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2 Introduction

We thank the New South Wales Parliament for the opportunity to make this submission on
fertility support and reproductive treatment in New South Wales.

Our submission includes a general overview on innate variations on sex characteristics, to
underpin our analysis and recommendations. We focus in particular on the following areas
in the Select Committee’s terms of reference:!

e current supports available for infertility, including for people with relevant health
issues such as endometriosis or who are undergoing cancer treatment

e education and information available in New South Wales regarding fertility and
assisted reproductive technology

e barriers to accessing assisted reproductive treatment including in vitro fertilization
(IVF) technology and surrogacy

e the regulatory framework for assisted reproductive technology in New South Wales,
including the adequacy of safeguards for families and individuals

About this submission

InterAction for Health and Human Rights is a national charity. We provide psychosocial and
peer support services, and engage in training, information and education, and policy work.

Our name is new, introduced on the merger of Intersex Peer Support Australia into Intersex
Human Rights Australia. Legally we remain registered as Intersex Human Rights Australia
Ltd, a Public Benevolent Institution.

Our submission has been drafted by Dr Morgan Carpenter, our Executive Director with
collaboration and review by the board and staff including Mauro Cabral Grinspan and Gwen
Smith.

Please contact us at info@interaction.org.au in case of any queries or follow-up. We are
happy for this submission to be published in full.

! Select Committee on Fertility Support and Assisted Reproductive Treatment, NSW Parliament,
Inquiry into Fertility Support and Assisted Reproductive Treatment Terms of Reference (11 June 2025)
<https://www.parliament.nsw.gov.au/committees/listofcommittees/Pages/committee-
details.aspx?pk=335#tab-termsofreference>.
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3 Examples and experiences of innate variations of sex
characteristics

The purpose of this section is to provide sufficient understanding to enable consideration of
the impact of laws, policy proposals, and practices affecting people with innate variations of
sex characteristics.

Respondents to a large Australian sociological study of people born with atypical sex
characteristics in 20152 had more than 35 different variations, including 5- alpha-reductase
deficiency, complete and partial androgen insensitivity syndrome (AlS), bladder exstrophy,
clitoromegaly, congenital adrenal hyperplasia (CAH), cryptorchidism, De la Chapelle (XX
Male) syndrome, epispadias, Fraser syndrome, gonadal dysgenesis, hyperandrogenism,
hypospadias, Kallmann syndrome, Klinefelter syndrome/XXY, Leydig cell hypoplasia, Mayer-
Rokitansky-Klster-Hauser syndrome (MRKH, mullerian agenesis, vaginal agenesis),
micropenis, mosaicism involving sex chromosomes, mullerian (duct) aplasia, ovotestes,
progestin induced virilisation, Swyer syndrome, Turner’s syndrome/X0 (TS), Triple-X
syndrome (XXX).

Below we detail the characteristics and experiences of people with several distinct innate
variations of sex characteristics due, in some cases, to their higher frequency, and in one
case due to the existence of relevant Family Court decisions.?

3.1 Androgen insensitivity

Persons with androgen insensitivity syndrome (‘AlS’) have XY sex chromosomes (typically
associated with men), testes (typically intra-abdominal), and a phenotype or physical
appearance that may vary. The majority of people with complete AlS appear to be cisgender
women and a high proportion are heterosexual.* People with partial AIS grow up to
understand themselves in diverse ways, including many women and girls with a largely
typical female phenotype, and people who look and understand themselves in different
ways.

Diagnosis may take place at any point during infancy or childhood (for example, if testes are
mistaken for herniation) or during puberty (due to lack of menstruation). The nature of AIS
means that women with complete AIS (‘CAIS’) will never ‘virilise’ (‘masculinise’) if their
gonads are retained or if they take testosterone replacement therapy. Women and girls
with partial AIS (PAIS) may experience some virilisation if their gonads are retained or if they
take testosterone replacement therapy depending on the degree of insensitivity to

2 Tiffany Jones et al, Intersex: Stories and Statistics from Australia (Open Book Publishers, 2016)
<https://researchers.mg.edu.au/en/publications/intersex-stories-and-statistics-from-australia>.

3 Re Carla [2016] FamCA 7

4 Kerry Warren, ‘Hormones, Experimental Surgery & Heartbreak: What It Means To Be Intersex’,
Whimn (online, 8 November 2017) <http://www.whimn.com.au/talk/think/hormones-experimental-
surgery-heartbreak-what-it-means-to-be-intersex/news-
story/358596586943a2d7a0f738f56f633239>.
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androgens. Men and non-binary people with partial AIS may seek virilisation where this is
possible. Women and other people with ‘higher grades’ of partial AIS have limited capability
for virilisation.

Once diagnosed, people with AIS are frequently subjected to gonadectomies, or
sterilisation. Historically, rates of potential gonadal tumour risk have been overstated,
particularly in the case of complete AlS. Current papers suggest a low gonadal tumour risk of
0.8% associated with the gonads of people with complete AlS®. Following sterilisation,
individuals require hormone replacement to maintain bone health, libido and general
health. Recent peer-reviewed clinical journals have established that rates of gonadal
tumours in people with partial AIS are also so low that they do not justify early prophylactic
sterilisations.®

People with AIS report assumptions behind medical intervention that include the idea that
women and girls with AIS should not have testes. These include assumptions that women
with complete AIS need oestrogen as post-sterilisation hormone replacement, even though
their bodies naturally produced testosterone. People with partial AIS may experience
surgeries and other treatments that fail to respect their self-understandings, values and
preferences.

We are aware of clinical claims that prophylactic sterilisations of women with complete AIS
no longer take place, including claims that such interventions are ‘in the past’. For example,
the Australasian Paediatric Endocrine Group stated:

a trend toward consideration of less genital and gonadal surgery in infants assigned
female, or delaying surgery. It is important to note that current practice has changed
significantly from the past”

However, we are unable to pinpoint any moment in time that divides that past from the
present, and we are unaware of any Australian women with AlS aged under 50 who have
not been sterilised. It was only very recently, in 2019, that a team of clinicians in the United
States published a first management protocol for preservation of gonads in individuals with
AlS.2 We have no evidence that such protocols are being taken up in New South Wales or
the rest of Australia.

> J Pleskacova et al, “Tumor Risk in Disorders of Sex Development’ (2010) 4(4-5) Sexual Development
259.

® Michele A O’Connell et al, ‘Establishing a Molecular Genetic Diagnosis in Children with Differences
of Sex Development: A Clinical Approach’ (2023) 96(2) Hormone Research in Paediatrics 1
(“Establishing a Molecular Genetic Diagnosis in Children with Differences of Sex Development’).

7 Australasian Paediatric Endocrine Group et al, Submission of the Australasian Paediatric Endocrine
Group to the Senate Inquiry into the Involuntary or Coerced Sterilization of People with Disabilities in
Australia: Regarding the Management of Children with Disorders of Sex Development (Submission,
27 June 2013) <http://www.aph.gov.au/DocumentStore.ashx?id=aafe43f3-c6a2-4525-ad16-
15e4210ee0ac&subld=16191>.

8 Erica M Weidler et al, ‘A Management Protocol for Gonad Preservation in Patients with Androgen
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In 2019, a clinical team in Brisbane published a review of cases managed by the Paediatric
and Adolescent Gynaecology Service where, likely following age of diagnosis, ‘In CAIS,
bilateral gonadectomies were most often done at infancy’; all individuals with PAIS were
also subjected to gonadectomies.® Practices in New South Wales are not so clearly
documented in published reports. In the absence of local published documentation, we take
the position that these practices are as plausibly practiced and prevalent in New South
Wales as Queensland.

We are aware of cases where people with AIS have been unaware of their diagnosis, and so
unable to manage key aspects of their life, including the consequences of sterilisation.°

Historically, some women with complete AIS were excluded from competitive sport
following chromosomal tests. Some women with partial AIS remain excluded. Women in
such situations often have no prior knowledge of their variation, and have suffered
humiliation, loss of career and, in at least one documented case, home and relationship.*

Chromosomal testing was abandoned as an unjust method of determining sex before the
end of the twentieth century?? before being reintroduced by World Athletics in recent years.
That reintroduction of testing affects women with partial AIS and some other variations
such as 17-beta hydroxysteroid dehydrogenase 3 deficiency, and 5-alpha reductase
deficiency. This testing is contested, and key evidence supporting testing has been amended
to remove an unsubstantiated claim of what Jeré Longman summarises as a ‘causal
connection between high testosterone levels and enhanced athletic performance among
elite female athletes’.*

3.2 Congenital adrenal hyperplasia

Persons with congenital adrenal hyperplasia and XX chromosomes (typically associated with
women) may also have genitalia that appears ‘virilised’ or atypical. Atypical genitalia, and

Insensitivity Syndrome’ (2019) 32(6) Journal of Pediatric and Adolescent Gynecology 605.

9 T Adikari et al, ‘Presentations and Outcomes of Patients with Disorders of Sexual Development
(DSD) in a Tertiary Paediatric and Adolescent Gynaecology (PAG) Service’ (at the RANZCOG Annual
Scientific Meeting 2019, Melbourne, 2019) <https://ranzcogasm.com.au/wp-
content/uploads/2019/10/243.pdf>.

10 For example, see Faye Kirkland, ‘Intersex Patients “Routinely Lied to by Doctors”’, BBC News
(online, 22 May 2017) <http://www.bbc.com/news/health-39979186>.

11 Maria José Martinez-Patifio, ‘Personal Account A Woman Tried and Tested’ [2005] The Lancet 366.
12 Simpson J et al, ‘Gender Verification in the Olympics’ (2000) 284(12) JAMA 1568.

13 Jeré Longman, ‘Scientists Correct Study That Limited Some Female Runners’, The New York Times
(online, 18 August 2021) <https://www.nytimes.com/2021/08/18/sports/olympics/intersex-
athletes-olympics.html>; BMJ Publishing Group Ltd and British Association of Sport and Exercise
Medicine, ‘Correction: Serum Androgen Levels and Their Relation to Performance in Track and Field:
Mass Spectrometry Results from 2127 Observations in Male and Female Elite Athletes’ (2021) 55(17)
British Journal of Sports Medicine e7 (‘Correction’).
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higher rates of same sex attraction and gender transition are treated as problems in persons
with CAH and XX sex chromosomes.

Children with congenital adrenal hyperplasia (CAH) may necessitate immediate medical
attention from birth to manage salt wasting. Salt wasting is potentially fatal and neonatal
bloodspot screening is being introduced nationally to identify and treat children at risk.*

A 1990 paper by Heino Mayer-Bahlburg entitled Will prenatal hormone treatment prevent
homosexuality? highlights ‘an increase in bisexual and homosexual orientation’ in women
with CAH attributing this to prenatal androgen exposure.?* Research to date has, however,
found that a diverse range of potential factors including genetics and environmental factors,
may be responsible for sexual attraction.'® According to a 2010 paper by clinicians in New
York City:

Without prenatal therapy, masculinization of external genitalia in females is
potentially devastating. It carries the risk of wrong sex assignment at birth, difficult
reconstructive surgery, and subsequent long-term effects on quality of life. Gender
related behaviors, namely childhood play, peer association, career and leisure time
preferences in adolescence and adulthood, maternalism, aggression, and sexual
orientation become masculinized [sic] in 46,XX girls and women with 210HD
deficiency.’”

These characteristics, including behavioural ‘masculinisation” were described as
‘abnormalities’. The paper went on to state:

The rates of gender dysphoria and patient-initiated gender change in this population
are higher than the rates ... in the general population... Genital sensitivity impairment
and difficulties in sexual function in women who underwent genitoplasty early in life
have likewise been reported ... We anticipate that prenatal dexamethasone therapy
will reduce the well-documented behavioral masculinization and difficulties related to
reconstructive surgeries.*®

At the time of a 2013 Senate inquiry, this prenatal therapy was available in Australia. The
Senate sought to end such interventions due to associated cognitive risks to the children

14 Department of Health, Newborn Bloodspot Screening Condition Assessment Summary Congenital
Adrenal Hyperplasia (CAH) (2020)
<https://www.health.gov.au/sites/default/files/documents/2020/02/newborn-bloodspot-screening-
condition-assessment-summary-congenital-adrenal-hyperplasia_0.pdf>.

15 HFL Meyer-Bahlburg, ‘Will Prenatal Hormone Treatment Prevent Homosexuality?’ (1990) 1(4)
Journal of Child and Adolescent Psychopharmacology 279.

16 Christopher Richards, ‘Do Your Genes Control Who You’re Attracted to?’ in Genetic Support
Network of Victoria (ed), Connections (Genetic Support Network of Victoria, 2017) 6
<https://www.gsnv.org.au/media/288183/summer_2017-2018_hr_no_bleed.pdf>.

17 saroj Nimkarn and Maria | New, ‘Congenital Adrenal Hyperplasia Due to 21-Hydroxylase
Deficiency’ (2010) 1192(1) Annals of the New York Academy of Sciences 5.

18 Ibid.
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concerned.'® However, their current status in New South Wales and elsewhere Australia is
undocumented.

These rationales for treatment have proven controversial.?° Future clinical papers appear to
have abandoned disclosure of such rationales — however, the same treatments, including
‘genitoplasties’, persist. This appears to mean that rationales are now simply undisclosed or
poorly documented.

Clitoridectomy or removal or reduction of the clitoris can diminish erogenous sensation,
affecting sexual pleasure and arousal; Postoperative scarring or nerve damage can result in
chronic pain or hypersensitivity, impacting sexual activity, Structural changes may impair the
ability to experience normal sexual function. While these procedures predominantly address
external genitalia and introitus (genital opening), any surgical intervention involving the
genital area carries risks such as infection, scarring, or unintended damage to surrounding
tissues, which can affect future sexual or reproductive health. Although these surgeries
primarily focus on external genital appearance, extensive tissue damage, scarring, or
complications can potentially affect the integrity of the reproductive tract if associated
procedures are involved, indirectly impacting fertility.

Despite acknowledgement of impaired sensation and sexual function, and higher than
typical rates of gender assignment change, at time of writing a resource published by an
agency of the Department of Health in Victoria omits consideration of human rights
concerns and normalises early elective surgeries, stating:

Most surgical correction [sic] is now delayed until 6 months of age or later. Opinion
currently varies between centres as to surgical management options®* (our emphasis)

The New South Wales government publishes no information on practices in New South
Wales hospitals. In the absence of concrete local information, we take the position that
these practices are as plausibly practiced and prevalent in New South Wales as Victoria.

In November 2017, an SBS Insight program on intersex heard from Professor Sonia Grover of
the Royal Children’s Hospital Melbourne, commenting that surgical practices today are
better than they used to be, evading questions about medical necessity and the pre-
empting of personal consent.?? Most research, as in Victoria, occurs with clinicians studying

19 Senate of Australia Community Affairs References Committee, Involuntary or Coerced Sterilisation
of Intersex People in Australia (2013)
<http://www.aph.gov.au/Parliamentary_Business/Committees/Senate/Community_Affairs/Involunt
ary_Sterilisation/Sec_Report/index>.

20 Alice Dreger, Ellen K Feder and Anne Tamar-Mattis, ‘Prenatal Dexamethasone for Congenital
Adrenal Hyperplasia: An Ethics Canary in the Modern Medical Mine’ (2012) 9(3) Journal of Bioethical
Inquiry 277 (‘Prenatal Dexamethasone for Congenital Adrenal Hyperplasia’).

21 safer Care Victoria, ‘Congenital Adrenal Hyperplasia (CAH) in Neonates’ (17 February 2021)
<https://www.safercare.vic.gov.au/clinical-guidance/neonatal/congenital-adrenal-hyperplasia-cah-
in-neonates>.

22 Insight 2017, Ep 31 - Intersex (Directed by Insight SBS, November 2017)
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the outcomes they are interested in, on their own patients, i.e. subject to confirmation and
ascertainment biases. Victorian research has presented information on ‘vibration’ tests on
adolescents and adults, and patient views, in an attempt to justify early interventions, while
also reporting separately on adverse urinary issues.?

International evidence shows that outcomes are ‘not encouraging’.?* Kalfa and others, for
example, have attempted a systematic review but such a review is rendered impossible by a
lack of standardised research methods.?® In their 2024 review in the Journal of Pediatric
Urology, the authors state:

A large study involving 1040 people from the European multicenter dsd-life study
concludes that many people with a range of DSD conditions appear to be dissatisfied
with their sex lives, experience a range of sexual problems and are less sexually active
than the general population [30]. The results in women with CAH seemed to vary, but
in general surgery had a negative effect on sexual function?

Women with CAH, following surgery in early childhood, were also more likely to experience
additional problems with urinary continence and vaginal stenosis (a narrowing of the
vagina).

Kalfa and co-authors describe surgical outcomes that are ‘not encouraging’, how nearly 10%
of women with CAH have no clitoris due to surgical intervention, and how patient-reported
assessments and clinician-reported assessments of outcomes differ:

Within the group undergoing feminization surgery, attempts are also being made to
consider girls with CAH as a separate group. In a recent study reporting the long-term
results of a multicenter European registry study in women with CAH, the results cannot
be interpreted as encouraging [35]. One hundred and seventy-four 46, XX individuals
were included. A gynecological examination was performed in 84 of whom 9.5% had a
missing clitoris, 36.7% had a missing clitoral hood, 22.6% had abnormal large labia
and 23.8% had small labia. In 30% of the total study population, sex life was described
as poor on the basis of patient-reported outcomes, which contrasts with the positive
assessment of outcomes by 97% of clinicians and which emphasizes the need to obtain

<https://www.youtube.com/watch?v=tbiSmmCuiYo&list=PLs348akkootwcPaq6GscWFDoLDCzIH4cF
&t=0s&index=5>; Morgan Carpenter, ‘Fixing Bodies and Shaping Narratives: Epistemic Injustice and
the Responses of Medicine and Bioethics to Intersex Human Rights Demands’ (2024) 19(1) Clinical
Ethics 3 (‘Fixing Bodies and Shaping Narratives’).

23 Morgan Carpenter, ‘From Harmful Practices and Instrumentalisation, towards Legislative
Protections and Community-Owned Healthcare Services: The Context and Goals of the Intersex
Movement in Australia’ (2024) 13(4) Social Sciences 191.

24 Nicolas Kalfa et al, ‘“Adult Outcomes of Urinary, Sexual Functions and Fertility after Pediatric
Management of Differences in Sex Development: Who Should Be Followed and How?’ [2024] Journal
of Pediatric Urology S1477513124000524 (‘Adult Outcomes of Urinary, Sexual Functions and Fertility
after Pediatric Management of Differences in Sex Development’).

25 |bid.

26 |bid.
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the patients’ perspective...The current analysis of long-term outcomes did not take into
account any additional procedures needed later in life after infant surgery. However,
we know that up to 50% of patients after pediatric vaginoplasty require additional
procedures later in life to allow coitus.?”

In our view, these outcomes are unacceptable. Practices (both historic and current) in NSW
are not published, but we can plausibly expect that they are comparable.

Where these interventions occur without personal fully informed consent, the need for such
interventions is not indicated or substantiated. Globally, there remains no accepted
evidence to support surgical practices. For example, a 2016 clinical update states that:

There is still no consensual attitude regarding indications, timing, procedure and
evaluation of outcome of DSD surgery. The levels of evidence of responses given by the
experts are low (B and C), while most are supported by team expertise... Timing, choice
of the individual and irreversibility of surgical procedures are sources of concerns.
There is no evidence regarding the impact of surgically treated or non-treated DSDs
during childhood for the individual, the parents, society or the risk of stigmatization.?

3.3 17-beta hydroxysteroid dehydrogenase 3 and related traits

Persons with 17-beta hydroxysteroid dehydrogenase 3 (17B3-HSD3) have XY chromosomes
and may have genitals that appear at birth to be somewhere between typically female and
typically male. In cases where visible genital variation is evident at birth, the currently
proposed World Health Organization International Classification of Diseases ICD-11
Foundation suggests that gender assignment be made based on a doctor’s assessment of
the technical results of masculinising genitoplasty, and that genital surgeries must occur
early. Elimination via selective embryo implantation during IVF is also stated as possible:

If the diagnosis is made at birth, gender assignment must be discussed, depending on
the expected results of masculinizing genitoplasty. If female assignment is selected,
feminizing genitoplasty and gonadectomy must be performed. Prenatal diagnosis is
available for the kindred of affected patients if causal mutations have been
characterized?

27 |bid.

28 peter A Lee et al, ‘Global Disorders of Sex Development Update since 2006: Perceptions, Approach
and Care’ (2016) 85(3) Hormone Research in Paediatrics 158 (‘Global Disorders of Sex Development
Update since 2006’).

29 Morgan Carpenter, ‘Intersex Variations, Human Rights, and the International Classification of
Diseases’ (2018) 20(2) Health and Human Rights 205; World Health Organization, ‘46,XY Disorder of
Sex Development Due to 17-Beta-Hydroxysteroid Dehydrogenase 3 Deficiency’ in ICD-11 Foundation
(2022) <https://icd.who.int/dev11/f/en#t/http%3a%2f%2fid.who.int%2ficd%2fentity%2f887793448>.
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The Australasian Paediatric Endocrine Group acknowledges such interventions, even while
advising the Senate in 2013 that such early interventions are controversial and known to be
associated with ‘particular concern’ regarding post-surgical sexual function and sensation.3°

Additionally, according to a review paper, rates of gender change in persons with 17-
betahydroxysteroid dehydrogenase 3 deficiency assigned female at birth are ‘39-64% of
cases’.3! This means that children subjected to feminising genitoplasties may not later come
to understand themselves as girls or women.

In 2006, a clinical ‘consensus statement’ described the risk of gonadal tumours associated
with 17B-HSD3 to be 28%, a ‘medium’ risk, recommending that clinicians ‘monitor’ gonads.?
A German multidisciplinary team advised Amnesty International in 2017 that, in any case:

‘cancer risk even for the high risk groups is not so high. We can monitor with
ultrasound and for tumour markers’.*

However, risk levels have reduced since with the effect that contemporaneous clinical
guidance associates gonadectomy with female sex assignment and not gonadal tumour
risks, as stated in material associated with the relevant World Health Organization ICD-11
classification,** and 2016 clinical “consensus” statements.3®

In 2008, in the Family Court case Re Lesley (Special Medical Procedure) [2008] FamCA 1226,
a judge approved the sterilisation of a young child with 17B-HSD3. This was intended to
prevent the child’s body from virilising at puberty. According to a submission by counsel,
the alternative to sterilisation included (at [39]) to:

take no action and allow [Lesley] to virilise and make a determination about her
gender later

That is, sterilisation was not predicated on clinical urgency regarding cancer risk, but instead
to surgically reinforce a female gender assignment and pre-empt later determination. Risks
of gonadal tumour were stated to be ‘significant’ (at [40]).

In 2016, a Family Court judge adjudicated the case Re Carla (Medical procedure) [2016]
FamCA 7. An anonymous government department appeared as a friend of the court. The

30 Australasian Paediatric Endocrine Group et al (n 7).

31 peggy T Cohen-Kettenis, ‘Gender Change in 46,XY Persons with 5a-Reductase-2 Deficiency and
17B-Hydroxysteroid Dehydrogenase-3 Deficiency’ (2005) 34(4) Archives of Sexual Behavior 399.

32 1A Hughes et al, ‘Consensus Statement on Management of Intersex Disorders’ (2006) 91 Archives
of Disease in Childhood 554.

33 Amnesty International, ‘First, Do No Harm: Ensuring the Rights of Children Born Intersex.’ (May
2017) <https://www.amnesty.org/en/latest/campaigns/2017/05/intersex-rights/> (‘First, Do No
Harm’).

34 Carpenter, ‘Intersex Variations, Human Rights, and the International Classification of Diseases’ (n
29); World Health Organization (n 29).

3 Lee et al (n 28).
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judge concluded that parents could authorise the sterilisation of a pre-school (5-year old)
child with 17B-HSD3, surprisingly claiming that ‘it would be virtually impossible to regularly
monitor them for the presence of tumours’ (at [20]). This does not accord with the German
experience, or material in a 2006 clinical ‘consensus statement’ that calls on clinicians to
‘monitor’ gonads of people with this trait (Hughes et al. 2006). The judge drew upon
affidavits from the child’s multidisciplinary team to describe how (at [30]):

It will be less psychologically traumatic for Carla if it is performed before she is able to
understand the nature of the procedure

This indicates a lack of urgency related to tumour potential, in addition to a deliberate
constraint on the capacity of ‘Carla’. Gender stereotyping appears to form the substantive
basis of the decision to sterilise ‘Carla’, including an assumption of a future female gender
identity (at [15]):

a. Her parents were able to describe a clear, consistent development of a female
gender identity;

b. Her parents supplied photos and other evidence that demonstrated that Carla
identifies as a female;

c. She spoke in an age appropriate manner, and described a range of interests/toys
and colours, all of which were stereotypically female, for example, having pink
curtains, a Barbie bedspread and campervan, necklaces, lip gloss and ‘fairy stations’;

d. She happily wore a floral skirt and shirt with glittery sandals and Minnie Mouse
underwear and had her long blond hair tied in braids; and

e. Her parents told Dr S that Carla never tries to stand while urinating, never wants to
be called by or referred to in the male pronoun, prefers female toys, clothes and
activities over male toys, clothes and activities, all of which are typically seen in natal
boys and natal girls who identify as boys.

The judge also expressed, at [18], an assumption of future heterosexuality: ‘Carla may also
require other surgery in the future to enable her vaginal cavity to have adequate capacity
for sexual intercourse’. The judge also stated, when the child was 3-years of age (at [2]):

Surgery already performed on Carla has enhanced the appearance of her female
genitalia. (our emphasis)

This statement is quite extraordinary. This was a clitorectomy and labioplasty (at [16]),
which may sometimes be termed a ‘genitoplasty’ or ‘vulvoplasty’. Australia, in common with
many other countries, maintains a legal prohibition on Female Genital Mutilation (FGM).
FGM refers to all procedures involving partial or total removal of the external female
genitalia or other injury to the female genital organs for ‘non-medical reasons’. In societies

36 World Health Organization et al (eds), Eliminating Female Genital Mutilation: An Interagency
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where female genital mutilation is a norm, it is recognised to be carried out to, inter alia,
enable a woman to fully participate in society, prepare for adulthood, and meet cultural
standards for female appearance.

The World Health Organization and other bodies recognize that medicalization, including as
a form of harm reduction, does not justify female genital mutilation. Yet, girls with intersex
traits are exempt from such protections, including in the Criminal Law of New South Wales,
which permits genital surgery if it ‘is necessary for the health of the person on whom it is
performed and is performed by a medical practitioner’ (Crimes Act 1900 (NSW) s45(3)(a)).
The gender stereotyping evident in Re: Carla (Medical procedure) [2014] FamCA 7
demonstrates a moral hypocrisy in such exemptions. In the absence of concrete local
information confirming such practices do not occur in New South Wales, we take the
position that these practices are as plausibly practiced in New South Wales as elsewhere in
Australia and the world.

The characteristics and health and human rights context for people with 5 alpha reductase
deficiency are substantively the same as the context described above for people with
17BHSD3.

3.4 47,XXY/Klinefelter syndrome

People with Klinefelter syndrome are clinically defined as men with an extra X sex
chromosome (i.e. XXY sex chromosomes, or 47,XXY). Klinefelter syndrome is associated with
small testes, hypogonadism (low sex hormone levels, in this case low levels of testosterone),
and also may be associated with cognitive issues such as ADHD, and a range of other health
risks.?” As with other innate variations of sex characteristics, the innate physical
characteristics of people with XXY are socially stigmatised. Men with Klinefelter syndrome
have poorer socioeconomic outcomes;3® this 2015 clinical review states that 90% of people
with Klinefelter syndrome are diagnosed after age 15, and only a quarter of individuals
expected to have this variation are ever diagnosed.

It is possible that persons with XXY who are not diagnosed may potentially escape some
stigma associated with the variation; alternatively, they may either suffer stigma in silence,
or clinical signs may be skewed towards those evident in people more likely to be
diagnosed.

Not all people with XXY sex chromosomes understand themselves to be male*® but, due to
the current medical paradigm that assumes all people with XXY chromosomes are male,

Statement (World Health Organization, 2008) (‘Eliminating Female Genital Mutilation’).

37 Anne Skakkebaek, Mikkel Wallentin and Claus H Gravholt, ‘Neuropsychology and Socioeconomic
Aspects of Klinefelter Syndrome: New Developments’ (2015) 22(3) Current Opinion in Endocrinology
& Diabetes and Obesity 209 (‘Neuropsychology and Socioeconomic Aspects of Klinefelter
Syndrome’).

38 |bid.

39 5 Rottger et al, ‘An SRY-Negative 47,XXY Mother and Daughter’ (2000) 91 Cytogenetics and Cell
Genetics 204.
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women with XXY and people who understand themselves in other ways face additional
challenges in accessing appropriate medical care, with their health and social experiences
needs largely unreported.

In 2003, reports emerged, originally in the Western Australian newspaper, that Alex
MacFarlane, a person with XXY sex chromosomes living in Perth Hills who identified as
‘androgynous’, received the first ‘X’ passport.*® Alex had received a birth certificate from
Victoria stating ‘indeterminate — also known as intersex’. Julie Butler, writing for Western
Australian, stated:

Not all 47XXY people identify as androgynous. Some perceive themselves as male or
female, and many, like Alex, were surgically altered at birth to appear male or
female.**

A legal conflation of intersex with a third category of sex (and with ‘indeterminate sex’)
evident in the birth certification is unfortunate in that it fails to acknowledge the diversity of
the population of people with intersex variations. It should never be inferred from this
development that all people with XXY, nor all people with innate variations of sex
characteristics, wish to be marked as neither female nor male.

People with 47,XXY have significantly impaired fertility. Micro-TESE, an invasive method of
extracting viable gametes from testes,*? can be employed during only a brief window of
opportunity during adolescence. Limited support is available for this via the MBS and public
hospitals, but costs can be prohibitive.

3.5 46,X0/Turner syndrome

Persons born with Turner syndrome are individuals who have a genetic condition where one
of the X chromosomes is missing or partially missing. This condition affects females and can
lead to a variety of physical and developmental differences, including short stature, ovarian
dysfunction, and specific physical features. Turner syndrome occurs randomly and is not
inherited.

Women with Turner syndrome are often diagnosed at puberty, when menstruation fails to
occur. In such cases, a preliminary diagnosis based on physical characteristics (such as short
stature, webbing of the neck and/or cubitus valgus) will typically be confirmed through
diagnostic genetic testing. Diagnosis may occur in utero when genetic testing is undertaken
to screen for sex and genetic conditions.

Turner syndrome is associated in the literature with significantly increased risk of heart
disorders, such as aortic dissection, and has been associated with evidence of reduced life

40 Julie Butler, ‘X Marks the Spot for Intersex Alex’, The West Australian (Perth, Western Australia, 11
January 2003).

4 Ipid.

42 Hakan Ozveri et al, ‘Outcomes of Micro-Dissection TESE in Patients with Non-Mosaic Klinefelter’s
Syndrome without Hormonal Treatment’ (2015) 8(4) International Journal of Fertility & Sterility 421.
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expectancy.*® Early literature finding significantly increased risks of gonadal cancer have
been challenged, and it is now more common for surgical removal to be confined to cases of
mosaic Turner women with streak ovaries.* Lifetime estrogen therapy is commonly
prescribed for Turner women. Turner syndrome women can expect early hearing loss and
may suffer the psycho-social side-effects associated with hearing loss.

3.6 Mayer Rokitansky Kuster Hauser (MRKH) syndrome/Vaginal agenesis

People born with MRKH syndrome are usually assigned female at birth. They have 46,XX
chromosomes, functional ovaries and typical vulvas, but their uterus and vagina can be
underdeveloped or absent. Secondary sex characteristics (such as breast development and
body shape) occur as expected during puberty. This presentation is known as MRKH Type 1.
A different form, known as MRKH Type 2, can involve renal, skeletal, cardiac and/or hearing
issues.

MRKH occurs in around 1 in 4000-5000 female registered births annually. Most people find
out they have MRKH or a related trait in their mid to late teenage years, usually due to the
lack of menstruation (primary amenorrhea). Diagnosis is confirmed through physical exams,
imaging (like ultrasound or MRI), and sometimes genetic testing. People with MRKH Type 2
can be diagnosed earlier due to its renal, skeletal and/or hearing manifestations The exact
cause of MRKH syndrome is unknown, but it is thought to involve genetic factors.

While MRKH syndrome prevents typical conception and pregnancy due to the absence of
underdevelopment of the uterus, there are several reproductive options available*:

e Eggs retrieval: people with MRKH can use their own eggs, retrieved via IFV. Eggs can
be immediately used, or frozen to be used later in life. Pregnancy can be achieved
through surrogacy or reciprocal IVF with a partner who has a uterus.

e Uterus transplantation: Uterus transplantation is a groundbreaking surgical
procedure that involves transplanting a healthy uterus from a donor into a person
with uterine factor infertility, such as those with MRKH syndrome.*® Donors can be

43 WH Price et al, ‘Mortality Ratios, Life Expectancy, and Causes of Death in Patients with Turner’s
Syndrome’ (1986) 40(2) Journal of Epidemiology and Community Health 97.

44 Turner syndrome with mosaicism is a variation of Turner syndrome where only some of the body's
cells have the missing or incomplete X chromosome, while others have the normal two sex
chromosomes (typically XX). This means that individuals with mosaic Turner syndrome may have a
mixture of normal and affected cells, which can lead to a “milder” presentation of symptoms and
physical features compared to those with classic Turner syndrome. The degree of mosaicism can
influence the severity of physical, developmental, and reproductive differences.

4> Herlin MK, Petersen MB, Brannstrom M. Mayer-Rokitansky-Kiister-Hauser (MRKH) syndrome: a
comprehensive update. Orphanet J Rare Dis. 2020 Aug 20;15(1):214. doi: 10.1186/s13023-020-
01491-9. PMID: 32819397; PMCID: PMC7439721.

46 Barragan-Wolff, M., Espinosa-Cervantes, M. S., Acevedo-Gallegos, S., Rodriguez-Sibaja, M. J.,
Lumbreras-Marquez, M. |., & Ito-Esparza, M. J. (2024). Uterus transplantation: A scoping review
focused on obstetric outcomes. International journal of gynaecology and obstetrics: the official
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living (often a family member or close friend) or deceased. Babies are typically
delivered via caesarean section to avoid complications. After one or two successful
pregnancies, the uterus may be removed to reduce the need for long-term
immunosuppressive therapy. The first successful uterus transplantation leading to a
live birth was reported in Sweden in 2014. Since then, several successful cases have
been documented worldwide. The Royal Hospital for Women in Randwick was the
first to perform a uterus transplant in Australia.*’

Research on stem cells is being conducted to explore uteri reconstruction using individual-
specific endometrial cells.

Vaginal reconstruction:
There are procedures that allow for the reconstruction of the vagina.

¢ Vaginal dilation: it can involve different methods, such as the use of progressive
dilators, acrylic olives internally attached, or the introduction of inflatable bulbs
expanded against the pelvic region. Dilation is typically recommended as the first-
line treatment because they are less invasive and have high success rates, but it also
requires the person’s long-term commitment with treatment, which can be
physically, psychologically and/or emotionally uncomfortable.

e Surgical procedures using the individual’s tissues (such as grafts from split-skin,
bowel, peritoneal or labia majora). In some cases, biodegradable or synthetic
nonabsorbable grafts can be used (for example, using a biological mesh derived from
animal’s dermal tissue. Surgical procedures are generally safe, but they usually
require post-surgical dilation for a variable period. Negative outcomes can involve
pain, dryness, excessive discharge and/or secondary damage to the organ providing
the graft (for example, the bowel).

o These procedures must only be performed at the request of the person concerned,
and under conditions that guarantee their full and informed consent. People with
MRKH exploring their options for vaginal reconstruction should be provided with
complete and reliable information about available procedures, including their
duration, time commitment, pain levels and treatments, possible impact on their
health and wellbeing, and realistic expectations. Timing should always be tailored to
the person’s specific needs, values, preferences, and circumstances. Currently, these
procedures are usually performed during adolescence or early adulthood; under no
circumstances vaginal reconstruction should be performed under childhood, as the
procedure is not medically necessary, cannot be performed with the person’s full
consent, can have extremely negative physical and psychological health

organ of the International Federation of Gynaecology and Obstetrics, 167(3), 921-933.
https://doi.org/10.1002/ijgo.15752

47 South Eastern Sydney Local Health District, ‘The Royal Celebrates Australia’s First Uterus
Transplant’, NSW Health - South Eastern Sydney Local Health District (Undated)
<https://seslhd.health.nsw.gov.au>.
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consequences, including urinary incontinence, chronic pain, insensitivity and post-
surgical trauma.

e Access to psychological and emotional support are key to ensure that all people with
MRKH syndrome can take free and informed decisions about their own bodies and
lives. Decision-making processes are many times negatively affected by several
factors -such as harmful stereotypes, including those related to the identification
between vaginal intercourse and heterosexuality, or between pregnancy and
womanhood; pressure from parents, doctors, partners and/or peers; media
representation and coverage on issues concerning people with MRKH syndrome

While most people born with MRKH syndrome understand themselves as women, some are
men, gender non-binary or gender diverse. In the same way, people born with MRKH have
all kinds of sexual orientations, and establish all kind of sexual and affective relationships.
Access to reproductive and/or reconstructive treatments should be granted to all people
with MRKH, with independence of their gender identity, gender expression, sexual
orientation or sexual-affective status -- including people who do not identify as women,
asexual people and single people).

3.7 Hypospadias

People born with hypospadias usually have a Y chromosome, descended or undescended
testes, and a penis where the opening of the urethra (meatus) is not located at the tip of the
glans but on the underside of the penile shaft, scrotum, or perineum.

Around the world, the primary treatment for hypospadias is surgical “repair”, usually
performed in childhood, and generally before 18 months of age. “Hypospadias repairs”
usually include repositioning the urethral meatus at the tip of the penis gland and, in some
cases, modifying the penile curvature. Rationale for surgery includes allowing the child to
stand to pee, as a way of promoting the healthy development of a male identity, and
avoiding stigma and discrimination. A 2013 clinical submission to a Senate inquiry, for
example, framed rationales for this surgery as “for the purpose of appearance” and also
“functional”, but functionality was indicated to mean “standing up to urinate”, which is
more properly a cultural or social norm:

Indications for surgery in DSD involve [...] surgery for the purpose of appearance
including reduction of an enlarged clitoris or repair or construction of a urinary outlet
to the end of the penis. [...]*

The purpose of these procedures is for functional reasons such as to allow a male
individual to urinate while standing, and for psychosocial reasons such as to allow the
child to develop without the psychosocial stigma or distress which is associated with
having genitalia incongruous with the sex of rearing.*

48 Australasian Paediatric Endocrine Group et al (n 7).
9 1bid.
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The same submission reported “particular concern” regarding post-surgical sexual function
and sensation:

There is limited evidence reporting long-term outcomes of early surgical management
for reasons of appearance. The few outcome studies reported have conflicting results
of good and poor outcomes (cosmetic, sexual, or psychological), with particular
concern regarding sexual function and sensation.*°

Hypospadias repair surgeries can have several potential complications and negative
outcomes, including fistulas, urine leakage, narrowing of the urethra and/or the meatus due
to scar tissue, poor cosmetic outcomes, pain, damage to nerves or scar tissue impairing
erectile function; penile sensitivity can be also reduced due to the effect of scar tissue
and/or surgical trauma.

Clinical reporting of outcomes has largely relied on small scale studies conducted by
surgeons of their patients, in youth too young to establish long-term outcomes.>* These are
subject to confirmation bias. Patient participation in clinical research is also impacted by
limited or absent disclosure and experience of adverse outcomes.> While some of these
factors cannot be addressed by clinical research, some larger-scale clinical research has
recently been published in Europe. The results are deeply troubling. The research reported:

Of the participants, 84 underwent hypospadias surgery, 86 orchidopexy, 52
gonadectomy and 32 breast reduction (combinations possible). Physicians evaluated
anatomical appearance at genital examination as poor in approximately 11% of
patients. After hypospadias surgery, 38% of participants reported that they were (very)
dissatisfied with anatomical appearance and 20% with function. The physician and
patient evaluations were moderately correlated (r = 0.43).%

The discussion on hypospadias surgery identified high complication rates:

Almost all who underwent this surgery for DSD had ambiguous genitalia at birth,
indicating severe hypospadias, and underwent surgery at an early age. Hypospadias
reconstruction was performed in 84 males, with revisions in 60%, which is what would
be expected based on the literature [27]. In the present study, no definitive conclusion
about complications and revision procedures after hypospadias surgeries and technical
approaches can be drawn because of insufficient data, but our limited results are in

5 1bid.

5! John Hutson, ‘Short, Medium and Long-Term Outcomes for DSD at The Royal Children’s Hospital’ in
John Hutson et al (eds), Disorders|Differences of Sex Development: An Integrated Approach to
Management (Springer, 2020) 305 <https://doi.org/10.1007/978-981-13-7864-5_23>.

52 Lee et al (n 28); Morgan Carpenter, Cynthia Kraus and Brian D Earp, ““Should We Correct Hypospadias
during Childhood?” A Question of Facts and Values’ (2024) 20(3) Journal of Pediatric Urology 432
(““Should We Correct Hypospadias during Childhood?’); Morgan Carpenter, Cynthia Kraus and Brian D
Earp, ‘Reply to Hadidi’ (2024) 20(3) Journal of Pediatric Urology 435.

53Tim C van de Grift et al, ‘Masculinizing Surgery in Disorders/Differences of Sex Development: Clinician-
and Participant-Evaluated Appearance and Function’ (2022) 129(3) BJU International 394 (‘Masculinizing
Surgery in Disorders/Differences of Sex Development’).
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concordance with the literature on frequency of redo procedures and with stenosis and
fistulae being the main reason for revision [8—10].>

Long term outcomes are not meaningfully ascertainable until adulthood, in particular due to
physical growth and other changes in genital anatomy during puberty. Such growth has
been associated directly to the development of urethral strictures (a narrowing of the
urethra). Numbers of surgeries per respondent were high:

The mean number of surgeries per person was 5.3, but ranged from one to 60
procedures, with the highest numbers among men who underwent surgery for
hypospadias.*

On genital sensitivity and experiences of pain, outcomes are troubling:

One not so frequently described finding may be of interest, namely, the affected glans
sensitivity after hypospadias surgery in seven of 74 participants; pain, in particular,
was exclusively described in the group that underwent surgery. The finding that fewer
than half of participants seemed to have normal sensitivity and one-third claimed a
sensitivity as compared to the inner thigh could be a reason for dissatisfaction of
function and sexual dysfunction. *¢

On dissatisfaction within the non-random sample of participants:

Dissatisfaction often remains high after hypospadias surgery, especially with regard to
appearance and sexuality, and this was confirmed in the present study. Most patients
have no insight into preoperative status as surgery was performed early in life, which
also gives them no experience of being non-operated.

Repairing damage produced by surgical interventions usually requires performing additional
interventions, contributing the large number of surgeries experienced by people with
hypospadias across their lifespan. People with hypospadias can face one or more challenges
to their fertility, including those associated with narrowed urethra and meatus, erectile
disfunctions, impaired ejaculations and scar tissue affecting the penis size and functionality.

4 Common health issues related to fertility and assisted
reproductive technologies

In the context of fertility, infertility and assisted reproductive technologies, many common
issues are faced across diagnoses:

e The impact of innate traits and iatrogenic interventions on fertility and infertility

5 Ibid.
% Ibid.
% Ibid.
5 Ibid.
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e Difficulties in accessing treatments, due to technological limitations, and technical
and cost factors

e The role of stigma in decision-making around treatment, including postnatal surgical
and hormonal interventions, and prenatal elimination

e Intersectional discrimination compounding innate variations of sex characteristics
with sexual orientation, gender identity and gender expression (for example,
persons with CAH who are lesbian or gender diverse can face compounded stigma
and discrimination when attempting to access reproductive health services.

e Other forms of compounding stigma and discrimination affect people with innate
variations of sex characteristics who are disabled, obese or overweight, and/or
belong to racialised communities, including Indigenous people.

These are not universal, and individuals have a wider range of values and preferences for
treatment, which are evident also in views on fertility and infertility, however, these are
widespread and consistent themes irrespective of diagnosis.

4.1 Non-urgent surgical interventions and their impact on fertility

Feminising interventions and interventions based on exaggerated and obsolete data on
gonadal cancer risks can remove individuals’ choices for reproduction.

This can include the removal of gonads considered atypical for registered sex, for example,
removal of testes in children with 5-alpha reductase deficiency and 17-beta hydroxysteroid
dehydrogenase 3 deficiency registered female at birth.

Human rights-based approaches to changing clinical practices promise to ensure that more
people with innate variations of sex characteristics reach puberty in a position to make their
own choices about fertility, sexual and reproductive health, and medical interventions.

In 2021, the Australian Human Rights Commission (AHRC) made 12 recommendations in a
report, ‘Ensuring health and bodily integrity’>® aimed at ensuring a human rights-based
approach to decision-making on medical interventions. The report builds on
recommendations of an earlier Senate committee inquiry on the ‘Involuntary or coerced
sterilisation of intersex people’.* To date, the recommendations of neither report have been
implemented.

Some early surgical interventions are necessary for physical health and well-being, or
permissible with personal informed consent, but others are justified through appeals to
gender stereotypes and medical eminence, and overly loose conceptions of medical

>8 Ensuring Health and Bodily Integrity: Towards a Human Rights Approach for People Born with
Variations in Sex Characteristics (Australian Human Rights Commission, 2021)
<https://humanrights.gov.au/intersex-report-2021> (‘Ensuring Health and Bodily Integrity’).

> (n19).
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necessity and therapeutic treatment that permit these as rationales for treatment and
consented to by parents or carers.®® There is no firm evidence base for current medical
practices.®!

Doctors specialising in aspects of physical health have argued that psychosocial factors and
mental health are appropriate reasons for early surgical intervention, but professional
bodies of psychiatrists and psychologists have rejected these rationales.

Additionally, the AHRC report found it necessary to refute a straw man argument, that some
advocates want ‘a complete moratorium on all genital/gonadal surgery until the individual is
able to give informed consent’.%® Citing a submission by the Australasian Paediatric
Endocrine Group, the AHRC commented:

Some stakeholders seemed to base their opposition to any legal sanctions on the
premise that all medical interventions modifying sex characteristics would be
prohibited, in all circumstances.675 However, neither the Commission nor any
stakeholders have advocated such a blanket prohibition.*

The 2021 AHRC and 2013 Senate committee reports provide a firm basis for legislative
reform, and associated oversight, treatment standards, and resourcing of peer and family
support and advocacy. The AHRC state that:

There is real risk that, without changes to oversight mechanisms, interventions will
continue to be made that are not medically necessary and which could have been
deferred under a precautionary approach. Current practice has included interventions
that are based on psychosocial rationales, such as gender-conforming treatments. [...]
current international and Australian clinical guidance allows clinicians to take
psychosocial factors, such as cultural or social pressure, into account as relevant when
considering whether an intervention should be proposed.®

The AHRC recommendations are in line with recommendation to Australia by UN Treaty
Bodies. UN Treaty Body recommendations to Australia by the Human Rights Committee,®®
Committee on the Rights of the Child,’” the Committee on the Elimination of Discrimination

60 Australian Human Rights Commission (n 58) 44 and 74.

61 |bid 74 and 119; Lee et al (n 28) 176.

62 Australian Human Rights Commission (n 58) 78 and 81.

63 Komal A Vora et al, ‘Role of Cross-campus Multidisciplinary Team Meetings in Decision-making for
Children and Adolescents with Differences of Sex Development/Intersex’ (2021) 57 Journal of
Paediatrics and Child Health 1402; Komal A Vora and Shubha Srinivasan, ‘A Guide to
Differences/Disorders of Sex Development/Intersex in Children and Adolescents’ (2020) 49(7)
Australian Journal of General Practice 417.

64 Australian Human Rights Commission (n 58) 131.

®5 |bid 120.

66 Concluding Observations on the Sixth Periodic Report of Australia (No CCPR/C/AUS/CO/6, 1
December 2017).

67 Concluding Observations on the Combined Fifth and Sixth Periodic Reports of Australia (No
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against Women® and the Committee on the Rights of Persons with Disabilities® leave no
doubt that involuntary and unnecessary medical treatments on people with innate
variations of sex characteristics are discriminatory, fail to protect the integrity of the person,
and are ‘harmful practices’ that must be prohibited. For example, CEDAW stated to
Australia in 2018:

The Committee urges that the State party to [...] Adopt clear legislative provisions that
explicitly prohibit the performance of unnecessary surgical or other medical procedures
on intersex children before they reach the legal age of consent, implement the
recommendations made by the Senate in 2013 on the basis of its inquiry into the
involuntary or coerced sterilization of intersex persons, provide adequate counselling
and support for the families of intersex children and provide redress to intersex persons
having undergone such medical procedures.”

None of these recommendations have been implemented in New South Wales.

The Australian Capital Territory government has enacted legal reforms to protect the
reproductive rights and choices of children with many innate variations of sex
characteristics.’* The Victorian government has also made commitments to reform,”? and
legislation is expected to be introduced into the Victorian Parliament before the end of
2025.

The NSW LGBTIQ+ Health Strategy 2022-2027 made commitments noting “a need to
recognise and respond to practices of unnecessary and deferrable medical interventions,
undertaken in infancy and childhood, to ‘normalise’ the appearance of intersex bodies”.”?
However, this does not specifically address reproductive rights and, despite the best efforts
of intersex community-controlled organisations, there are no tangible efforts or outcomes
to report and we are now 3.5 years into the 5-year strategy.

People with innate variations of sex characteristics can also be impacted on their
reproductive health by other factors, including:

CRC/C/AUS/CO/5-6, 1 November 2019).

68 CEDAW, Concluding Observations on the Eighth Periodic Report of Australia (No
CEDAW/C/AUS/CO/8, 25 July 2018).

89 Concluding Observations on the Combined Second and Third Reports of Australia (No
CRPD/C/AUS/CO/2-3, 23 September 2019).

70 Committee on the Elimination of Discrimination against Women (n 68) 26.

7L ACT Health, ‘Protecting the Rights of People with Variations in Sex Characteristics’ (6 March 2024)
<https://www.act.gov.au/health/providing-health-care-in-the-act/treatment-and-clinical-
information/restricted-medical-treatments-for-people-with-variations-in-sex-characteristics>.
2 Department of Health, (/) Am Equal: Future Directions for Victoria’s Intersex Community (July
2021) <https://www?2.health.vic.gov.au/about/publications/factsheets/i-am-equal>.

73 NSW Health, NSW LGBTIQ+ Health Strategy 2022-2027 (2022)
<https://www.health.nsw.gov.au/Igbtig-health/Pages/default.aspx>.
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e Past and/or present experiences of trauma in medical settings (for example, those
associated with breaches in their privacy, unnecessary physical examinations,
invasive physical explorations, and all kind of medical interventions performed
without their full informed consent and without therapeutic goals). Those
experiences can severely diminish or exhaust those people’s capacity to engage with
health providers, including those focused on fertility.

e Misinformation or lack of information about their conditions (including its
inheritability and potential risks) as well as about treatments and procedures
performed to them, and their real impact on fertility.

Our position

Our position is set out in the 2017 Darlington Statement, an Australian — Aotearoa/New
Zealand intersex community declaration, where we call for a set of interrelated reforms:

e prohibition as a criminal act of deferrable medical interventions, including
surgical and hormonal interventions, that alter the sex characteristics of infants
and children [born with variations of sex characteristics] without personal
consent

e mandatory independent access to funded counselling and peer support [i.e.
resourcing of intersex-led organisations to provide peer support, systemic
advocacy and services]

e appropriate human rights-based, lifetime, intersex standards of care with full
and meaningful participation by intersex community representatives and
human rights institutions

e independent, effective human rights-based oversight mechanism(s) to
determine individual cases involving persons born with intersex variations who
are unable to consent to treatment, bringing together human rights experts,
clinicians and intersex-led community organisations 7

Our position is also reflected in the 2017 Yogyakarta Principles plus 10, notably Principle 32:

Everyone has the right to bodily and mental integrity, autonomy and self-
determination irrespective of sexual orientation, gender identity, gender expression or
sex characteristics. Everyone has the right to be free from torture and cruel, inhuman
and degrading treatment or punishment on the basis of sexual orientation, gender
identity, gender expression and sex characteristics. No one shall be subjected to
invasive or irreversible medical procedures that modify sex characteristics without

7% AIS Support Group Australia et al, Darlington Statement (March 2017)
<https://darlington.org.au/statement>.
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their free, prior and informed consent, unless necessary to avoid serious, urgent and
irreparable harm to the concerned person.’

Principles 32 elaborates the following State Obligations:

A) Guarantee and protect the rights of everyone, including all children, to bodily and
mental integrity, autonomy and self-determination;

B) Ensure that legislation protects everyone, including all children, from all forms of
forced, coercive or otherwise involuntary modification of their sex characteristics;

C) Take measures to address stigma, discrimination and stereotypes based on sex and
gender, and combat the use of such stereotypes, as well as marriage prospects and
other social, religious and cultural rationales, to justify modifications to sex
characteristics, including of children;

D) Bearing in mind the child’s right to life, non-discrimination, the best interests of the
child, and respect for the child’s views, ensure that children are fully consulted and
informed regarding any modifications to their sex characteristics necessary to avoid or
remedy proven, serious physical harm, and ensure that any such modifications are
consented to by the child concerned in a manner consistent with the child’s evolving
capacity;

E) Ensure that the concept of the best interest of the child is not manipulated to justify
practices that conflict with the child’s right to bodily integrity;

F) Provide adequate, independent counselling and support to victims of violations,
their families and communities, to enable victims to exercise and affirm rights to bodily

and mental integrity, autonomy and self-determination; 7°

Developments in reports by the Australian Human Rights Commission, and the ACT and
Victorian governments reflect consideration of these principles.

Action to implement these reforms will, over time, enable more people with innate
variations of sex characteristics to avail of novel assisted reproductive technologies.

4.2 Difficulties in accessing treatment, for example, due to impaired fertility

Women with Mayer Rokitansky Kuster Hauser syndrome (vaginal agenesis) may benefit
from uterus transplantation and support for surrogacy. Men with 47,XXY can benefit from

75 Yogyakarta Principles, The Yogyakarta Principles Plus 10: Additional Principles and State
Obligations on the Application of International Human Rights Law in Relation to Sexual Orientation,
Gender Identity, Gender Expression and Sex Characteristics, to Complement the Yogyakarta Principles
(2017) <http://www.yogyakartaprinciples.org/principles-en/yp10/>.

78 bid.
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certain invasive fertility preservation technologies during a brief window of opportunity
during puberty.

Access to these interventions is expensive, and availability may be limited or absent.

Our position is that these technologies should be available, where individuals are able to
consent to treatment,

4.3 Discrimination in the application of assisted reproductive technologies

Current clinical practices indicate that clinicians may present the birth of a child with an
intersex variation as an adverse outcome to be prevented. In our view, people with intersex
variations are capable of living happy, fulfilling lives and such beliefs are predominantly
grounded in stigmatising views about bodily diversity. The rationales for the elimination of
intersex traits via genetic screening technologies frequently mirror the rationales for
postnatal genital and gonadal surgeries — that is, they are grounded in the idea that it is
wrong to grow up with atypical sex characteristics.

In many cases, intersex traits are considered suitable for elimination from the gene pooal,
and they may be offered to families and siblings of individuals with an identified intersex
trait. IVF and other forms of genetic screening may eliminate sex chromosome variations.
Examples include:

e Androgen insensitivity, 5a-reductase deficiency (5a-RD2) and 17B-hydroxysteroid
dehydrogenase 3 deficiency (17B-HSD3) can be determined via specific tests that
may be proposed if siblings or family members have a relevant diagnosis. These
traits appear to be considered suitable for elimination, but there are no substantive
health or quality of life factors justifying elimination other than risk of forced medical
interventions (for which we read risk of stigmatisation) to underpin these
rationales.”

e Sex chromosome variations, such as 47XXY (Klinefelter) and 45X0 (Turners) can be
established via IVF and other tests. These traits are sometimes associated with
cognitive and physical health issues, for example, 47XXY is associated with
hypogonadism and a range of other issues, but there are low overall rates of
diagnosis for this variation.” Low rates of diagnosis may be linked to varying
expression of the trait. Sex chromosome variations are also associated with higher
rates of miscarriage.

7 Carpenter, ‘Intersex Variations, Human Rights, and the International Classification of Diseases’ (n
29).

78 Claus H Gravholt et al, ‘Klinefelter Syndrome - Integrating Genetics, Neuropsychology and
Endocrinology’ [2018] Endocrine Reviews; Amy S Herlihy et al, ‘The Prevalence and Diagnosis Rates
of Klinefelter Syndrome: An Australian Comparison’ (2011) 194(1) Medical Journal of Australia
<https://www.mja.com.au/journal/2011/194/1/prevalence-and-diagnosis-rates-klinefelter-
syndrome-australian-comparison> (‘The Prevalence and Diagnosis Rates of Klinefelter Syndrome’).
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e Inthe case of congenital adrenal hyperplasia, prenatal treatment with
dexamethasone may be offered to minimise physical expression of the trait. This
treatment is controversial as it has been directly associated with consequences for
the future child’s behaviour and sexual orientation,” cognitive development® and
fertility .. Siblings and other family members may also be offered genetic screening.
Congenital adrenal hyperplasia can be associated with salt wasting, which is
potentially fatal if not treated — genital surgeries are incapable of addressing this
issue.

e A 2016 Australian study reported an increase in the percentage of individuals with
intersex variations receiving a genetic diagnosis from 13% to 35% 2.

There is a long history of clinical research into the prenatal or genetic origins of sexual
orientation and gender identity, much of it drawing directly upon research on variations of
sex characteristics or problematising sexual orientation or gender identity in people with
intersex variations.®

While the NHMRC ethical guidance suggests that quality of life be considered in determining
the seriousness of a ‘genetic abnormality’ and assessing whether or not it should be
eliminated.® However justifications for elimination typically rely on stigma and social
stereotypes. In Victoria, the 2019 Gorton review of assisted reproductive treatment in that
jurisdiction heard concerns about genetic deselection and asserted:

Stakeholders were also concerned about the potential deselection of embryos with
some intersex variations. While the Act prohibits selection on the basis of sex, there
were concerns that some intersex variations are classified as serious genetic
abnormalities and screened out on that basis. While clinicians informed the Review
that this deselection is not happening in practice, these concerns do highlight the need
for more information regarding how and why embryos are chosen for implantation
above others, to ensure that intended parents are fully informed about their fertility
journey. Further consultation with people with intersex variations may be required to
fully understand this issue

79 Nimkarn and New (n 17); Dreger, Feder and Tamar-Mattis (n 20).

80 Dreger, Feder and Tamar-Mattis (n 20); Tatja Hirvikoski et al, ‘Prenatal Dexamethasone Treatment
of Children at Risk for Congenital Adrenal Hyperplasia: The Swedish Experience and Standpoint’
(2012) 97(6) The Journal of Clinical Endocrinology & Metabolism 1881 (‘Prenatal Dexamethasone
Treatment of Children at Risk for Congenital Adrenal Hyperplasia’).

81 Marine Poulain et al, ‘Dexamethasone Induces Germ Cell Apoptosis in the Human Fetal Ovary’
(2012) 97(10) The Journal of Clinical Endocrinology & Metabolism E1890.

82 Stefanie Eggers et al, ‘Disorders of Sex Development: Insights from Targeted Gene Sequencing of a
Large International Patient Cohort’ (2016) 17(1) Genome Biology (‘Disorders of Sex Development’).
83 for example, Meyer-Bahlburg (n 15); Nimkarn and New (n 17).

84 National Health and Medical Research Council, ‘Ethical Guidelines on the Use of Assisted
Reproductive Technology in Clinical Practice and Research’.

85 Michael Gorton, Final Report of the Independent Review of Assisted Reproductive Treatment (May
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This appeal to clinical informants is troubling, especially in the light of evidence of practices
that are clearly and well-documented by clinicians in the field. For example, prior and
subsequent book chapters by Amor®® at the Royal Children’s Hospital Melbourne discuss the
possibility of parents having a child with a “DSD” as a matter of “risk estimation”, including
“risk of transmission from an affected parent to a child” or risk of having an “affected child”.
Amor omits any discussion of quality of life, and presents deselection as a value-neutral
option where diagnosis of a child with a “DSD” presents parents with “difficult choices
about future pregnancies”.®” This framing is highly prejudicial. Further, O’Connell and other
Victorian clinicians refer in a 2021 paper to ‘reproductive planning for the family’ as a
rationale for establishing a genetic diagnosis.®

The situation we face is complicated by different ideas about what intersex is. Legislation in
Victoria, recently replicated in reforms in Queensland, prohibits sex selection stating:

28 Ban on sex selection

(1) A person carrying out a treatment procedure must not use gametes or an embryo,
or perform the procedure in a particular way, with the purpose or a purpose of
producing or attempting to produce a child of a particular sex.

Penalty: 240 penalty units or 2 years imprisonment or both.

(2) Subsection (1) does not apply if—
(a) it is necessary for the child to be of a particular sex so as to avoid the risk of
transmission of a genetic abnormality or a genetic disease to the child;

Many policy-makers may feel that references to “a particular sex” include intersex.
However, the framing by Amor shows that intersex traits are actually treated as “genetic
abnormalities” and “genetic diseases” which can be eliminated. Indeed, this is explicit in
NHMRC guidelines on assisted reproductive technologies which explicitly exclude intersex
status from the scope of a chapter on sex selection (i.e. intersex is not usefully a sex;
intersex is actually about sex characteristics, which are far more heterogenous).

As prenatal and preconception screening become cheaper and more widespread, we fear
that more and more prospective parents will unnecessarily rule out having a child with an
intersex variation. We know that parents respond to the information they are provided and
the context that it is provided in. We know that access to affirmative information and peer
and family support remains extremely limited.

2019).

86 ‘Genetic Counselling’ in John M Hutson, Garry L Warne and Sonia R Grover (eds), Disorders of Sex
Development: An Integrated Approach to Management (Springer, 2012) 203
<https://doi.org/10.1007/978-3-642-22964-0_20>; ‘Genetic Counselling’ in John Hutson et al (eds),
Disorders | Differences of Sex Development: An Integrated Approach to Management (Springer, 2020)
281 <https://doi.org/10.1007/978-981-13-7864-5 21>,

87 Amor, ‘Genetic Counselling’ (n 86); ‘Genetic Counselling’ (n 86).

88 0’Connell et al (n 6) 6.
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The gene review committee of Mackenzie’s Mission preconception screening program has
determined which genetic traits should be included in a pilot screening program in Australia.
Following an invited submission by bioethicist and InterAction executive director Morgan
Carpenter, the committee determined that non-syndromic intersex traits should not be
subject to screening:

The committee also commissioned a written submission from an ethics researcher and
advocate (see “Acknowledgements”, MC) regarding inclusion of genes involved in
differences (or “disorders”) of sex development (DSD); also known as intersex traits.

[..]

Adverse impacts associated with DSD tend to draw on societal norms rather than
intrinsic clinical features. This includes the experience of stigma, discrimination and
other harms arising from a person’s body not conforming to norms of gender or
biological sex. In particular, concerns were raised about the use of medical intervention
to “fix” children born intersex without sound clinical rationale. There was also
discussion of the message that inclusion of DSD in a carrier screening panel is
premature, not least because of ongoing ethical debate regarding selecting against
DSD. Thus, DSD that occurs in the absence of other serious clinical features did not
meet our criteria for inclusion.®’

In our view, the determination of the gene review committee of Mackenzie’s Mission
provides for a better approach.

Our position

In our view, it would be inconsistent and tokenistic to prohibit discrimination only in access
to assisted reproductive technologies, and not the use and application of such technologies.

Given the role of social stigma rather than ‘intrinsic clinical features’ in framing intersex
traits as undesirable, we recommend that loopholes permitting the elimination of embryos
and tissues with intersex traits on grounds of ‘genetic abnormality or genetic disease’ be
closed and eliminated.

In line with the Darlington Statement and the Yogyakarta Principles plus 10, we call for an
end to discrimination in the use and application of assisted reproductive technologies. The
Darlington Statement remarks:

25. We call for an end to the use of IVF and other forms of genetic selection to de-
select variations of sex characteristics.

89 Edwin P Kirk et al, ‘Gene Selection for the Australian Reproductive Genetic Carrier Screening
Project (“Mackenzie’s Mission”)’ [2020] European Journal of Human Genetics.
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26. We call for access to reproductive services and fertility counselling for all intersex
people, with protection of our reproductive autonomy, regardless of whether or not
our capacity for fertility is considered to be in line with our legal sex.*

The Yogyakarta Principles plus 10 State Obligations on ‘Relating to the Rights to Equality and
Non-Discrimination (Principle 2)’, specify that States should:

L) Combat the practice of prenatal selection on the basis of sex characteristics,
including by addressing the root causes of discrimination against persons on the basis
of sex, gender, sexual orientation, gender identity, gender expression and sex
characteristics, and by carrying out awareness-raising activities on the detrimental
impact of prenatal selection on these grounds;

M) Take measures to address discriminatory attitudes and practices on the basis of
sex, gender, sexual orientation, gender identity, gender expression and sex
characteristics in relation to the application of prenatal treatments and genetic
modification technologies.**

These share the same principles as a United Nations interagency statement on preventing
gender-biased sex selection.?? As with gender-biased sex selection, these statements and
priorities are underpinned by a right to freedom from discrimination established in
international human rights conventions.

The Yogyakarta Principles plus 10 also call for access to safe, affordable and effective
contraception, and to abortion ‘without discrimination based on sexual orientation, gender
identity, gender expression or sex characteristics’.”

5 Recommendations

1. Fund development of community-based participatory research into reproductive
futures and options for people with innate variations of sex characteristics

2. Enact legal protections to prevent non-urgent medical interventions on children with
innate variations of sex characteristics where these impact future fertility choices.

3. Enact legal protections from discrimination on grounds of sex characteristics in the
use and application of assisted reproductive technologies; close loopholes which
permit elimination of intersex traits through broad descriptions of “genetic
abnormality or genetic disease”.

90 AIS Support Group Australia et al (n 74).

91 Yogyakarta Principles (n 75).

92 Office of the High Commissioner for Human Rights et al, Preventing Gender-Biased Sex Selection:
An Interagency Statement (World Health Organization (WHO), 2011) (‘Preventing Gender-Biased Sex
Selection’).

93 Yogyakarta Principles (n 75).

Page 29 of 30



4. Ensure that all people with innate variations in sex characteristics have access to
available reproductive technologies regardless of their gender identity, gender
expression, sexual orientation, or sexual-affective status.

5. Combat harmful stereotypes that stigmatise infertile people, people who use
surrogacy, people who undergo IVF, and those who receive uterus transplants and
their donors.

6. Provide adequate resourcing and access to support systems, such as reproductive
health counselling and/or psychological support, including through resourcing for
the InterLink psychosocial support service, for people with innate variations of sex
characteristics exploring their reproductive options.

7. Train health providers on reproductive health issues affecting people with innate
variations of sex characteristics, including those issues related to previous medical
interventions (such as chronic pain, or post-traumatic responses triggered by health
settings).

8. Ensure access to reliable information on reproductive options tailored to each
person’s age, maturity and specific innate variation of sex characteristics.

9. Ensure that all people with innate variations of sex characteristics are treated with
full respect for their privacy, dignity, and autonomy in all areas related to their
reproductive health.
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