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Hi, we are Daniela Truffer and Markus Bauer from the intersex NGO StopIGM.
We want to talk to you today about intersex research and human rights.



“At intersex human rights conferences, I hear time and again 
representatives from different countries describe the same 
circular, self-perpetuating problem. 

The medical profession won’t listen to the arguments of 
intersex activists appealing to human rights. 

Lawmakers defer to the medical profession. 

The medical profession sees it as its job to surgically alter 
intersex bodies.”

                         Valentino Vecchietti (2018)
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We’d like to start with a quote 
by intersex human rights campaigner Valentino Vecchietti, 
on what she calls the circular, self-perpetuating problem: 
Doctors do not want to hear about intersex human rights.
Politicians follow the doctors’ lead.
Doctors will be doctors, wanting to do more surgery on intersex children.
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We see this a lot too, and not just at intersex rights conferences. 
We will argue that not only the medical profession, 
but also academia in general and all fields of intersex research 
are biased against intersex human rights, 
thus contributing to said self-perpetuating problem.
And we argue that this medical and scientific bias against intersex people 
further reflects harmful societal notions and prejudice.
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As an intersex person and IGM survivor I grew up under the medical gaze, 
watched and prodded, and left with scars, 
as also illustrated in my medical record. 
Unlike many others, at least I hadn‘t to strip for the photo.
To give you a better idea of the medical and scientific view of intersex bodies, 
lets take a look at almost 1000 years of academic intersex research 
from our perspective, in time lapse.



Law Textbook “Summa artis notariae” 
(ca. 1255 – pictured: edition Lyon, 1559) 

Rolandino de Passageri (ca. 1215-1300), Bologna

“All humans are men, women or 
hermaphrodites”

Europe: Middle Ages – Early Modern Age

Good Practice
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In the european middle ages, 
we find a remarkable body of legal literature, 
recognising intersex people as human beings, 
affirming their rights, and even privileges. 



Science + Medicine: 

Intersex
=

Subhuman

S I N C E  T H E  E N L I G H T E N M E N T
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With the enlightenment, the medical and scientific notion emerged, 
which still informs the harmful medical practice today:
That intersex is a subhuman species, 
and therefore most frequent in the
less developed and more primitive
sections of the human race ...
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... as well as in primates, 
as illustrated here....
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... in a 1939 medical textbook.



 Louis Ombrédanne: “Les Hermaphrodites et la Chirurgie”, Paris 1939    
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Since the Enlightenment, such “races” equipped with “enormous clitorises” 
have traditionally been located in the hotter climates, for example in Africa. 



Early Gay Liberation + Sexology 

Karl Heinrich Ulrichs (1825-1895):
Gays as “psychological hermaphrodites”

Magnus Hirschfeld (1868-1935):
Gays as “sexual intermediate stages” 

and as the “Third sex”
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At the turn of the 19th century, 
hermaphrodites were repeatedly instrumentalised 
in early gay liberation and sexology texts. 
Gay rights pioneer Ulrichs referred to homosexuals 
as “psychological hermaphrodites”, 
his successor and early sexologist Hirschfeld 
as “sexual intermediate stages” and as the “3rd sex”.



Early Genetics 
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In 1915, geneticist and zoologist Richard Goldschmidt 
introduced the terms intersex and intersexuality into biology.
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When cross-breeding “different races” of sponge moths, 
Goldschmidt noticed specimens with “ambiguous” sex markers. 
Like Hirschfeld, he called them sexual intermediate stages and intersexes, 
further describing them as the result of bastardisation due to racial mixing.



Since 1915:

“Ambiguous” sex markers 

=
Intersex

=
“Degeneration due to racial mixing”
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So, speaking of harmful notions and prejudice against intersex people, 
let‘s note how deep they are ingrained in the very term itself:
Intersex as a form of degeneration caused by racial mixing.



Gynaecology, 1920s-50s
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In the 1920s, gynaecologists introduced intersex into human medicine,
as a racist diagnosis 
for women with enlarged clitorises, 
described as prone to mental illnesses, 
unfit for marriage and procreation, 
and most frequent in jews.



Racial Hygiene, 1921-45
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Accordingly, intersex diagnoses also featured prominently 
in the infamous Nazi textbook, “Human Heredity and Racial Hygiene”, ...
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... including cryptorchidism,
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... hypospadias,
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... epispadias,
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... hermaphroditism,
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... and of course, referring to Goldschmidt, 
intersex and sexual intermediate stages 
caused either by racial mixing or mutation. 



Paediatrics, 1950s
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In the 1950s, the diagnosis intersex was established in paediatrics 
by the father of the infamous Prader Scale.



Baltimore and Zurich,1950:
The Beginning of Systematic Early Surgery
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By then, the first clinics had begun to systematically practice 
early genital mutilation of intersex children, 
here as opposed to “normal children”.
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To this day, the Prader scale remains the diagnostic standard 
for prescribing surgery on children‘s “abnormal intermediate genitalia”, 
pictured here in a 2017 publication.



Sexology (continued)

John Money (1921-2008)
Joan Hampson (1922-2005)

John Hampson (†1998)
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Later in the 1950s, Baltimore-based sexologist John Money and colleagues 
produced their infamous policy justifying systematic early surgery on intersex children
as well as the scientific claim amputation of the clitoris would not impair sexual function
-- welcome news for IGM surgeons around the globe.
They also established the meaning of the word gender as we use it today.



Sexology (revisited)

Milton Diamond
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In the 1990s, sexologist Milton Diamond
followed up on Money‘s key evidence for systematic IGM, 
the infamous John/Joan case, finding David Reimer, 
and exposing Money as a fraud, causing a worldwide stir.



Good Practice
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Diamond became the first prominent scientist to publicly oppose IGM, 
citing impaired sexual sensitivity, and the lack of informed consent.



Good Practice
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Further highlighting the lack of evidence, 
Diamond famously called for a moratorium of early genital surgery, 
arguing parents don’t have the right to consent on behalf of their children.
Hardly surprising, IGM practitioners were having none of it. 



Gender/Queer Studies 

Good Practice: Emi Koyama (2002, 2013)
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Today, most papers on intersex 
are published in the context of gender and queer studies.
All too often, they don‘t care about actual lived intersex experiences,
but merely instrumentalise intersex people as a means to an end
to deconstruct the notion of binary sexes.



Harmful Academic + Societal Notions:

• suprematist

• racist

• ableist
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So, to summarise the examples of harmful academic intersex research so far, 
we characterise the underlying societal notions and prejudice 
as suprematist, racist and ableist. 



Good Practice
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Intersex advocates like Cheryl Chase a.k.a. Bo Laurent 
have also criticised ethnocentrism, double standards ...



Good Practice
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... and racist ideologies as enablers of IGM.



Daniela Truffer (2016)
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In our experience, another enabler is academic complicity.
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Further examples of criticism of bias and prejudice in the medical literature 
include the appendices to our first NGO report to CRC ...



Good Practice
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... as well as a paper by Janik Bastien Charlebois. 
Despite being a professor, 
her criticism wasn’t published in an academic publication.



Amanda Lock Swarr (2023) Good Practice
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Recent criticism from an African perspective 
has also exposed the persisting medical claims 
of intersex being most frequent in southern countries, 
as well as the academic fallacies enabling their persistence.



Current Medical Research: dsd-LIFE
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Now, let‘s have a look at some recent examples 
of medical intersex research from the DSD-Life project 
funded by the European Union.
Evaluating patient-reported outcomes, 
this one conveniently groups patients reporting positive outcomes 
together with those reporting neutral ones, 
concluding that the majority was neutral to satisfied.



Current Medical Research: dsd-LIFE
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As an IGM survivor, I call this weaponising the trauma 
and the resulting decades of denial caused by IGM.
For the bigger part of my live, 
when asked about my surgeries in such a context, 
I’d say, I’m fine, can I go now?
And I know quite a few peers who said the same.
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Despite trauma and the obvious sample bias in this study, 
less than the majority reported being satisfied. 
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The same trick of grouping patients reporting no impact 
together with positive impact, also in another DSD-Life publication.
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Again, in fact it was less than the majority reporting a positive impact. 
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Nonetheless, the conclusions claim a whopping 90% of satisfied patients,
and call for more research to further understand the impact of IGM.



1996

 Good Practice 
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In other words, exactly what Tiger Devore aptly described as 
“endless calls for more research as harmful practices continue,” 
further denouncing the “unreliability of research conducted 
in the setting where the harm was done.”



Current Medical Research: Sexology
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Also, let‘s have a look at intersex research out of the Ghent University Hospital
commissioned and published by Belgian government agencies in 2016 and 17,



English summary taken from 2019 CCPR Belgium NGO Report
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Please note the use of scare quotes 
around the words torture and genital mutilation,
when referencing human rights criticism.



English summary taken from 2019 CCPR Belgium NGO Report
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Further how, both studies describe intersex human rights advocates 
as “standing on the barricades for sexual diversity,” 
and engaging in a “vicious cycle of non-collaboration, 
distrust and non-communication.”
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Oops, we must have forgotten the barricades, and missed the gender memo!
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Also, our Belgian colleagues are in fact quite open for discussions.
However, they report being silenced and marginalised in hearings,
including by some of the authors of the aforementioned studies.
This concludes our examples of bias against intersex human rights 
in medical and other studies and which we consider 
a part of the self-perpetuating problem mentioned earlier.



Human Rights Focus: Current Research 
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In recent years, arguably due to increasing verdicts issued by human rights bodies, 
a new type of scientific studies has emerged 
with a declared focus on intersex human rights.



Good Practice
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For the first time, there were studies actually researching the frequency of IGM practices 
and publishing the relevant data.
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These findings may indicate an implementation deficit regarding the 2006 Consensus 
Statement Guidelines, which is a matter of pressing concern, given the evidence that early 
childhood surgical procedures can be harmful and that poor prognosis is common.  
 

2.6 What do intersex people and those with Variations of Sex Characteristics think 
about unnecessary surgical procedures? 

 
IVSC contributors unanimously oppose the practice of surgical procedures on babies and 
young children, except in cases where these are necessary for basic physical functioning such 
as urination. Some of the side effects of early surgical procedures can be devastating, 
including a loss of sexual functioning including ability to orgasm, incontinence, fistulae, and 
chronic pain.  

 Many people, if you were born Intersex, have, you know, a similar experience of having 
surgeries performed on them, be it cosmetic genital surgery, be it sterilisation, you 
know, the removal of your reproductive organs and it’s all just, well its wrong and for 
me, you know, I was, you know, sterilised when I was a baby, obviously without my 
consent  and  that’s  something  that  really,  its  personal  to  me  and  many  people  who  are  
Intersex, because its, it’s just  such  a,  it’s  a  horrible  thing  to  have  to  experience  and  live  
with throughout your life. In terms of the cosmetic surgeries that are performed on 
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Data, which doctors and health ministries don‘t want you to see, 
because it clearly refutes their claims that “we don‘t operate anymore”.
However, in our experience, also in human rights focused studies, 
medical and scientific bias and prejudice have a tendency of creeping back in.
From our perspective, this is usually due to 
inadequate study design and/or researchers.
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Inadequate study design may include taking a previous trans study as a template, 
despite that when it comes to genital surgery, the attitudes and experiences 
of trans persons are fundamentally different to those of intersex persons. 
Inevitably, such studies will have an undue focus on gender identity, 
civil registration and discrimination issues,
while falling short on IGM as a serious human rights violation, 
access to justice, case law, and more.
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Inadequate researchers include those whose specialty is not intersex issues, 
but for example gender identity, equality and discrimination,
and/or with a history of collaboration 
with IGM practitioners and their institutions,
which inevitably leads to medical and scientific bias creeping back in.



 Good Practice 
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Intersex NGOs have long identified issues with research as well as remedies,
from medical studies harming the community 
to preventing such harm by involving intersex people from the beginning.



Good Practice Examples
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We‘d like to conclude with some inspirational examples.
At a parallel session convened by self-help groups,
Tiger Devore presented vital advice for grown-up intersex people 
to avoid what he called genital exposure trauma.
Tiger‘s pro tip: Make a drawing of your genitals 
and discuss it with your partner before you get into bed with them.



2015
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Lih-Mei Liao presented on how to make sure 
that intersex can truly give consent without regretting it later.
Her findings: Not just have them sign a consent form,
but have them watch a video of themselves explaining the procedure first.



Prospective study on intersex genital surgery (p. 100-104):

• As parents, most would opt for early genital surgery
  for their intersex children 

• As intersex women and men, most would not want
  their parents to make this decision for them
   

2002
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Prospective studies can be an inexpensive societal indicator. 
Suzanne Kessler contrasts how
parents want surgery for their children 
but would not want their parents to decide for them. 
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This example illustrates the difference between 
medicalised and demedicalised counselling.



2022
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Research on the currently 77 UN treaty body recommendations on IGM remains lacking. 
We welcome the first article opening this field



2022
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The same goes for the Universal Periodic review. 
We welcome the second dedicated analysis.



The protection of the human rights of intersex persons has increasingly gained

attention in many Council of Europe member states. Some have adopted legislation

banning so-called “sex-normalising” surgeries while others have revised anti-

discrimination legislation to include sex characteristics as a protected ground using

different regulatory techniques. Along with Malta (2015), Portugal (2018), Germany

(2021) and Greece (2022), Iceland (2019) has introduced legal provisions concerning

children born with variations of sex characteristics (VSC) with its legislation on the

“Amendment on the Act on Personal Autonomy” which prohibits unnecessary

medical interventions on minors until the child can give informed consent. Belgium

and Spain are currently in the process of creating their national regulations

regarding intersex human rights.

This conference will seek to:

- raise awareness of the situation of intersex people in Europe

- share the most recent legal and policy best practices 

- launch the work on a new Draft Committee of Ministers Recommendation on

equality of rights of intersex people, that will be prepared by 2025, by the Council of

Europe working group on sexual orientation, gender identity, gender expression and

sex characteristics (GT-ADI-SOGI) of the Committee on Anti-Discrimination, Diversity

and Inclusion (CDADI).

BACKGROUND

AIM

Register here

ADVANCING THE HUMAN RIGHTS OF
INTERSEX PEOPLE A Conference hosted in the framework of

Iceland’s Presidency of the Committee of

Ministers of the Council of Europe, organised

by the SOGI Unit in co-operation with the

Permanent Representation of Iceland to the

Council of Europe

Permanent Representation of Iceland to the Council of Europe, Steering Committee on Anti-
Discrimination, Diversity and Inclusion (CDADI), and its Working Group on sexual orientation, gender
identity, gender expression and sex characteristics (GT-ADI-SOGI), with the European Governmental
LGBTI Focal Points Network (EFPN), Parliamentary Assembly’s Parliamentary Platform for the rights of
LGBTI people in Europe, Committee for Human Rights in the fields of Biomedicine and Health (CDBIO),
OII-Europe

26 JANUARY 2023 
13:00-18:00 CET 

COUNCIL OF EUROPE
STRASBOURG/ONLINE

PARTNERS

Committee of Ministers Room, Palais de l‘Europe
with English/French interpretation

2023
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Last but not least, we welcome conferences about intersex human rights 
featuring intersex researchers and truly dedicated experts only. 



CEDAW #43, Geneva 25.01.2009

StopIGM.org

cc Daniela Truffer, Markus Bauer / Zwischengeschlecht.org
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Thank you.


