anlatiyor) sunlari sunu da .... sdyle ayirdigimiz seyi de su getirip bilyiik dudaklarin
icine gémuyoruz. (Dr. Bilent)
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4.2.3 Lack of Interface between the Medical and Activist Communities

In a later conversation with Dr. Bilent, he referred to another pediatric surgeon Dr. Ziya,
and told “a very interesting story” about Dr. Ziya attending to an LGBT panel in Istanbul
around fifteen years ago. Dr. Ziya is one of the first pediatric surgeons and one of the
founders of the field in Turkey. Dr. Bilent suggested me to interview Dr. Ziya and added:
“If you talk [to him], there may be very interesting things in his memories about other
patients.”*’® Excited about interviewing him, | made an appointment with Dr. Ziya in the
private hospital he started working after his retirement. To my surprise, Dr. Ziya was
anxious to meet me. He asked me if | were a journalist; he let me record the interview, but
he seemed more uncomfortable when the recording started, so | turned it off after a while
and did not record the rest of our conversation. After asking me a few questions about why
| do this research, he started summarizing the standard medical treatment procedures of
some common conditions. When | asked a question to him about a seeming paradox, he
nervously smiled, and added, “See, these are not such simple matters; these are very

complicated matters, but you, for instance, come and interrogate me.”"®

After | turned off the recording, once again he said: “How are you going to write now
exactly? You know, maybe you’re a journalist and come to me, saying it’s a thesis. There’s
nothing [suspect] in what I tell you anyway, but...”*®| offered to provide official proof of
my status as a researcher, but he rejected immediately. | was surprised to see him in a
defensive position; after all, he is one of the most well-respected pediatric surgeons in
Turkey, and I did not understand why he felt anxious. Still, he had a kind and friendly
attitude, and he was willing to help me. So, | decided to keep the rest of the interview as
unstructured as possible, in order to avoid asking him questions that might be perceived as

“Interrogation.”

178 «“K onugursan onun anilarinda bagka hastalarla ilgili olan gok ilging seyler de olabilir.”

179 “ste bak gordiin mii bunlar bu kadar basit konular degil, bunlar ¢ok karistk konular ama simdi sen mesela gelip ifademi
alworsun” (emphasis added).”

180 “Sen gimdi tam nasi1 yazacaksin, hani gazeteci olursun belki tez diye geliyosun, gerci hani bu anlattiklarimda bir sey
yok ama...”
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Thus, Dr. Ziya shared with me a few anecdotes which he thought would be important for
this thesis, considering my position as a social scientist. One of these anecdotes is the one |
mention in section 3.3, where he talked about the video-attendance of an intersex activist in
a medical conference about intersex, held in 1996, about twenty-one years ago from the time
of the interview. The activist posed the question, as Dr. Ziya reports, “did you ask me when
removing my gonads?” in this video, which left a profound impact on him. Later, he told

me a second anecdote, which was the story | listened from Dr. Bilent earlier:

“Back in the day, when I was dealing with these matters; and I don’t remember
what year it was, but, one day, | was going in the car and the radio was on. It
was Acik Radio, or something. On the radio, they were talking about a speech at
Bilgi University, and I realized I was near there, so I thought, ‘let me go there’.
The topic of the speech was homophobia, meaning fear of homosexuals. | went
there. Professor (name of a prominent psychiatrist) was there too. When she saw
me, she said: ‘Oh, come, professor. Look, they’re talking about your subject’, so
| went and sat at the side, somewhere nonassertive. ... The speech was finished
and finally they asked if there were any questions. No one asked a question. Then
they looked at me, asking if | had a question and I, just for having asked a
question, stood up and said: ‘it was a nice speech, thank you’, etc. And then I
said: ‘We are not afraid of homosexuals, but we want our children to be normal”.
Just then, someone from the back or something started yelling: ‘Who are you
calling abnormal? You are abnormal!’ ... That person took their viraginity out
on me like that. In fact, I... in such an innocent way... just so I asked a
question...”8!

Dr. Ziya is now retired, and this is a “very funny and interesting story,” which is still
remembered and circulated among his students after many years. Unfortunately, a
meaningful communication could not be established between Dr. Ziya -and clinicians who

came after him- and the Intersex/LGBT movement until this day.

181 “Ben zamaninda bu islerle ugrasirken, o da kag yili hatirlayamiyorum simdi ama, bir giin arabada gidiyorum, radyo
acik, Agik Radyo mu galiyordu neydi, radyoda Bilgi Universitesi”nde bir konusmadan bahsediyor, baktim yakmmigim da,
haydi gideyim dedim, konusmanin konusu homofobi, yani homoseseksiiellerden korku anlaminda, gittim Arsaluys Kayir
hoca da oradaydi, beni goriince “aa gel hocam bakin sizin konular1 anlatiyorlar” dedi, ben de gittim kenara iddiasiz bir yere
oturdum. ....konusma bitti, en son soru var mt dediler, kimse soru sormadi, sonra bana baktilar, sorunuz var m falan diye,
ben de suf soru sormus olmak icin kalktim, dedim “giizel bir konugmayd: tesekkiirler” filan, sonra dedim “biz
homoseksiiellerden korkmuyoruz, ama ¢ocuklarimizin normal olmasini istiyoruz” dedim, o sirada arkadan mi1 ne oturan
biri, .... ‘sen kime anormal diyosun, sensin anormal!” diye bana bas bas bagirmaya basglad, ....i¢indeki sirretligi o insan
Oyle ¢ikard1 benden. Halbuki ben orada ne kadar masum bir sekilde... sirf soru sormus olmak igin....”
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CHAPTER 5

CONCLUSION

The main purpose of this research is to provide an overview of the medical processes that
children with intersex traits and variations of sex characteristics are subjected to and discuss
them from a non-medical perspective in the context of Turkey. My aim is not to dismiss the
merits of medical perspective but rather to denaturalize its authority over other perspectives
and to demonstrate that management of intersexuality should be open to discussion of

different stakeholders, especially of the subjects themselves.

The underlying theme that links the the issues | present in Chapter 2 is prioritizing biological
deterministic views of sex and gender over the subjectivities of the intersex individuals,
while ignoring the ways in which cultural discourses might be inherent in some of these
views. By laying out some of the inconsistencies in the logic of the existing treatment
procedures, | suggest that the medical procedures cannot provide what they pledge. The lack
of discussion of the subjectivities of the patients is so profound that most conversations |
had with the clinicians were founded upon on the seeming assumption that the patients do
not have a reliable sense of their gender and that it can only be determined by careful medical
examination of their bodies, attitudes, and desires. Even if the major medical guidelines and
the clinicians | interviewed stress the importance of psychology and psychiatry for
sex/gender assignment, my research results suggest that psychiatry and psychology are
practically regarded as of secondary importance since the irreversible, non-lifesaving
hormonal and surgical interventions continue even in cases where qualified psychological
or psychiatric supervision is not available or if the parents of a patient reject consultation,

for instance. This is one of the most alarming outcomes of my research.

A seeming reason for the secondary importance attributed to psychology and psychiatry is
the overemphasis on the biological nature of sex characteristics and their connection to
gender identity. When sex and gender are interpreted as merely biological facts, a

29 ¢

restrictively rational language of “underlying causes,” “statistics,” and “success rates” take

over the conversation, and treatment is reduced into an attempt of approximation of the
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physical appearance to one of the two medically accepted definitions of sex, female or male.
The sex question is automatically connected to some -less common- real concerns that may
require urgent treatment, such as hormone imbalances that affect the vital systems of the
body and treated as such. Thus, surgery becomes the natural response to “ambiguous sex,”
just as cortisol supplement is a response to cortisol deficiency. However, today, we know
that the nature of sex, gender, and sexuality is too complex to establish this kind of
parallelism. First of all, no matter how high the “rate of success” may be in predicting the
future gender identity of a person based on previous data, the existence of trans people tells
us that it is impossible to predict an individual’s gender identity correctly every single time.
Existence of people with non-binary gender identities further complicates the picture.
Furthermore, the overly biological interpretation of the links between sex traits and gender
identity normalizes the link between gender assignment and medical intervention such as
genital surgery, whereas they are two different steps. This also normalizes the risks of early
genital surgery, including loss of function and sensitivity, and pain. In this framework,
aiming for the highest possibility of “success” based on previous data means not only
accepting that some people will be assigned the wrong gender and will be surgically
assigned the wrong sex, but it also means taking away the chance to avoid medical

intervention from those who would like to.

As a result of normalization of medical intervention, the issues of autonomy and consent are
overshadowed. Because of the constant update of surgical methods and methodical
variations among surgeons, the quality of the methods dominates the conversation among
the clinicians, especially surgeons. There are two main problems caused by this situation;
first, it takes as long as years to measure the effects of the newly developed methods, so
there is an ongoing problem of lack of evidence on the harms of the current surgical methods
at a given moment. But perhaps more importantly, focusing on surgical methods or
qualifications of the surgeons shifts the focus of the conversation away from the issues of
consent and autonomy, which are at the root of the current controversies about the treatment
procedures. Thus, intersex subjects who are harmed by non-consensual interventions are
diminished to a position of victim of “old, bad methods,” or “bad surgeons,” which

legitimizes ignoring their voices.
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Although I did not spare a separate chapter on analyzing the relationship between the
dominant medical procedures and heteronormative ideologies of sex, gender and sexuality,
| tried to show their connection throughout the thesis. For instance, in Chapter 2, I suggest
that medical theories on intersex conditions are interpreted in ways that comply with
heteronormative, binary notions of sex and gender; to this end, even contradictory theories
can be utilized together to construct coherent narratives of treatment, whereas questions that

could complicate sex/gender assignment decisions are ignored or less emphasized.

In the second section of Chapter 2, | present an overview of the clinicians’ approach to
terminology, and | provide some examples of how terminology can influence the lives of
intersex individuals on a practical level. While clinicians’ approaches to terminology vary,
a general tendency is to distance themselves from the term “intersex”; this distancing makes
sense since the implication of the term “intersex” is not commensurate with the medical idea
of sex - that everyone has one “true sex,” either female or male, and an in-between state
does not exist. “Disorders of Sex Development (DSD)” finds wider acceptance, although
some clinicians advocate using terms such as “difference” or “problem” (sorun), instead of
the controversial term “disorder.” However, these terms still define intersex traits as
deviances from the norm, as opposed to being, for instance, variations of sex characteristics.
This idea of deviation, however, is what justifies the “normalization” of the intersex traits,
and therefore the terms such as “difference” do not seem to have practical effects on the
medical procedures. | suggest that two of practical implications of adopting a language of
DSD -or some version of it, as opposed to “intersex”- are providing a basis for selective
abortion and de-politicization of the issue since “intersex” is associated with the activist

movement today.

In response to the global intersex activism that has been gaining momentum in the last
decades and the controversies it caused around the conventional treatment procedures, the
clinicians | interviewed reported a growing avoidance from intrusive and irreversible
interventions. On the other hand, the general support for early surgery and intervention is
still quite strong among clinicians. Also, the tendency toward a less intrusive approach is

not distributed equally among specific medical conditions or physical traits. It can be
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selective based on the extent to which the specific trait would “disturb” the binary

heteronormative imagination.

In chapter 3, I discuss the communication between the clinicians and the patients and/or
patient families based on the data | gathered from my interviews with the clinicians. |
conclude that the underlying logic that DSD is a disorder, or a deviance from normative sex,
also shapes the communication process between clinicians and the patients and their
families. Clinicians often fail, or avoid, to convey intersex traits as variations of sex
characteristics, but rather they convey the condition as a disease or a disorder that needs
medical attention. They might do this by withholding information from the patients or
misleading them about their sex characteristics, comparing DSD with other medical
conditions, and delegating the duties such as informing the patient and decision-making to
the legal guardians of the patients. | suggest that clinicians may utilize these strategies
because they do not always believe that promoting the autonomous choice of the patients as

fundamentally pertinent to the welfare of their patients.

In the medical decision-making processes for intersex children, both the clinicians and the
parents are involved. My interviews with the clinicians suggest that clinicians have the upper
hand in decision-making, because of the authority assigned to them by their professional
titles, even in cases that they might be willing to relinquish some of their authority to parents.
Once the decision is made about the sex/gender assignment and the treatment procedures
are followed, the patients are asked to pay regular visits to the hospital for follow-up.
However, the follow-up mechanisms seem to be inadequate, especially to follow-up the
psychological wellbeing of the patient as well as issues such as the sexual functioning and

intimacy matters.

A question that emerged during my research process was about why the clinicians did not
seem to have changed their practices as much as could be expected since many of them
expressed sympathy for the new paradigm that promotes the bodily autonomy of the
patients. A common response among clinicians was that cultural and socioeconomic status
of the patients in Turkey would not allow them to be competent for decision-making, as they
should be in order to be considered autonomous. Thus, the clinicians continue to follow a

more conventional, surgical approach, asserting that non-intervened children would suffer
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emotionally because of the cultural norms. Furthermore, clinicians associate medicalization
of intersex with being “advanced” or “Western,” implying that those who suffer from
harmful consequences of the medical treatment are the victims of factors such as lack of
medical reference centers and legal regulations that would prevent unqualified surgeons to
operate the patients, or lack of availability of medical tests to “catch” intersex newborns in
more rural parts of Turkey, rather than violation of the right to autonomy. Thus, even though
the intersex treatment paradigm is shifting toward a less interventionist approach in the
“West,” clinicians view it as inapplicable to patients in Turkey because of the idea that
Turkey is not as “advanced” and the patients in Turkey cannot take the responsibility of
their treatment processes. Instead, their suggestions for solution focus on further
medicalization, rather than promoting respect for the autonomy of the patients. I argue that
this view is based partly on a neoliberal understanding of health as an individual
responsibility as opposed to a fundamental right, and partly on a rather simplistic
incorporation of the concept of “culture” into the clinical context, which constructs the

patients as passive objects of treatment, rather than subjects with agency.

Surprisingly, in my research, religion did not come up as a central issue that directly
affects the lives of intersex individuals in terms of the medical decisions made during the
treatments. However, intersex individuals have been recognized in Islam as “khunsa,” and
there are specific rules that knhunsas are required to follow in relation to issues such as
how to determine the sex/gender, prayers, inheritance rights, and bathing the deceased. An
obstetrician-gynocologist from Malaysia, Ani Amelia Zainuddin, explains the
categorization rules of khnunsas and states that they are “collaborating with Islamic
scholars and other medical experts in DSD to update these Islamic definitions to align with
modern understanding of anatomy” (2017, 355). Thus, further research needs to be

conducted in order to find out how religion factors into the treatment process in Turkey.

It is worth emphasizing that clinicians do not form a uniform group; they diverge among
their approaches to many issues discussed in this research, and the issues raised in this
research do not point to individual clinicians, but rather to the collective results of some
medical conventions and common practices, as well as structural issues that result in harm

to intersex individuals. As | have shown, many issues | raise in this research were also raised
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by clinicians during the interviews. As some clinicians pointed, established medical
practices can be insufficient to support the clinicians in their pursuits of the best results for
their patients. Currently, however, even though the change may not be easy to adopt for
clinicians since it goes against the long-established practices, these practices are being
challenged globally by many different groups including intersex activists, bioethicists,
social scientists, and medical professionals, and the intersex medical treatment is moving

toward a new paradigm that prioritizes autonomy and consent.

In this phase of transformation, | would like to suggest that we can reconsider some ways
in which these principles can be incorporated to decision-making processes. If the
discussion of ethical principles may be considered too abstract, however, as one practical
solution to different concerns around decision-making, | suggest that peer-based
information should be promoted because it can be of tremendous help to both intersex
individuals - since it would provide them a valuable source of information from someone
who went through a similar process - and the clinicians - since it would take some of the
burden of decision-making for their patients by sharing the responsibility with others. In the
absence of peer-based information, efforts on the side of medical professionals might remain
insufficient and even turn the debates into a moral competition that can damage the process.

As | intend to demonstrate in Chapter 4, including intersex individuals’ voices in these
debates among medical professionals has the potential of shifting the questions in ways that
would account for a wider range of real-life experiences than the dominant treatment
narratives presume. Such an inclusion can be a “simple” starting point of conversation
before delving into more “complex’ dynamics of medical decision-making. | hope that this
research will contribute to a meaningful conversation among different communities

including intersex activists and medical professionals as well as other groups.
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