Intersex and Disability in The Netherlands






[image: ]







NGO submission for the 15th pre-sessional working group of the Committee on the Rights of Persons with Disabilities (CRPD)

The Kingdom of the Netherlands








Submission by:
[bookmark: _Toc11066832][bookmark: _Toc11071759]NNID Foundation - NNID Foundation is an intersex-led human rights organisation working for the equality, rights, and visibility of intersex people, and is based in the Netherlands. 
Contact: Annelies Tukker – annelies.tukker@nnid.nl

14 February 2022

Table of Contents

Executive summary	1
Suggested question	1
Intersex and the convention on the rights of persons with disabilities	2
Recent policy developments in the netherlands for intersex people	2
Discrimination against intersex people (art 5)	2
Inhuman treatment in health care (art 15, gc 6 - art 30)	3
Appendix 1: intersex and inhuman treatment	5







[bookmark: _Toc95749580]Executive summary

Intersex refers to the experiences of persons born with bodies that do not meet the normative definition of male and female. Intersex people in the Kingdom of The Netherlands regularly face discrimination. This discrimination results in intersex children being subjected to non-necessary medical interventions without their prior, free and fully informed consent at an age that they are not sufficiently mature to provide consent. 
[bookmark: _Toc69145360][bookmark: _Toc79662741]
[bookmark: _Toc95749581]Suggested question

NNID requests the committee to consider including this question list of issues:
 
· What measures has the State taken to prevent the creation of disabilities and lifelong impairments through unnecessary, non-consensual medical intervention, including non-consensual sterilization and castration of intersex children?





[bookmark: _Toc79662742][bookmark: _Toc95749582]Intersex and the Convention on the Rights of Persons with Disabilities

Intersex refers to the experiences of persons born with bodies that do not meet the normative definition of male and female. 

The Convention of the Rights of People with Disabilities addresses many human rights violations intersex persons experience globally. By approaching disability from a social perspective as described in General Comment No. 6 Article 2 and 3, intersex falls under the Convention on the Rights of Persons with Disabilities. However, most intersex persons are not born with disablities or with long-term impairments. Nevertheless, society treats intersex people as disabled by approaching intersex through a medical model and ‘reducing’ intersex to a ‘Disorder of Sex Development’ or an ‘impairment’. This medical approach leads to medical interventions that regularly result in long term impairments that require life-long medical care, this creating disability. These interventions are often conducted without prior, free and fully informed autonomous consent. Therefore, we request the Committee to consider all intersex people under CRPD for the list of issues and not only those intersex people confronted by intersecting forms of discrimination based on disability.[footnoteRef:1] [1:  OII Europe. Statement of OII Europeon Intersex, Disability and the UN Convention on the Rights of People with Disabilities. April 2015. https://oiieurope.org/wp-content/uploads/2015/05/CRPD_2015_Statement_OII_Europe.pdf] 


[bookmark: _Toc79662744][bookmark: _Toc95749583]Recent policy developments in The Netherlands for intersex people

As of 1 November 2019, the General Equal Treatment Act (Awgb) states that people may not be discriminated against on the grounds of their gender characteristics, gender identity and gender expression. The Awgb protects people against discrimination at work, in education, housing, health care and (social) services.

In 2018 and 2019, questions were asked to the government by members of the Tweede Kamer (lower house of Parliament) regarding unnecessary non-consensual medical interventions on intersex children[footnoteRef:2]. In response, the government, represented by the Minister for Medical Care, stated: “Let me start by saying that a medical decision about interventions on transgender and intersex children is up to the medical professionals”[footnoteRef:3]. [2:  Vragen gesteld door leden der Kamer, Tweede Kamer, vergaderjaar 2018-2019, Vragen, ’s-Gravenhage, 12 December 2018 [no. 2018Z23582]. Vragen gesteld door leden der Kamer, Tweede Kamer, vergaderjaar 2018-2019, Vragen, ’s-Gravenhage, 18 March 2019 [no. 2019Z05301].]  [3:  Aanhangsel van de Handelingen, Vragen gesteld door de leden der Kamer, met de daarop door de regering gegeven antwoorden, vergaderjaar 2018-2019, Aanhangsel, ’s-Gravenhage, 15 April 2019 [no. 2281]] 


Eight political parties signed the Rainbow Ballot Box Agreement, which included a provision to prohibit non-consensual medical interventions on intersex children. The new government, formed in January 2022, declared they would carefully implement the rainbow ballot box agreement. The current government consists of the same political parties as the previous government.

[bookmark: _Toc11066834][bookmark: _Toc11071761][bookmark: _Toc79662745][bookmark: _Toc95749584]Discrimination against intersex people (art 5)

Research shows that 58% of intersex people in the Netherlands experienced discrimination due to being LGBTI in the 12 months before the study. 65% experienced harassment in the same period for any reason. 55% experienced a physical or sexual attack in the past five years. Additionally, 74% of intersex people in the Netherlands grew up experiencing bullying in school based on their sexual orientation, gender identity and expression and/or sex characteristics[footnoteRef:4]. [4:  European Union Agency for Fundamental Rights. LGBTI Survey Data Explorer: A long way to go for LGBTI equality. EU LGBTI Survey II. Luxembourg: Publications Office of the European Union (2020). https://fra.europa.eu/en/data-and-maps/2020/lgbti-survey-data-explorer] 


[bookmark: _Toc79662746][bookmark: _Toc95749585]Inhuman treatment in health care (art 15, GC 6 - art 30)

Most intersex children in the Netherlands undergo non-necessary medical interventions and intrusive and irreversible treatments that can be safely deferred until a later age when they can provide personal, prior, free, and fully informed consent. A 2020 study shows that 49% of Dutch intersex people underwent medical treatment to modify their sex characteristics. For two thirds, this occurred before they were 18 years old. 61% did not provide informed consent themselves, nor was it provided by their parents/caretakers[footnoteRef:5]. [5:  European Union Agency for Fundamental Rights. LGBTI Survey Data Explorer: A long way to go for LGBTI equality. EU LGBTI Survey II. Luxembourg: Publications Office of the European Union (2020). https://fra.europa.eu/en/data-and-maps/2020/lgbti-survey-data-explorer] 


These treatments include surgical interventions to adjust the appearance of external sex characteristics and to remove internal reproductive organs that are not in line with the assigned sex (castration), hormone treatments, and psychological treatments to enforce and strengthen a gender identity with the assigned sex characteristics. A Dutch Urologist indicated that some procedures in some cases take place approximately one year after birth[footnoteRef:6]. Naturally, these children cannot provide consent for these unnecessary interventions. [6:  Kortmann B. We opereren alleen een kind met DSD als het hele team, samen met ouders en kind, besloten heeft dat we daar goed aan doen. Cyberpoli. Visited 14 February 2022. https://www.cyberpoli.nl/dsd/interviews/intvw_barbarakortman] 


Potential complications of these interventions are: loss of sensation, problems with urination, pain, infertility, scarring, the need for lifelong hormonal replacement therapy, psychological traumas and lifelong mental suffering. A recent European intersex study mentioned above showed that the number of participants with psychological problems is 4.3 times higher than the control group. The number of participants who attempted suicide is 3.5 times higher than the control group[footnoteRef:7].  Some relatively common surgeries have a 5-70 % chance of failure[footnoteRef:8]. Another study found that 25% of complications for that type of surgery could not be corrected[footnoteRef:9]. Such research has not changed medical practice. At a conference, a Dutch urologist said:: [7:  Falhammar H, Claahsen-van der Grinten HL, Reisch N, Slowikowska-Hilczer J, Nordenstrom A, Roehle R, et al. Health status in 1040 adults with disorders of sex development (DSD): a European multicenter study. Endocrine Connections. 2018. (https://doi.org/10.1530/ec-18-0031).]  [8:  Cimador M, Vallasciani S, Manzoni G, Rigamonti W, De Grazia E, Castagnetti M, Failed hypospadias in paediatric patients, Nature Reviews Urology. Vol 10, 2013; 657–666.]  [9:  Shahid SMA, Ali MN, Islam SS, Paul SR. Objective Scoring Outcome Analysis of Redo Urethroplasty for Failed Hypospadias. Journal of Teachers Association. Vol 31(1) 2018.] 


“And in a substantial proportion of children who are born with sex characteristics that are a little unclear, we often find no [medical] cause, and you end up calling it a severe form of hypospadias. So it was with this little boy. And these parents had a strong desire to have this child operated on so that he would look a little more boyish. We do that kind of surgery as well.[…] I can tell you, I can't perform magic. I can operate, but I don't make perfectly normal penises, nor a perfectly normal urethra. So the wish of parents that their child has as normal a dick as other boys, I can't satisfy that”[footnoteRef:10]. [10:  Kortmann B. Genitale chirurgie bij DSD. “Ik kan niet toveren” (Transcription presentation). NVVS Najaarscongress 2019: Geslachtsvaratie en Seksualiteit: voorbij het binaire denken; 29 November 2019; De Reehorst, Ede: Nederlandse Wetenschappelijke Vereniging voor Seksuologie; 2019.] 


As a result of these unnecessary treatments, these children will often require life-long medical care, sometimes including the use of Hormone Replacement Treatment. During the Covid-19 pandemic, several forms of HRT became unavailable, causing intersex people dependent on HRT to switch to forms of HRT that were less effective for them.
Health professionals often believe that sex assignment through the medical and surgical intervention of intersex children is not an issue[footnoteRef:11]. However, recent European research has shown that five per cent of all intersex children change their assigned gender, including those with forms of sex diversity that are usually not recognized at birth[footnoteRef:12]. It is impossible to predict which children will belong to the group that will reject the assigned sex. Therefore, 'normalizing' treatments violate all intersex children's rights. Parents may not realize that they are de facto opting for experimental treatment for their children[footnoteRef:13].  [11:  E.g.: “For physicians it is obvious and unequivocal that a person with CAH and an XX karyotype has a female gender identity,” Binet A, Lardy H, Geslin D, Francois-Fiquet C, Poli-Merol ML. Should we question early feminizing genitoplasty for patients with congenital adrenal hyperplasia and XX karyotype? Journal of Pediatric Surgery. 2016;51(3):465-468.]  [12:  Falhammar H, Claahsen-van der Grinten HL, Reisch N, Slowikowska-Hilczer J, Nordenstrom A, Roehle R, et al. Health status in 1040 adults with disorders of sex development (DSD): a European multicenter study. Endocrine Connections. 2018. (https://doi.org/10.1530/ec-18-0031).]  [13:  Liao L-M, Wood D, Creighton SM. Parental choice on normalising cosmetic genital surgery. BMJ. 2015;351. ] 


Suggested question:
· What measures has the State taken to prevent the creation of disabilities and lifelong impairments through unnecessary, non-consensual medical intervention, including non-consensual castration of intersex children?
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[bookmark: _Toc95749586]Appendix 1: Intersex and inhuman treatment

In 2013, the Special Rapporteur on torture and other cruel, inhuman or degrading treatment or punishment called on states to repeal any law allowing intrusive and irreversible treatments, including forced genital-normalizing surgery, involuntary sterilization, “reparative therapies” or “conversion therapies”, when enforced or administered without the free and informed consent of the person concerned. He also called on states to outlaw forced or coerced sterilization in all circumstances[footnoteRef:14]. [14:  Report of the Special Rapporteur on torture and other cruel, inhuman or degrading treatment or punishment, Juan E. Medez, Human Rights Council, 1 February 2013 (A/HRC/22/53).] 


The UN Human Rights Office Background Note on Human Rights Violations against Intersex People states: 

“In recent years, awareness of intersex people, and recognition of the specific human rights abuses that they face, has grown, thanks to the work of intersex human rights defenders. These include risks of forced and coercive medical interventions, harmful practices and other forms of stigmatization due to their physical traits. To date, only a handful of countries have implemented measures to prevent and address such abuses, and the effectiveness of existing measures remains to be fully documented”[footnoteRef:15]. [15:  UN Human Rights Office. Background Note on Human Rights Violations against Intersex People. 25 October 2019.] 


Medical and surgical treatment of intersex children is based on ‘predict and control’: when an intersex child is born, health professionals try to predict the future gender of the child and control the outcome of this prediction through medically unnecessary, intrusive, and irreversible treatments, that can be safely deferred until a later age where these children can provide personal, prior, free, and fully informed consent.[footnoteRef:16] These interventions may even start before their birth, with experimental medical treatment. Only minimal information is available about the results, while there are even proven negative long-term health consequences[footnoteRef:17]. [16:  Wolffenbuttel KP. Disorders of sex development: méér dan alleen een andere naam. Tijdschrift voor Urologie. 2015;5(1):8-12.
Wolffenbuttel K, Crouch NS. Timing of feminising surgery in disorders of sex development. Understanding Differences and Disorders of Sex Development (DSD). 27: Karger Publishers; 2014. p. 210-221.]  [17:  Dreger A, Feder EK, Tamar-Mattis A. Prenatal dexamethasone for congenital adrenal hyperplasia. Journal of bioethical inquiry. 2012;9(3):277-294.
Wallensteen L, Zimmermann M, Sandberg MT, Gezelius A, Nordenström A, Tatja J, et al. Sex-dimorphic effects of prenatal treatment with dexamethasone. Journal of Clinical Endocrinology & Metabolism. 2016; 101(10) 3838-3846.] 


The ‘predict and control’ method violates the right of self-determination, bodily integrity, and the right to the highest attainable standard of physical and mental health. These rights are not guaranteed for intersex children because they are victims of unnecessary, unproven, and unscientific medical treatments. 

Furthermore, a lack of support for intersex people combined with non-necessary, intrusive, involuntary, and irreversible treatments on intersex children can severely impact the mental health of intersex people[footnoteRef:18]. Forty-five per cent of adult intersex people experience mental health problems. Almost 20 per cent have suicidal thoughts, and nearly seven per cent have attempted suicide[footnoteRef:19]. [18:  Falhammar H, Claahsen-van der Grinten HL, Reisch N, Slowikowska-Hilczer J, Nordenstrom A, Roehle R, et al. Health status in 1040 adults with disorders of sex development (DSD): a European multicenter study. Endocrine Connections. 2018. (https://doi.org/10.1530/ec-18-0031).]  [19:  De Vries ALC, Roehle R, Marshall L, Frisén L, van de Grift TC, Kreukels BPC, et al. Mental Health of a Large Group of Adults With Disorders of Sex Development in Six European Countries. Psychosomatic Medicine. 2019;81(7):629-640. DOI: 10.1097/psy.0000000000000718] 
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