


[bookmark: _top]Intersex Genital Mutilation
Human Rights Violations Of Children
With Variations Of Reproductive Anatomy


[image: ]


NGO Report (for Session)
to the 6th Report of Iceland on the
International Covenant on Civil and Political Rights
(CCPR)

Compiled by:


StopIGM.org / Zwischengeschlecht.org (International Intersex Human Rights NGO)
Markus Bauer, Daniela Truffer
Zwischengeschlecht.org
P.O.Box 1318
CH-8031 Zurich
info_at_zwischengeschlecht.org
https://Zwischengeschlecht.org/ 
https://StopIGM.org








September 2024




This NGO Report online:
https://intersex.shadowreport.org/public/2024-CCPR-Iceland-NGO-Intersex-StopIGM.docx 
https://intersex.shadowreport.org/public/2024-CCPR-Iceland-NGO-Intersex-StopIGM.pdf 


[image: StopIGM_org-Logo_x]
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Despite a new law passed in 2020 (Act No. 154/2020), which aims to prohibit some forms of intersex genital mutilation, all typical forms of IGM practices are still widespread in Iceland, facilitated and paid for by the State party via the public health care system, and practiced with impunity. Survivors of IGM continue to be denied access to justice and reparations due to lack of effective legal prohibition and the statutes of limitations.
Iceland is thus in breach of its obligations under the Covenant to (a) take effective legislative, administrative, judicial or other measures to prevent inhuman treatment and involuntary experimentation on intersex children causing severe mental and physical pain and suffering of the persons concerned, and (b) ensure equal access to justice and redress, including fair and adequate compensation and as full as possible rehabilitation for victims.
This Committee has consistently recognised IGM practices to constitute inhuman treatment in Concluding Observations, invoking Articles 2, 3, 7, 9, 17, 24 and 26. 
CRC has already recognised IGM practices in Iceland to constitute a harmful cultural practice and called for a prohibition in Concluding Observations.
In total, UN treaty bodies CCPR, CAT, CRC, CRPD, and CEDAW have so far issued 96 Concluding Observations recognising IGM as a serious violation of non-derogable human rights, typically obliging State parties to enact legislation to (a) end the practice, (b) ensure redress and compensation and (c) access to free counselling. Also, the UN Special Rapporteurs on Torture (SRT) and on Health (SRH), the UN High Commissioner for Human Rights (UNHCHR), the World Health Organisation (WHO), the Inter-American Commission on Human Rights (IACHR), the African Commission on Human and Peoples’ Rights (ACHPR) and the Council of Europe (COE) recognise IGM as a serious violation of non-derogable human rights.
Intersex people are born with Variations of Reproductive Anatomy, including atypical genitals, atypical sex hormone producing organs, atypical response to sex hormones, atypical genetic make-up, atypical secondary sex markers. While intersex people may face several problems, in the “developed world” the most pressing are the ongoing Intersex Genital Mutilations, which present a distinct and unique issue constituting significant human rights violations.
IGM practices include non-consensual, medically unnecessary, irreversible, cosmetic genital surgeries, and/or other harmful medical procedures that would not be considered for “normal” children, without evidence of benefit for the children concerned. Typical forms of IGM include “masculinising” and “feminising”, “corrective” genital surgery, sterilising procedures, imposition of hormones, forced genital exams, vaginal dilations, medical display, involuntary human experimentation and denial of needed health care.
IGM practices cause known lifelong severe physical and mental pain and suffering, including loss or impairment of sexual sensation, painful scarring, painful intercourse, incontinence, urethral strictures, impairment or loss of reproductive capabilities, lifelong dependency of artificial hormones, significantly elevated rates of self-harming behaviour and suicidal tendencies, lifelong mental suffering and trauma, increased sexual anxieties, and less sexual activity.
For 30 years, intersex people have denounced IGM as harmful and traumatising, as western genital mutilation, as child sexual abuse and torture, and called for remedies.
This NGO Report has been compiled by StopIGM.org / Zwischengeschlecht.org, an international intersex NGO. It contains Suggested Recommendations (see p. 17).
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[bookmark: _Toc463295398][bookmark: _Toc472687682][bookmark: _Toc485093563][bookmark: _Toc177422557][bookmark: _Toc453620703][bookmark: _Toc463295399][bookmark: _Toc472687683]A.  Introduction
[bookmark: _Toc485093564][bookmark: _Toc177422558]1.  Iceland: Intersex Human Rights and State Party Report
The State Party has to be commended for having passed a new law in 2020 (Act No. 154/2020), which aims to prohibit some forms of intersex genital mutilation (see also State Party Report, paras 69-71).
However, as this NGO Report demonstrates, this new Law is insufficient and not in line with Iceland’s obligations under the Covenant, as it contains serious loopholes, but fails to criminalise or adequately sanction IGM practices. In fact, the Law contains no sanctions for IGM perpetrators at all. Also, the statutes of limitations are still too short to enable survivors to call a court.
As a consequence, all typical forms of IGM practices are still widespread in Iceland, facilitated and paid for by the State party via the public health care system, and practiced with impunity. Survivors of IGM continue to be denied access to justice and reparations due to lack of effective legal prohibition and the statutes of limitations.
[bookmark: _Toc453620704][bookmark: _Toc463295400][bookmark: _Toc472687684][bookmark: _Toc485093565][bookmark: _Toc174919252][bookmark: _Toc177422559]2.  About the Rapporteurs
This NGO report has been prepared by the intersex NGO StopIGM.org:
· StopIGM.org / Zwischengeschlecht.org is an international intersex human rights NGO based in Switzerland, working to end IGM practices and other human rights violations perpetrated on intersex people, according to its motto, “Human Rights for Hermaphrodites, too!” [footnoteRef:1] According to its charter,[footnoteRef:2] StopIGM.org works to support persons concerned seeking redress and justice and regularly reports to relevant UN treaty bodies, including on Iceland to CRC (2020, 2022), often in collaboration with local intersex persons and organisations,[footnoteRef:3] substantially contributing to the so far 96 Treaty body Concluding Observations recognising IGM as a serious human rights violation.[footnoteRef:4]  [1: 	https://Zwischengeschlecht.org/  English homepage: https://StopIGM.org ]  [2: 	https://zwischengeschlecht.org/post/Statuten ]  [3:  	https://intersex.shadowreport.org]  [4:  	https://stopigm.org/post/IAD-2016-Soon-20-UN-Reprimands-for-Intersex-Genital-Mutilations ] 

In addition, the Rapporteurs would like to acknowledge the work of Kitty Anderson[footnoteRef:5] [footnoteRef:6] and Intersex Ísland.[footnoteRef:7] [5: 	https://www.interfaceproject.org/kitty-anderson
transcript: https://www.interfaceproject.org/transcript-kitty-anderson ]  [6: 	https://gayiceland.is/2019/will-not-put-iceland-in-the-front-when-it-comes-to-lgbti-issues/ ]  [7: 	https://intersex.samtokin78.is/ ] 

[bookmark: _Toc453620705][bookmark: _Toc463295401][bookmark: _Toc472687685][bookmark: _Toc485093566][bookmark: _Toc177422560]3.  Methodology
This thematic NGO report is based on the 2020 CRC Iceland NGO Report (for LOI)[footnoteRef:8] and the 2022 CRC Iceland NGO Report (for Session)[footnoteRef:9] by the same Rapporteurs. [8: 	http://intersex.shadowreport.org/public/2020-CRC-Iceland-NGO-Zwischengeschlecht-Intersex-IGM.pdf ]  [9: 	https://intersex.shadowreport.org/public/2022-CRC-Iceland-NGO-Intersex-StopIGM.pdf ] 


[bookmark: _Toc111405640][bookmark: _Toc118158306][bookmark: _Toc177422561][bookmark: _Toc171706631][bookmark: _Toc111405645]B.  Precedents
[bookmark: _Toc177422562]1.  Previous Concluding Observations
[bookmark: _Toc177422563]a) Harmful Practices: CRC 2022 (CRC/C/ISL/CO/5-6, para 26(b)+(c))
Harmful practices
26.	Noting with concern that the Act on Sterilization Procedures of 2019 allows for the sterilization of children if it is considered that continued fertility would have negative effects on their lives and health, the Committee recommends that the State party: 
	[…]
	(b)	Ensure that the performance of unnecessary medical or surgical treatment on intersex children is safely deferred until children are able to provide their informed consent, in line with the prohibition of such procedures under the Act on Gender Autonomy, and provide reparations for children who received unnecessary treatment; 
	(c)	Provide adequate social, medical and psychological services, counselling and support to intersex children and their families.

[bookmark: _Toc177422564]2.  Current 6th CCPR Cycle: LOIPR and State Party Report
[bookmark: _Toc171706632][bookmark: _Toc177422565]a) 2021 List of Issues (LOIPR) (CCPR/C/ISL/QPR/6, para 11)
[bookmark: _Toc111405646][bookmark: _Toc171706633]Sexual orientation (arts. 2 and 26)
11. Considering the reports of the existence of barriers and risks of lifelong physical and psychological damage for people born with sex characteristics that vary in a range from female to male, and the situation of intersex persons being subjected to medically unnecessary surgery due to stigma and discrimination, please outline measures taken to prevent medical acts, especially surgical operations, on intersex children who are not yet capable of giving their free and informed consent, except in cases where such interventions are absolutely necessary for medical reasons. Please provide information about whether the Act on Sexual and Gender Autonomy 2019 protects persons from such medical practices. Please also describe other measures envisaged to ensure the end of non-emergency, invasive and irreversible surgeries on persons born with variations of sex characteristics.
[bookmark: _Toc177422566]b) 2023 State Party Report under LOIPR (CCPR/C/ISL/6, paras 68-71)
K.	Reply to paragraph 11 of the list of issues
68.	Act on Gender Autonomy No 80/2019 emphasises the general principle of law contained in Act on Patients’ Rights No 74/1997 that no treatment may be carried out without the patient’s consent, and that consent shall as far as possible be provided in writing with respect to permanent changes to a person’s genitals, sex glands, or other sexual characteristics of individuals. The provision provides for stricter requirements to the form of consent, which shall invariably be provided in writing. The plan was to address changes to the sex characteristics of children in the act; however, further scrutiny was considered necessary. Therefore, a temporary provision of the act stipulated that the minister was to appoint a working group tasked with, among other things, addressing matters concerning intersex minors and drafting a bill amending the act on gender autonomy, which would lay down the main viewpoints and rules applicable in the future to changes to the sex characteristics of intersex minors.
69.	The bill became Act No 154/2020 amending the Act on Gender Autonomy (atypical sex characteristics). After the act entered into force, unnecessary surgical procedures on intersex minors are prohibited. The act now stipulates that carrying out surgical procedures on intersex minors who are unable to provide consent is prohibited unless the operation is completely necessary for medical reasons. Permanent changes to the sex characteristics of children under the age of 16 born with atypical sex characteristics shall only be made in conformity with the will of the child, cf. paragraphs 2 and 6 of Article 11a of Act No 80/2019. However, if a child is unable to give its consent due to its young age, or is for other reasons unable to express its will, the child’s sex characteristics may be changed if so required for health reasons, following a detailed assessment of the need for such changes, and of their consequences in the short and long term. Social and psychosocial grounds and reasons relating to outer appearance do not qualify as health reasons.
70.	The act also provides that in cases where the child is unable to provide informed consent due to young age, or is, for other reasons, unable to express its will, certain safeguards must be considered when changing sex characteristics of children younger than 16 who are born with atypical sex characteristics, if treatment entails surgical operation due to a short urethra (hypospadias), or medication to treat micropenis. As for any assessment of the need for operations or medication, general rules apply, such as Act on Patients’ Rights No 74/1997. The above-mentioned permanent changes to sex characteristics shall not be performed unless a detailed assessment of possible advantages of their result in the short and long term has been undertaken, including the consequences of not performing a surgical operation, or providing medication or postponing it until the child can express its will, cf. Article 11a(6).
71.	The Prime Minister will appoint a working group before the end of 2023 to review the exceptions in the light of the experience gained, and development of research and knowledge and best practice in the field of human rights. The group shall especially provide an assessment of 11a(5), including whether the provision should be deleted.


[bookmark: _Toc177422567][bookmark: _Toc453620708][bookmark: _Toc463295405][bookmark: _Toc472687689][bookmark: _Toc485093570][bookmark: _Toc516594088][bookmark: _Toc101000890][bookmark: _Toc111405648][bookmark: _Toc165835368]C.  IGM in Iceland: State-sponsored and pervasive, Gov fails to act 
[bookmark: _Toc177422568]1.  Overview: IGM practices in Iceland: Pervasive and with impunity
In Iceland (CRC/C/ISL/CO/5-6, para 26(b)+(c))), same as in the fellow Nordic states of Denmark (CAT/C/DNK/CO/6-7, paras 42-43; CRC/C/DNK/CO/5, paras 24+12; CAT/C/DNK/CO/8, paras 32+33), Finland (CCPR/C/FIN/CO/7, paras 20+21(c); CAT/C/FIN/CO/8, paras 44+45(b)-(d); CEDAW/C/FIN/CO/8, paras 21(b)+22(b); CRC/C/FIN/CO/5-6, paras 24(a)+(b);), and Sweden (CRC/C/SWE/CO/6-7, para 27(c)-(d); CRPD/C/SWE/CO/2-3, paras 37-38), and in many more State parties,[footnoteRef:10] there are [10:  	Currently we count 96 UN Treaty body Concluding Observations explicitly condemning IGM practices as a serious violation of non-derogable human rights, see: 
http://stop.genitalmutilation.org/post/IAD-2016-Soon-20-UN-Reprimands-for-Intersex-Genital-Mutilations  ] 

· no effective legal or other protections in place to ensure the rights of intersex children to physical and mental integrity, autonomy and self-determination, and to prevent IGM practices
· no effective measures in place to ensure data collection and monitoring of IGM practices
· no legal or other measures in place to ensure the accountability of IGM perpetrators
· no effective legal or other measures in place to ensure access to redress, justice and rehabilitation for adult IGM survivors
[bookmark: _Toc177422569]2.  Iceland’s commitment to “protect intersex children from violence and harmful practices”, “investigate abuses”, “ensure accountability” and “access to remedy”
[bookmark: _Toc101000891][bookmark: _Toc111405649][bookmark: _Toc165835369][bookmark: _Toc177422570]a) UNHRC45 Statement, 01.10.2020
On occasion of the 45th Session of the Human Rights Council the State party supported a public “Joint Statement [...] on the Rights of Intersex Persons” calling to “protect […] intersex adults and children […] so that they live free from violence and harmful practices. Governments should investigate human rights violations and abuses against intersex people, ensure accountability, […] and provide victims with access to remedy.” [footnoteRef:11] [11: 	Statement supported by Iceland (and by 34 other States) during the 45th Session of the Human Rights Council on 1 October 2020, https://www.dfat.gov.au/international-relations/themes/human-rights/hrc-statements/45th-session-human-rights-council/joint-statement-led-austria-rights-intersex-persons ] 

[bookmark: _Toc101000892][bookmark: _Toc111405650][bookmark: _Toc165835370][bookmark: _Toc177422571]b) UNHRC48 Statement, 04.10.2021
On occasion of the 48th Session of the Human Rights Council the State party supported a public follow-up statement reiterating the call to end harmful practices and ensure access to justice:
“Intersex persons also need to be protected from violence and States must ensure accountability for these acts. […]
Furthermore, there is also a need to take measures to protect the autonomy of intersex children and adults and their rights to health and to physical and mental integrity so that they live free from violence and harmful practices. Medically unnecessary surgeries, hormonal treatments and other invasive or irreversible non-vital medical procedures without their free, prior, full and informed consent are harmful to the full enjoyment of the human rights of intersex persons. 
We call on all member states to take measures to combat violence and discrimination against intersex persons, develop policies in close consultations with those affected, ensure accountability, reverse discriminatory laws and provide victims with access to remedy.” [footnoteRef:12] [12: 	Statement supported by Iceland (and 52 other States) during the 48th Session of the Human Rights Council on 4 October 2021, https://www.bmeia.gv.at/oev-genf/speeches/alle/2021/10/united-nations-human-rights-council-48th-session-joint-statement-on-the-human-rights-of-intersex-persons/ ] 

[bookmark: _Toc165835371][bookmark: _Toc177422572]c) UNHRC54 Statement, 04.10.2023
On occasion of the 54th Session of the Human Rights Council the State party supported a public follow-up statement reiterating the call to prohibit harmful practices and inhuman treatment and to ensure access to justice:
“4. Because their bodies are perceived as different, intersex persons, including children, face stigma, misconception and violence, such as forced, coercive, irreversible and non-vital medical interventions. These include so-called “normalising” surgeries that can have life-long negative impacts on their physical and mental health. These harmful practices should be urgently stopped. Human rights of intersex persons need to be respected, so that they can live free from violence, cruel, inhuman, or degrading treatment and harmful practices. [...]
8. We call on all States to increase efforts to combat violence, harmful practices and discrimination on the basis of sex characteristics, address their root causes, and implement protective laws and policies in close consultations with those affected, in order to ensure the full realization of human rights of intersex persons.”[footnoteRef:13] [13: 	Statement supported by Iceland (and 55 other States) during the 54th Session of the Human Rights Council on 4 October 2023, https://finlandabroad.fi/web/geneve/current-affairs/-/asset_publisher/h5w4iTUJhNne/content/general-debate-item-8/384951 ] 

[bookmark: _Toc165835372][bookmark: _Toc177422573]d) UNHRC55 Intersex Resolution A/HRC/55/L.9 co-sponsored by Iceland, 21.03.2024
On occasion of the 55th Session of the Human Rights Council, HRC adopted a Resolution promoted by Iceland recognising “violence and harmful practices against intersex persons [...] including medically unnecessary or deferrable interventions [...] performed without the full, free and informed consent of the person”, and urging States to “combat” such “violence”.[footnoteRef:14] [14: 	https://undocs.org/A/HRC/55/L.9] 

[bookmark: _Toc177422574][bookmark: _Toc453620714][bookmark: _Toc463295414][bookmark: _Toc472687698][bookmark: _Toc485093575]3.  Most Common IGM Forms advocated by and perpetrated by Iceland
Despite above mentioned commitments and the new Law (Act No. 154/2020) aimed to prohibit some forms of IGM (see below p. 12-15), to this day, in Iceland all forms of IGM practices remain widespread and ongoing, persistently advocated, prescribed and perpetrated by the state funded National University Hospital “Landspítali”, and paid for by the State via the public health system.
In addition, also in 2024 Icelandic medical bodies continue to endorse international medical guidelines prescribing all forms of IGM practices (see below).
Currently practiced forms of IGM in Iceland include:
[bookmark: _Toc507786410][bookmark: _Toc19465687][bookmark: _Toc64836450][bookmark: _Toc65413937][bookmark: _Toc177422575]a) IGM 3 – Sterilising Procedures:
    Castration / “Gonadectomy” / Hysterectomy /
    Removal of “Discordant Reproductive Structures” / (Secondary) Sterilisation
    Plus arbitrary imposition of hormones [footnoteRef:15] [15: 	For general information, see 2016 CEDAW NGO Report France, p. 47. https://intersex.shadowreport.org/public/2016-CEDAW-France-NGO-Zwischengeschlecht-Intersex-IGM.pdf] 

The “Icelandic Urological Association” (Islands Urologförening) endorses the current 2024 Guidelines of the European Association of Urology (EAU),[footnoteRef:16] which include the current ESPU/EAU “Paediatric Urology” Guidelines 2024[footnoteRef:17] of the European Society for Paediatric Urology (ESPU) and the European Association of Urology (EAU) which stress:[footnoteRef:18] [16:  	https://uroweb.org/guidelines/endorsement/ ]  [17:  	https://d56bochluxqnz.cloudfront.net/documents/full-guideline/EAU-Guidelines-on-Paediatric-Urology-2024.pdf ]  [18:  	Ibid., p. 96] 

“The issue of whether gonads should be removed and the timining of such surgery remains controversial and has been altogether questioned in some forms of DSD. Patients with, for example, CAIS benefit from the presence of testicles and the resultant aromatisation of the naturally occuring testosterone to oestrogens. The risk of malignant gonadal transformation in this subcategory is low (1.5%) with cases of malignancy first appearing after the second decade of life, thus allowing for the safe deferal of gonadectomy until after puberty [1279, 1280].”
Further, regarding “when and whether to pursue gonadal or genital surgery”,[footnoteRef:19] the Guidelines refer to the “ESPU/SPU standpoint on the surgical management of Disorders of Sex Development (DSD)”,[footnoteRef:20] which advocates “gonadectomies”: [19:  	Ibid., p. 95]  [20: 	P. Mouriquand, A. Caldamone, P. Malone, J.D. Frank, P. Hoebeke, “The ESPU/SPU standpoint on the surgical management of Disorders of Sex Development (DSD)”, Journal of Pediatric Urology vol. 10, no. 1 (2014), p. 8-10, http://www.jpurol.com/article/S1477-5131(13)00313-6/pdf] 

“Testes are either brought down in boys or removed if dysgenetic with tumour risk or in complete androgen insensitivity syndrome or 5 alpha reductase deficiency. Testicular prostheses can be inserted at puberty at the patient’s request.”
[bookmark: _Toc475924597][bookmark: _Toc475924774][bookmark: _Toc475924926][bookmark: _Toc507786411][bookmark: _Toc19465688][bookmark: _Toc64836451][bookmark: _Toc65413938][bookmark: _Toc177422576]b) IGM 2 – “Feminising Procedures”: Clitoris Amputation/“Reduction”,
    “Vaginoplasty”, “Labiaplasty”, Dilation[footnoteRef:21] [21: 	For general information, see 2016 CEDAW NGO Report France, p. 48. https://intersex.shadowreport.org/public/2016-CEDAW-France-NGO-Zwischengeschlecht-Intersex-IGM.pdf] 

The “Icelandic Urological Association” (Islands Urologförening) endorses the current 2024 Guidelines of the European Association of Urology (EAU),[footnoteRef:22] which include the current ESPU/EAU “Paediatric Urology” Guidelines 2024[footnoteRef:23] of the European Society for Paediatric Urology (ESPU) and the European Association of Urology (EAU). In chapter 3.18 “Disorders/Differences of sex development”,[footnoteRef:24] despite admitting that “Surgery that alters appearance is not considered urgent” [footnoteRef:25] and that “adverse outcomes have led to recommendations to delay unnecessary [clitoral] surgery to an age when the patient can give informed consent”,[footnoteRef:26] the ESPU/EAU Guidelines nonetheless explicitly refuse to postpone non-emergency surgery, but in contrary insist to continue with non-emergency genital surgery (including partial clitoris amputation) on young children based on “social and emotional conditions” and substituted decision-making by “parents and caregivers implicitly act[ing] in the best interest of their children” [footnoteRef:27] and making “well-informed decisions […] on their behalf”, and further explicitly refusing “prohibition regulations” of unnecessary early surgery,[footnoteRef:28] referring to the 2018 ESPU Open Letter to the Council of Europe (COE),[footnoteRef:29] which further invokes parents’ “social, and cultural considerations” as justifications for early surgery (p. 2). [22:  	https://uroweb.org/guidelines/endorsement/ ]  [23:  	https://d56bochluxqnz.cloudfront.net/documents/full-guideline/EAU-Guidelines-on-Paediatric-Urology-2024.pdf]  [24:  	Ibid., p. 91]  [25:  	Ibid., p. 95]  [26:  	Ibid., p. 95]  [27:  	Ibid., p. 95-96]  [28:  	Ibid., p. 96]  [29:  	https://www.espu.org/images/documents/ESPU_Open_Letter_to_COE_2018-01-26.pdf ] 

[bookmark: _Toc507786412][bookmark: _Toc19465689][bookmark: _Toc64836452]Accordingly, the Government-funded[footnoteRef:30] National University Hospital “Landspítali” in Reykjavik still states on its homepage that treatment for Congenital Adrenal Hyperplasia (CAH), an intersex diagnosis associated with genital variations (“enlarged” clitoris and “insufficiently small” vagina), includes “difficult surgery” (i.e. partial clitoris amputation and “vaginoplasty”).[footnoteRef:31] This was also reported in the media.[footnoteRef:32] [footnoteRef:33] [30:  	“Landspitali […] is funded by the Ministry of Welfare, supervised by the Directorate of Health and provides specialised and general care […]”, 
https://www.landspitali.is/default.aspx?pageid=deac0479-05aa-11e8-90f1-005056be0005 ]  [31:  	“Neonatal screening for congenital adrenal hyperplasia begins January 1”, https://www.landspitali.is/um-landspitala/fjolmidlatorg/frettir/stok-frett/2017/12/29/Nyburaskimun-fyrir-medfaeddum-nyrnahettuofvexti-hefst-1.-januar/ ]  [32:  	Interview with Dr Leifur Franzson, project manager for neonatal screening at Landspitali (02.01.2018), https://www.visir.is/g/2018180109940/audveldara-ad-greina-stulkur-en-drengi?fbclid=IwAR0-w4VLuwfSMJByTTAy5KnJNK6qpWE ]  [33:  	Same interview with Dr Leifur Franzson (02.01.2018),
https://dagmamma.is/audveldara-ad-greina-stulkur-en-drengi/ ] 

[bookmark: _Toc65413939][bookmark: _Toc177422577]c) IGM 1 – “Masculinising Surgery”: Hypospadias “Repair”[footnoteRef:34] [34: 	For general information, see 2016 CEDAW NGO Report France, p. 48-49, https://intersex.shadowreport.org/public/2016-CEDAW-France-NGO-Zwischengeschlecht-Intersex-IGM.pdf ] 

The “Icelandic Urological Association” (Islands Urologförening) endorses the current 2024 Guidelines of the European Association of Urology (EAU),[footnoteRef:35] which include the current ESPU/EAU “Paediatric Urology” Guidelines 2024[footnoteRef:36] of the European Society for Paediatric Urology (ESPU) and the European Association of Urology (EAU). In chapter 3.7 “Hypospadias”,[footnoteRef:37] the ESPU/EAU Guidelines’ section 3.7.5.3 “Age at surgery” explicitly promotes, “The age at surgery for primary hypospadias repair is usually 6-18 (24) months.” [footnoteRef:38] – despite admitting to the “risk of complications” [footnoteRef:39] and “aesthetic[…]” and “cosmetic” justifications.[footnoteRef:40] [35:  	https://uroweb.org/guidelines/endorsement/ ]  [36:  	https://d56bochluxqnz.cloudfront.net/documents/full-guideline/EAU-Guidelines-on-Paediatric-Urology-2024.pdf ]  [37:  	Ibid., p. 29]  [38:  	Ibid., p. 31]  [39:  	Ibid., p. 31]  [40:  	Ibid., p. 30-31] 

Accordingly, the Government-funded[footnoteRef:41] National University Hospital “Landspítali” in Reykjavik still states on its homepage under “educational resources” on “Hypospadias”:[footnoteRef:42] [41:  	“Landspitali […] is funded by the Ministry of Welfare, supervised by the Directorate of Health and provides specialised and general care […]”, 
https://www.landspitali.is/default.aspx?pageid=deac0479-05aa-11e8-90f1-005056be0005 ]  [42:  	https://www.landspitali.is/sjuklingar-adstandendur/fraedsluefni/hypospadias-of-stutt-thvagras/ ] 

“Treatment
The only treatment available is surgery
In this way, the urethra can be moved to the right place by extending the urethra, correct the penis and adjusting the foreskin.
In more severe cases, more than one operation is sometimes required […]”
[bookmark: _Toc516594093][bookmark: _Toc101000897][bookmark: _Toc177422578]4.  Lack of independent data collection and monitoring
A new Law (Act No. 154/2020, see below, p. 12-15) stipulates that irreversible treatments on intersex children must be recorded and reported to the Director of Health:
“Health care professionals who provide treatment that permanently changes sex characteristics of children pursuant to this Article shall enter information on the treatment into the health record and provide the Director of Health with information on the number and nature of surgical operations and medication and the age of those who undergo these changes.” [footnoteRef:43] [43:  	Act on Gender Autonomy No 80 /2019 as amended by Act No. 154/2020, in force since 18.12.2020, Article 11a(3), https://www.government.is/library/04-Legislation/Act%20on%20Gender%20Autonomy%20No%2080_2019.pdf ] 

The Government’s comment on the Law further states that the health care professionals shall report these cases to the Director of Health at least “annually”.[footnoteRef:44] [44:  	https://www.althingi.is/altext/151/s/0022.html ] 

Since the Law entered into force on 18 December 2020, by now the Director of Health should have received the relevant figures for 2021-2023. However, so far, apparently no statistics have been publicly disclosed. Therefore, the failure of the State party to disclose relevant disaggregated data persists.
[bookmark: _Toc177422579]5.  Insufficient new Act No. 154/2020 aimed at prohibiting IGM practices
On 18 December 2020, the Icelandic Parliament passed Act No. 154/2020 amending the Act on Gender Autonomy No. 80/2019, entering into force immediately, which aims to prohibit IGM practices [footnoteRef:45] [footnoteRef:46] (see also State Party Report, paras 69-71: “carrying out surgical procedures on intersex minors who are unable to provide consent is prohibited unless the operation is completely necessary for medical reasons”). [45:  	Act on Gender Autonomy No 80 /2019 as amended by Act No. 154/2020, in force since 18.12.2020, Article 11a(3), https://www.government.is/library/04-Legislation/Act%20on%20Gender%20Autonomy%20No%2080_2019.pdf ]  [46:  	Government’s comment on Act No. 154/2020, https://www.althingi.is/altext/151/s/0022.html ] 

This new Law includes several commendable aspects, namely:
· “Permanent changes to genitals, gonads or other sex characteristics of persons 16 years of age or older are prohibited without their written consent. […] Permanent changes include inter alia surgical operations, medication and other irreversible medical interventions.” (Article 11(1))
· “Children born with atypical sex characteristics shall have the right to physical integrity in relation to their sex characteristics and the right to receive the best health care available at any given time. In implementing the Act, care shall be taken to respect their right to self- determination regarding personal matters.” (Article 11a(1))
· “[…] if a child [under the age of 16 born with atypical sex characteristics] is unable to give its consent due to its young age or is for other reasons unable to express its will, the child’s sex characteristics may be changed if so required for health reasons, following a detailed assessment of the need for such changes and of their consequences in the short and long term. Social, psychosocial and appearance-related reasons shall not be regarded as health reasons. Permanent changes pursuant to the first and second sentence include inter alia surgical operations, medication and other irreversible medical interventions.” (Article 11a(2))
· “In the decision-making process, the child and its guardians shall receive counselling and support from a team on the issue of children born with atypical sex characteristics pursuant to Article 13a. In every case, a reasoned position shall be taken as to the possibility of postponing any permanent changes until the child is able to give its consent, and deal with any health issues in a different and less invasive manner. Furthermore, the child and its guardians shall be invited to seek expert opinion outside the team on the necessity of such treatment, free of charge.” (Article 11a(3))
· “The team shall guide its clients to appropriate peer-to-peer counselling of people with atypical sex characteristics and their representative associations. The team provides services in cases where atypical sex characteristics have been permanently changed, as well as in cases where no changes have taken place or have been postponed.” (Article 13a(2))
· “Health care professionals who provide treatment that permanently changes sex characteristics of children pursuant to this Article shall enter information on the treatment into the health record and provide the Director of Health with information on the number and nature of surgical operations and medication and the age of those who undergo these changes.” (Article 11a(7))
While the new Law also includes serious loopholes, namely Article 11a, which inter alia excludes the most frequent IGM procedure IGM  1: hypospadias “repair” (see below), at least the Government has to be further commended for committing to review this exemption – although so far, no reports of progress could be found:
· “Within three years of the entry into force of Article 11a [see below under loopholes: hypospadias “repair” and “micropenis”], the Minister will appoint a working group to review the provision with respect to practical experience and development of research and knowledge and best practice in the field of human rights. In particular, the group must assess Article 11a(5), including whether the provision should be deleted. The working group shall submit its proposals to the Minister as soon as possible after it commences its work.
The group shall be comprised of a paediatric surgeon, a paediatric endocrinologist, a child psychologist, appointed by the Minister of Health, a representative of Intersex Iceland, a representative of Samtökin ‘78, the National Queer Association of Iceland, a sexologist appointed by the University Level Collaboration Committee, an ethicist appointed by University of Iceland’s Center for Ethics and two lawyers, one with expert knowledge of children’s rights issues and the other with expert knowledge of human rights, appointed without nomination, as well as a chairperson, appointed without nomination.” (Article 18(1-2))
However, the new Law also contains several serious loopholes and shortcomings which clearly make it incompatible with CCPR arts. 2, 3, 7, 9, 17, 24 and 26.
· The Law fails to criminalise or adequately sanction IGM practices. In fact, the Law contains no sanctions for IGM perpetrators at all.
· While the Law has to be commended for addressing the statutes of limitations for claims for damages: “The limitation period for claims for damages established due to violations of this Act where the injured party is under the age of 18 shall start on the day the injured party reaches the age of 18.” (Article 15(3)), however, as according to the Government’s comment on the Law: “Limitation period for claims for bodily injury, incl. for non-pecuniary damage, is ten years, cf. Article 9 Act on Limitation of Claims, no. 150/2007”, this is still insufficient, because persons concerned often do not find out about their medical history until much later in life, and severe trauma caused by IGM practices often prohibits them to act in time once they do.
· The Law explicitly excludes IGM 1: hypospadias “repair”, the most frequent IGM practice, from prohibition (Article 11a(5)), despite that the Government in its comment on the Law openly admits that hypospadias surgery “falls under the bill’s definition of atypical sex characteristics” and is not medically necessary but “performed due to social, psychosocial and appearance-related reasons and accepted ideas about typical sex characteristics, i.e. the elements that the bill is intended to prevent as justification for changes in the sex characteristics of children with atypical sex characteristics”, further explicitly referring to “psychosocial factors (e.g. protecting children from bullying)”. However, the Government decided that hypospadias should be excluded from the Law because “views were expressed that experience of operations in this country was good and the benefits of doing them early, ie. before the age of 18 months or thereabouts” (indicating IGM 1 is frequently performed in Iceland), further referring to undisclosed “studies show[ing] e.g. that those who do not remember the operation are more likely to have a positive image of their body, compared to those who remember it”, i.e. the typical medical excuses to justify unnecessary hypospadias surgery while deliberately ignoring the severe physical and mental pain and suffering caused by the admittedly high complication and reoperation rates. 
· The Law further explicitly excludes hormonal treatments for “micropenis” (Article 11a(5)), again explicitly referring to the “[foreseeable] negative social and psychosocial consequences of insufficient penile growth” despite admitting “the societal goal that a small penis does not lead to a negative quality of life could be set”, again further referring to “a long and positive experience of the treatment in Iceland and abroad, as it has been carried out for several decades” (again indicating frequent treatments justified by psychosocial indications).
[bookmark: _Toc463295416][bookmark: _Toc472687700][bookmark: _Toc485093577]Conclusion: Similar to recent insufficient Laws aimed at prohibiting IGM practices in Germany (CCPR/C/DEU/CO/7, paras 20+21; CRC/C/DEU/CO/5-6, para 24(c); CRPD/C/DEU/CO/2-3, paras 39-40), Portugal (CCPR/C/PRT/CO/5, paras 16-17; CRC/C/PRT/CO/5-6, para 28(b)), and Malta (CRC/C/MLT/CO/3-6, paras 28(b)+29(d)+(e)), also the insufficient new Icelandic Law (Act No. 154/2020) urgently needs to be amended in line with CCPR arts. 2, 3, 7, 9, 17, 24 and 26.

[bookmark: _Toc177422580]D.  Suggested Questions for the dialogue

Intersex genital mutilation
· Please provide data on irreversible medical or surgical treatment of intersex children, disaggregated by type of intervention and age at intervention, including on hypospadias “repair”.
· Which criminal or civil remedies are available for intersex people who have undergone involuntary sterilising procedures or unnecessary and irreversible medical or surgical treatment when they were children, and are these remedies subject to any statute of limitations?
· Please provide an update on the progress of the working group convened to review Act No. 154/2020 amending the Act on Gender Autonomy No. 80/2019, in particular Article 11a(5).



[bookmark: _Toc177422581]E.  Suggested Recommendations
The Rapporteurs respectfully suggest that, with respect to the treatment of intersex persons in Iceland, the Committee includes the following measures in their recommendations to the Icelandic Government (in line with this Committee’s previous recommendations on IGM practices).

Intersex genital mutilation
The Committee welcomes the passing of Act No. 154/2020. It remains concerned, however, about reports of non-urgent surgical and other medical treatment on intersex children without their informed consent, which can cause severe suffering, and the lack of redress and compensation in such cases (arts. 2, 3, 7, 17, 24 and 26).
The State party should:
· Strengthen the measures to prohibit the performance of unnecessary medical or surgical treatment on intersex children where those procedures may be safely deferred until children are able to provide their informed consent, and provide reparations for intersex persons who received unnecessary treatment, including by abolishing the statute of limitations. This should include the consideration of amendments to the Act No. 154/2020 amending the Act on Gender Autonomy No. 80/2019, including deleting Article 11a(5);
· Provide families with intersex children with adequate counselling and community-based psychosocial and peer support;
· Provide adequate health care and psychosocial support to intersex persons who have been subjected to intersex genital mutilation
· Systematically collect and disseminate disaggregated data on surgical and other medical treatment on intersex children.
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