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Milano, September 19, 2013

Dear Speakers, Chairpersons, and Participants of the 9™ Joint Meeting of Paediatric Endo-
crinology

Dear Board, Scientific Committee and Members of ESPE, PES, APEG, APPES, ASPAE,
JSPE, SLEP, and SIEPD

Dear Directors of Paediatric DSD-Clinics in Italy

Dear Directors of Milan Paediatric Clinic and University

As survivors of non-consensual childhood genital surgeries, as well as persons concerned
grateful for having escaped such surgeries, as partners, family members and friends of
persons concerned, and as allies, we are deeply saddened and concerned that an appar-
ently overwhelming majority of the speakers, chairpersons and involved institutions at the
9t Joint Meeting, as well as Italian Paediatric DSD Clinics, seem to refuse to listen to their
former patients, and instead continue to advocate, justify and recommend medically not
necessary, irreversible, non-consensual, cosmetic genital surgeries, ‘prophylactic’ gon-
adectomies and imposition of hormones on children with ‘atypical’ sex anatomies, no mat-
ter what the consequences for these children, as well as offering selective late-term-abor-
tions.

Furthermore, we are deeply saddened and concerned that the global dissemination of sys-
tematic cosmetic genital surgeries on children, including amputations or excisions of chil-
dren’s clitorises and ‘prophylactic’ castrations, is inextricably linked to a.o. both PES and
ESPE as professional societies, as well as to prominent individuals, e.qg.:

* Lawson Wilkins, name patron of [LW]PES, ‘inventor’ of systematic cosmetic genital
‘corrections’ on children with ‘atypical’ sex anatomies’, and forerunner of countless
endocrinologists worldwide advocating cosmetic clitoris amputations on children un-
der the pretext that ‘removal of the clitoris does not interfere with the ability to
achieve orgasm.™

* Andrea Prader, founding member and president of ESPE, name patron of ESPE’s
annual ‘Andrea Prader Prize’ also given out during the 9" Joint Meeting, and invent-
or of the ‘Prader Scale’ still used to classify ‘too big’ clitorises in need of surgical ‘re-
duction’ until today.?

We deeply regret that until today ESPE, PES, and the other societies participating at the
9t Joint Meeting, refuse coming to terms with the past as a first step towards reconcili-
ation. While we recognise the medical achievements of the societies participating at the
9t Joint Meeting, and of their past and present members, we feel it is intolerable to not
also acknowledge their errors and the lifelong suffering they caused to the people con-

1 cf. Lawson Wilkins: ‘The Diagnosis and Treatment of Endocrine Disorders in Childhood and Adolescence’
(Springfield, 1950), p 238, http://stop.genitalverstuemmelung.org/public/Lawson-Wilkins Baltimore-1950 238.jpg

2 Wilkins-scholar and ESPE founding member Jiirgen R. Bierich: ‘The Adrenogenital Syndrome’, in: Claus Overzier
(Ed.): Intersexuality. New York, 1963, pp 345-386, cf. Documentation ‘Intersex Genital Mutilations: History &
Current practice’, p 12, http://stop.genitalmutilation.org/public/Zwischengeschlecht UNHRC Docu 2013 web.pdf

3 A Hughes, C Houk, S F Ahmed, P A Lee, LWPES/ESPE Consensus Group: ‘Consensus statement on management
of intersex disorders’, see ‘Surgical management’, Arch Dis Child 2006;000:1-10



cerned. We feel, especially for the societies concerned it is long overdue to finally start a
process of coming to terms with the past as a necessary first step towards reconciliation.

We are also very saddened that PES and ESPE were the driving forces behind the highly
stigmatising new nomenclature ‘Disorders of Sex Development (DSD)’, and we deeply re-
gret that, despite unequivocal criticism by most organisations of persons concerned, the
societies represented at the 9" Joint Meeting up to now refuse to consider more suitable
suggestions, namely ‘Variations of Sex Development’.

In addition, we note that all current major government-funded DSD research projects are
lead by paediatric endocrinologists advocating medically not necessary genital surgeries
on children, and are offered a platform at the 9" Joint Meeting: I-DSD (WG6-117), DSD-
Life (WG6-118), DSDnet (WG6-119). We are deeply saddened and concerned, that, des-
pite some progress, persons concerned and their organisations are still fare from being
consulted properly, if at all.

Last but not least, we are deeply saddened and concerned that until today, paediatric en-
docrinologists are the medical profession mostly responsible for telling parents that it is
suitable to ‘consent’ to medically not necessary, cosmetic genital surgeries on their chil-
dren, as acknowledged within the 9th Joint Meeting itself, see abstract WG6-114: ‘The
paediatric endocrinologist is often situated at the centre of the DSD team and acts as a
conduit for communication, while referring to the ‘UK DSD guidance document 2011’ that
explicitly endorses medically not necessary, cosmetic surgeries: ‘Some parents may con-
sider early genital surgery as a mechanism that could possibly protect their child from the
risk of future stigma.”

A few additional random examples of societies, institutions and speakers featuring at the
9t Joint Meeting advocating medically not necessary, cosmetic genital surgeries, gonadec-
tomies and imposition of hormones on children with ‘atypical’ sex anatomies:

* The 2011 APEG brochure ‘Hormones and Me: Congenital Adrenal Hyperplasia
(CAH)® openly advocates cosmetic genital surgeries: ‘Some girls with CAH will
have corrective surgery to their genitalia. Surgery is usually performed in infancy
but it may be necessary to have further procedures later in life. Surgery normally in-
volves reducing the size of the clitoris (while preserving sensation), separating the
fused labia and enlarging the vaginal opening’ (p 17) — despite acknowledging at
least some of the detrimental effects of the surgeries: ‘Some women with CAH who
have had surgery may have difficulties with sexual intercourse, such as vaginal dry-
ness or tightness’ (p 18).

» Olaf Hiort, Paediatric University Hospital Libeck, Germany, team leader EuroDSD
and DSDnet, in 2013 still advocates cosmetic ‘clitoral reductions’ on children.”

4 S. Faisal Ahmed, Glasgow, UK: Abstract WG6-114 ‘Communication around the DSD patient in the clinical setting’

5 Faisal Ahmed, John Achermann, Gerry Conway, Nils Krone, et. al.: ‘UK guidance on the initial evaluation of an
infant or an adolescent with a suspected disorder of sex development.’ Clin Endocrinol (Oxf). (2011) July; 75(1):
12-26, http://www.ncbi.nlm.nih.gov/pmc/articles/PMC3132446/ (Note how the ethics paper by Wiesemann, Ude-
Koeller et. al., 2010, is mentioned just once: as a rationale for allowing cosmetic genital surgeries on children.)

6 http://www.apeg.org.au/Portals/0/resources/Hormones_and Me 8 CAH.pdf

7 Prof. Dr. O. Hiort, W. Birnbaum, L. Marshall, L. Wiinsch, U. Thyen, G. Gillessen-Kaesbach: ‘Zur Stellungnahme
des Deutschen Ethikrates zu Besonderheiten der Geschlechtsentwicklung (Intersexualitét)’, Monatsschrift
Kinderheilkunde, February 2013, Volume 161, Issue 2, pp 145-152,



* Berenice B. Mendonca, University Hospital of the Medical Faculty of Sdo Paulo,
Brazil, contributing to no less than 8 presentations within the programme of the 9"
Joint Meeting, mostly related to DSD, and including the ‘SLEP “Cesar Bergada Lec-
ture” (PL6-7), advocates cosmetic genital surgeries on children ‘preferably before 2
years of age’®, as well as ‘prepubertal gonadectomy’ in ‘CAIS patients’ — despite ac-
knowledging that ‘a recent study [2005] showed that tumor risk is low [...] before
and during puberty’ (but conveniently ignoring newer reviews indicating generally
low cancer risks in CAIS patients).®

* Mariacarolina Salerno, Federico Il University of Naples, Italy, contributing to 5
poster presentations at the 9" Joint Meeting, incl. Sex Differentiation 2 (P1-d2-588),
advocates both cosmetic genital surgeries on children and gonadectomies in an Au-
gust 2013 newspaper article: ‘In the first case [PAIS] it's often possible to assign the
male gender, to correct the atypical genitalia surgically and prescribe a hormone
therapy. In the second case [CAIS] it's necessary to assign the female gender and
in puberty we recommend removing the gonads.’°

* In ltaly, there’s a veritable ‘boom’ of cosmetic surgeries on ‘children of “uncertain”
sex’, with ‘50 % growth rate’, and ‘during the last five years, over 350 sex change
surgeries on children under 6 years’ at the Hospital San Camillo-Forlanini in Rome
alone, but due to budgeting problems no qualified psychosocial support, according
to director general Aldo Morrone in a June 2013 article.™

While we are pleased to note that a member of a parent support group was invited to
speak at the 9" Joint Meeting, and recognise this as a small step in the right direction, we
deeply regret that persons concerned and their organisations are once again left out com-
pletely.

We also deeply regret that the 9™ Joint Meeting still fails to adequately address at all the
grave ethical and legal implications of non-consensual cosmetic genital surgeries on chil-
dren with ‘atypical’ sex anatomies (including hypospadias repair), as well as non-consen-
sual imposition of hormones (including prenatal dexamethasone), despite the ongoing
scholarly and public debate. There are many distinguished experts in the field of Ethics
and DSD, e.g. Alice Dreger, Katrina Karkazis or Ellen Feder, as well as legal experts, like
e.g. Anne Tamar-Mattis. Unfortunately, none of these were invited.

In our opinion, this demonstrates a regrettable lack of willingness to listen to critical voices,
let alone to enter into a real debate.

http://link.springer.com/content/pdf/10.1007%2Fs00112-012-2828-9.pdf

8 Berenice B. Mendonca: ‘Advice on the Management of Ambiguous Genitalia to a Young Endocrinologist From
Experienced Clinicians,” Semin Reprod Med. (2012); 30(5):339-350
http://www.medscape.com/viewarticle/772502_7

9 Mendonca BB, Domenice S, Arnhold 1J, Costa EM: ‘46,XY disorders of sex development (DSD)’ Clin Endocrinol
(Oxf). 2009 Feb;70(2):173-87, http://www.aissg.org/PDFs/Mendonca-46XY-DSD-2008. PDF

10 Valeria Pini: ““Non ¢ né maschio né femmina”. E per i genitori diventa un dramma’, 28.08.2013 (translated from
Italian) http://inchieste.repubblica.it/it/repubblica/rep-it/2013/08/28/news/sesso_infanzia-65430232/

11 ‘Boom di bimbi con sesso “incerto”, a Roma un aumento del 50 per cento’, Leggo 20.06.2013,
http://www.leggo.it/NEWS/ITALIA/boom_di_bimbi_con_sesso_quot_incerto_quot a roma aumentano del 50 pe
r_cento/notizie/294638.shtml



For 60 years now, the practice of systematic cosmetic genital surgeries on children with
‘atypical genitals’ persists. In all these years and decades, the clinicians responsible
weren’t able to produce any evidence for the alleged benefits for the children concerned,
not even adequate follow-ups, or even just to disclose bare statistics, but instead insist on
continuing to operate on the basis of mere anecdotal evidence. In addition, until the 1980s,
one of the most common procedures was cosmetic amputation of ‘too big’ clitorises resp.
‘too small’ penises, and with psycho-social rationale similar to such used today to justify
the more ‘modern’ procedures.

For 20 years now, survivors of these surgeries have protested them publicly, describing
them consistently as ‘very harmful’'? '3, ‘traumatizing’4, ‘immensely destructive of sexual
sensation and of the sense of bodily integrity’'® ', and have compared the surgeries and
their effects to female genital mutilation'” (which has been corroborated by international
experts'®), and to child sexual abuse' (which also has been corroborated by studies).
For 20 years now, the clinicians concerned have mainly refused to heed, let alone acknow-
ledge these serious concerns, but instead keep on repeating the same old excuses?', ‘es-
sentially impervious to data’. In addition, until today there has been no reckoning at all re-
garding cosmetic clitoris amputations or any other earlier cosmetic practices.

In the past decade, many reports and statements by Human Rights Advocacy Groups
emerged (for example, Terre des Femmes 200423, San Francisco Human Rights Commis-
sion 200524, CEDAW 20092%°, Amnesty Switzerland 2010%, Amnesty Germany 2010%), as
well as further publications by experts in these fields (such as Hanny Lightfoot-Klein
2003/20082%8, Fana Asefaw 20052, Nancy Ehrenreich/Mark Barr 2005%), all of them con-
cluding that non-consensual cosmetic surgeries on children with ‘atypical’ sex anatomies

12 ISNA: ‘Hypospadias: Parent’s Guide to Surgery’ http://www.isna.org/node/81

13 Tiger Howard Devore: ‘Endless Calls for “More Research” as Harmful Interventions Continue’ (1995),
Hermaphrodites with Attitude, Fall/Winter 1995-96, http://www.isna.org/files/hwa/winter1996.pdf

14 Emi Koyama: ‘Intersex Medical Treatment and Sexual Trauma’

15 Cheryl Chase: Letters from Readers. 1993, The Sciences, July/August, 3,
http://www.isna.org/articles/chase1995a

16 Mauro Cabral: UN 2004 — NGO statement: Intersexuality, http://ilga.org/ilga/en/article/61

17 ISNA’s Amicus Brief on Intersex Genital Surgery (1998) http://www.isna.org/node/97

18 e.g. Hanny Lightfoot-Klein: ‘Children’s Genitals Under the Knife: Cultural Imperatives, Secrecy, and Shame’
(2007), Chapter Nine: Intersex Surgery: For the Good of Whom?, p 167-176

19 Tamara Alexander: ‘The Medical Management of Intersexed Children: An Analogue for Child hood Sexual Abuse’,
http://www.isna.org/articles/analog

20 Arch Sex Behav. (2009) Feb;38(1):16-33, http://www.ncbi.nlm.nih.gov/pubmed/17943433

21 Alice Dreger: ““Ambiguous Sex”—or Ambivalent Medicine?’, The Hastings Center Report May/ Jun 1998, Volume
28, Issue 3 Pages 24-35, http://www.isna.org/articles/ambivalent_medicine

22 Cheryl Chase: ‘What is the agenda of the intersex patient advocacy movement?’ (2002) http://www.isna.org/agenda

23 http://blog.zwischengeschlecht.info/post/2010/07/01/Genitalverstuemmelungen-an-Zwittern-Terre-des-Femmes
%2C-2004

24 http://www.isna.org/files/SFHRC Intersex Report.pdf

25 http://www?2.ohchr.org/english/bodies/cedaw/docs/co/ CEDAW-C-DEU-CO6.pdf

26 http://blog.zwischengeschlechxt.info/post/2010/04/26/Amnesty-Schweiz%3 A-Historischer-Entscheid-f%C3%BCr-
%?22Menschenrechte-auch-f%C3%BCr-Zwitter%21%22

27 http://blog.zwischengeschlecht.info/post/2010/05/26/ Amnesty-Deutschland%3 A-Ebenfalls-historischer-Entscheid-f
%C3%BCr-%22Menschenrechte-auch-f%C3%BCr-Zwitter%21%22

28 Hanny Lightfoot-Klein: Children's Genitals Under the Knife (2008)

29 http://kastrationsspital.ch/public/FGC-intersex 2artikel asefaw hrzan.pdf

30 Nancy Ehrenreich/Mark Barr: ‘Intersex Surgery, Female Genital Cutting, and the Selective Condemnation of
“Cultural Practices”’; http://www.intact-network.net/intact/cp/files/1284898535 66-%20Intersex%20Surgery,
%20Female%20Genital%20Cutting,%20and%20the%20Selective%20Condemnation%200f
%20%E2%80%9CCultural%20Practices%E2%80%9D%20Report%20%282005%29.pdf



constitute a grave violation of their human rights, particularly the children’s right to physical
integrity, and who emphasise the similarities and parallels between such surgeries and the
generally condemned practice of female genital mutilations.

In the last two years alone,

a)

2011 the United Nations High Commissioner for Human Rights (UNHCHR) criti-
cised that ‘intersex children, who are born with atypical sex characteristics’ are sub-
mitted to ‘medically unnecessary surgery, performed without their informed consent,
or that of their parents’™', on the basis of the concluding observations of the Com-
mittee on the Elimination of Discrimination against Women (CEDAW) on Costa
Rica®, as a response to a shadow report by persons concerned.*

2012 the United Nations Committee against Torture (CAT) found non-consensual
cosmetic genital surgeries on children in violation of the Convention against Torture
and Other Cruel, Inhuman or Degrading Treatment or Punishment and recommen-
ded reparations.3*

2012 on behalf of the German Federal Government, the German Ethics Council is-
sued a statement that explicitly acknowledged the physical and psychological suf-
fering of survivors of non-consensual cosmetic genital surgeries on children®s,
stressed their Right to Physical Integrity and the limits of the parent's rights to con-
sent to cosmetic procedures for their children®, and recommended reparations for
survivors®” as well as the suspension of the statutes of limitation until adulthood re-
garding lawsuits by survivors of non-consensual cosmetic genital surgeries on chil-
dren.®®

2012 on behalf of the Swiss Federal Government, the Swiss National Commission
on Biomedical Ethics (NEK-CNE) issued a statement recommending to stop non-
consensual cosmetic genital surgeries on children for psycho-social reasons, and
legislation to achieve this.®

2013 the United Nations Special Rapporteur on Torture (SRT) criticised in a report,
‘Children who are born with atypical sex characteristics are often subject to irrevers-
ible sex assignment, involuntary sterilization, involuntary genital normalizing
surgery, performed without their informed consent, or that of their parents, “in an
attempt to fix their sex”, leaving them with permanent, irreversible infertility and

31 http://www?2.ohchr.org/english/bodies/hrcouncil/docs/19session/A.HRC.19.41 English.pdf

32 http://www?2.ohchr.org/english/bodies/cedaw/docs/co/ CEDAW-C-CRI-CO-5-6.pdf

33 http://intersex.shadowreport.org/post/2012/10/26/Shadow-Report-CEDAW-2011

34 http://www?2.ohchr.org/english/bodies/cat/docs/co/CAT.C.DEU.CO.5_en.pdf

35 German Ethics Council: Empfehlungen 6 und 7 zur medizinischen Behandlung, Stellungnahme "Intersexualitét",
p. 174, http://www.ethikrat.org/dateien/pdf/stellungnahme-intersexualitaet.pdf

36 "Eine erste Einschétzung", http://diskurs.ethikrat.org/2011/06/cine-erste-einschatzung/

37 German Ethics Council: 8.3.8.1. "Entschiadigungsfonds", Stellungnahme "Intersexualitit", p. 164-166,
http://www.ethikrat.org/dateien/pdf/stellungnahme-intersexualitaet.pdf

38 German Ethics Council: Empfehlung 14 zur medizinischen Behandlung, Stellungnahme "Intersexualitét”, p. 176,
http://www.ethikrat.org/dateien/pdf/stellungnahme-intersexualitaet.pdf

39 Swiss National Advisory Commission on Biomedical Ethics: ‘On the management of differences of sex
development’, http://www.bag.admin.ch/nek-cne/04229/04232/index.html?
lang=en&download=NHzLpZeg7t,Inp6I0NTU04212Z6In1ad11Zn4Z2qZpnO2Yuq2Z6gpJ CKfX96f2ym162epYbg2c
_JjJKbNoKSn6A--



causing severe mental suffering.” The report also states, ‘These procedures [genit-
al-normalizing surgeries] are rarely medically necessary, can cause scarring, loss of
sexual sensation, pain, incontinence and lifelong depression and have also been
criticized as being unscientific, potentially harmful and contributing to stigma,’ and
called for legislation.*°

2013 the Australian Senate initiated hearings on involuntary and coerced sterilisa-
tions, which explicitly include medically not necessary treatments on intersex
people*'. Acknowledging the grave concerns, the Senate Committee decided to
publish an individual report exclusively addressing human rights violations and
non-consented medical treatments of children with ‘atypical’ sex anatomies.*?

2013 in Germany a lawsuit by a person concerned against the University Hospital
Erlangen and individual employees for performing an irreversible and medically un-
necessary surgery on the person concerned has been greenlit for trial.

2013 in the U.S.A. a lawsuit has been filed both in federal and state courts against
the South Carolina Department of Social Services, Greenville Hospital System,
Medical University of South Carolina and individual employees for performing an ir-
reversible and medically unnecessary surgery on an infant in the state’s care®.
Contrary to a motion by the defendants to dismiss the federal case, it has now been
officially greenlit by a federal court.*

2013 the German Federal Parliament unanimously referred three proposals to legis-
late against cosmetic genital surgeries on children with ‘atypical’ sex anatomies?*.
All political parties now released statements approving legislation against cosmetic
genital surgeries on children with ‘atypical’ sex anatomies.*®

2013 the Council of the European Union adopted Human Rights Guidelines expli-
citly criticising ‘medically unnecessary surgery, performed without their informed
consent, or that of their parents, in an attempt to “fix” their sex’.#’

We are sure, as professionals you are aware of the growing controversy about non-con-
sensual cosmetic genital surgeries on children with ‘atypical’ sex anatomy also getting bet-
ter known to the general public, as well as of the leaning of the general public regarding
genital mutilation, unethical medical experiments and forced surgeries and sterilisations.

40 http://www.ohchr.org/Documents/HRBodies/HRCouncil/RegularSession/Session22/A.HRC.22.53 English.pdf

41 http://oii.org.au/21727/involuntary-sterilisation/
http://parlinfo.aph.gov.au/parllnfo/search/display/display.w3p;query=Id:%22committees/commsen/86ba4480-3 6ef-
4e72-b25¢e-9fa16219a4ae/0000%22

42 http://oii.org.au/22861/senate-inquiry-sterilisation-update-fgm/
https://senate.aph.gov.au/submissions/comittees/viewdocument.aspx?id=11a2158b-a218-46af-974d-3a900a430945

43 http://aiclegal.org/wordpress/wp-
content/uploads/2012/10/050714 Crawford Complaint Release FINAL FINAL.pdf

44 http://aiclegal.org/aic-announces-important-first-victory-in-mc-case/

45 http://zwischengeschlecht.org/public/Bundestag 17240 TOP-19 Intersex_Protokoll Reden.pdf

46 See statements by party representatives of CDU/CSU, FDP and Greens collected here:
http://blog.zwischengeschlecht.info/post/2013/05/06/Do-16-5-2013-Bundestag-Antrage-Intersex-
Genitalverstummelungen
See also election touchstones 2013: http://blog.zwischengeschlecht.info/public/lsvd_wahl-2013_intersex.png

47 Council of the European Union, ‘Guidelines to Promote and Protect the Enjoyment of All Human Rights by
Lesbian, Gay, Bisexual, Transgender and Intersex (LGBTI) Persons’ document number 11492/13,
http://register.consilium.europa.cu/pdf/en/13/st11/st11492.en13.pdf



It is our understanding, that in your capacity as clinicians you have plenty of patients with
actual medical needs who depend on your professional help, as well as that the 9™ Joint
Meeting Symposium also addresses real medical issues.

Therefore, we would like to suggest respectfully that you consider focusing your efforts on
helping those patients with real medical issues, of whom we are sure that they are deeply
grateful for your services, but on the other hand abandon unethical, inhumane and illegal
practices like non-consensual cosmetic surgeries, gonadectomies, and imposition of hor-
mones on children with ‘atypical’ sex anatomies, while you still can do so on your own
terms. And at the same time start a process of coming to terms with the past of these prac-
tices as a step towards reconciliation.

Thank you for your consideration.
Kind regards

Daniela Truffer, Markus Bauer (corresponding authors)

Founding Members, Human Rights Group Zwischengeschlecht.org
P.O.Box 2122, CH-8031 Zurich, Switzerland
info_at_zwischengeschlecht.org
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