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a new benchmark in the Australian Capital Territory

Abstract:

People with innate variations of sex characteristics have long called for
legislative protections from harmful practices in medical settings. In
Australia, the journey towards enactment of reforms includes elaboration
of a shared community platform, national inquiries, and growing support
from community, human rights and clinical institutions. The Australian
Capital Territory is the first jurisdiction to introduce and pass legislation.
While enabling emergency medical treatment and treatments with personal
informed consent, it provides for reporting and oversight of contested
medical procedures, and criminal sanctions. The legislation promotes a
shift towards supported decision-making. It is accompanied by significant
investment in psychosocial support that promises to ensure cultural change

and improvements to health outcomes.
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Introduction

Medical interventions including feminising surgeries, masculinising surgeries,
sterilisations and hormone treatments, on infants, children and adolescents with innate
variations of sex characteristics (also known as intersex traits or disorders/differences of
sex development) were introduced from the 1930s, popularised from the 1950s, and
persist today.! These practices are underpinned by gender stereotypes and ‘psychosocial
rationales’, such as ideas that surgeries on children will promote social and familial
integration. There is a lack of evidence for these beliefs.? In recent years, feminising
surgeries have been described in Australia as ‘enhancing’ female genital appearance,
while masculinising surgeries have been described as necessary to ensure that boys and
men are capable of meeting a purportedly ‘functional’ norm of standing to urinate,? yet
clinicians have themselves expressed concern with post-operative sexual function and
sensation.* Evidence also continues to identify unnecessary early gonadectomies
(removal of gonads such as testes and ovaries).> No clinical consensus exists regarding
key aspects of treatment, such as necessity, timing or benefit.® When such practices

occur without personal informed consent, they violate human rights norms.’
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Since the 1990s, people with innate variations of sex characteristics have come
together to provide each other with support and address systemic issues,? including
human rights violations in medical settings. Medicine has failed to self-regulate to
address these practices,’ so the intersex movement has pursued legislative protections.!?

On 22 March 2023, the Chief Minister of the Australian Capital Territory (ACT)
introduced legislation into the Legislative Assembly to regulate medical interventions.!!
The Variation in Sex Characteristics (Restricted Medical Treatment) Bill passed on 8
June 2023, with cross-party support. Accompanied by significant new investment in
psychosocial and peer support, these reforms promise to offer protection, oversight and

support.

The journey

The journey towards legislation has taken more than a decade. In 2013, the
Commonwealth parliament’s Senate Community Affairs References Committee
conducted an inquiry into the involuntary or coerced sterilisation of people with
disabilities and intersex people.!? It called for substantive reform to medical practices,
to ensure that interventions occur with oversight, within a human rights framework, and

with deferral of non-urgent treatment until individuals can personally consent. The
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Committee also recommended the resourcing of peer and family support and
information provision.

Non-implementation of these recommendations prompted community action,
including fundraising, community development, research, and advocacy. In March
2017, intersex community organisations brought together advocates and peer support
volunteers from around Australia and Aotearoa New Zealand in Darlington, Sydney,
leading to publication of a joint platform known as the Darlington Statement.'3 It calls
for criminal prohibition of medically ‘deferrable’ surgical and hormonal interventions
‘that alter the sex characteristics of infants and children without personal consent’.
Recognising uncertainty about medical necessity in some instances, the Statement calls
for independent and effective human rights-based oversight of clinical decision-
making.'* To address stigma and parental anxiety, it calls for access to ‘funded
counselling and peer support’. Responding to a lack of evidence and clinical consensus
to underpin clinical guidelines, and a lack of clinical adherence even to guidelines for
high-burden childhood conditions, the Statement calls for ‘human rights-based, lifetime’
standards of care, where legislation is seen as a prerequisite.!> Community actions have
also contributed to supportive recommendations by United Nations treaty bodies.!®

The same year, the Australian Human Rights Commission (AHRC) established
an inquiry into medical interventions on people born with variations of sex

characteristics that reported in 2021.!7 Engaging with clinical, community, human rights
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and legal stakeholders, the AHRC identified five human rights principles for medical

decision-making in relation to this population:

e ‘Bodily integrity principle’, reflecting the right of all people to autonomy and
bodily integrity.

e ‘Children’s agency principle’, including the right to express views regarding
treatment, and support to make decisions.

e ‘Precautionary principle’, including deferral of treatment where safe to do so,
until children can make their own decisions.

e ‘Medical necessity principle’, understanding that some treatments may be urgent
to avoid serious harm.

e ‘Independent oversight principle’, recognising the serious consequences arising

from wrong decisions.!8

The AHRC found that psychosocial health practitioners rejected psychosocial
rationales for medical treatment proposed by biomedical health practitioners, and
concluded that the reliance on such rationales in international guidance means that
cultural change within medicine is unlikely ‘in the absence of binding directions’.!? It
recommended legislative protections with criminal penalties, and resourcing for peer
and family support.

Contemporaneously with the AHRC inquiry, community organisations Intersex
Human Rights Australia (IHRA), Intersex Peer Support Australia and A Gender Agenda
wrote to the ACT Chief Minister Andrew Barr in 2018, requesting a suite of reforms to

reflect his government’s intention to be a ‘Capital of Equality’.2° These included
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requests for legislation and psychosocial support funding. The Chief Minister made a
formal commitment to ‘keeping people safe from harm’ in a Capital of Equality First

Action Plan in 2019,%! and appointed a staff team to drive the work.

The reforms

The ACT government engaged in an unusually transparent process, with publication of
a discussion paper,?? regulatory options paper,>* draft legislation,* and listening
reports,? illustrating a careful and thorough engagement with community, clinicians,
legal and human rights specialists.?¢

As passed, the Variation in Sex Characteristics (Restricted Medical Treatment)
Act 2023 (ACT) sets out new decision-making processes and oversight for medical
interventions on protected persons. Protected individuals are defined as people with a

diagnosed or undiagnosed ‘congenital’ variation in sex characteristics, prescribed in an
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associated regulation who are unable to personally consent to medical treatment.?” To
promote greater certainty, a non-exhaustive list of included traits and a list of excluded
traits are defined in the current draft regulation.?® This regulation is expected to exclude
all forms of ‘hypospadias’ except when accompanied by undescended testes
(‘cryptorchidism’).?’ Hypospadias is a trait in individuals understood as male where the
urethral opening is on the underside of the penis, or scrotum or perineum, and not at the
tip of the penis; children with this trait are routinely subjected to masculinising surgeries
and examinations.?® Male circumcision is excluded from the scope of the legislation,*!
while female genital mutilation (FGM) is already prohibited.

The legislation is expected to primarily impact decision-making in relation to
children. Irrespective of age, the reforms seek to promote a shift towards supported
decision-making, including through ensuring that protected individuals have been
provided with support to understand information, and support to express their wishes.*?

The law permits emergency medical treatment, and treatment with personal
informed consent; it also enables access to treatments that are ‘easily reversible’ or that
do not impact sex characteristics.>* Other practices are ‘restricted medical treatments’,
including both surgical and hormonal treatments.>*

Restricted treatments must be authorised by a committee of an assessment

board, through either a ‘general medical treatment plan’ (approved by the board for
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treatments of a particular type, or specific traits), or an ‘individual treatment plan’.3?
General treatment plans will be developed through public consultation.’® Committees
appointed to determine individual cases must consider whether a treatment on an
individual can be safely deferred, and whether it has the least restrictive impact on
future decisions by that individual.’” The board includes a president and committee
members comprised of individuals with expertise in medicine, ethics, human rights,
variations in sex characteristics, and provision of psychosocial support.*?

The law creates new criminal offences for performing a restricted procedure, or
removing someone from the ACT to undertake such a procedure.*” Clinicians must
report treatment on people with variations in sex characteristics to the expert panel,
including urgent treatment and exempt treatment permitted by regulation.*® Parental or
carer consent is still needed for treatment to proceed.*!

The assessment board will publish information each year, in a form that protects
individuals’ privacy.*? The legislation will be reviewed after two years.** These
provisions are intended to ensure the effectiveness of the reforms, and potentially
facilitate amendments, for example, to eliminate or expand exemptions.

At time of writing, an Exposure Draft of the necessary accompanying regulation
has been released and is expected to be in place before the scheme starts in late 2023.
The new protections are being introduced slowly, over an eighteen-month period. They
are accompanied by significant investment in psychosocial support, including the

establishment of a new Variations in Sex Characteristics Psychosocial Support Unit in
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Canberra Health Services, training for health professionals, and community education
and awareness campaigns.* Together, the protections and psychosocial support unit
promise to transform models of care from approaches centred on early surgical and
endocrinological ‘management’ of intersex traits, fo practical approaches that centre
psychosocial support in addressing stigma and misconceptions, supporting families and,
to the maximum extent possible, helping individuals to determine and express their own

values and preferences for medical treatment.

Stakeholder perspectives

The transparency of the reform process has revealed continuing divergent perspectives
amongst stakeholders. Community and mental health professional bodies have typically
supported legislative reform.*> Contrarily, some medical professionals have asserted
‘that psychosocial factors or “social integration” should be valid reasons to undertake
medical interventions without personal consent’, while other clinical stakeholders
‘rejected the argument that intersex healthcare is influenced by social expectations
about bodies’.*®

Community organisations articulate two major concerns arising with the
reforms. Firstly, the offence of arranging or authorising unapproved restricted treatment
requires that the person committing an offence knew the treatment would be an
offence.*’ Ignorance of the law can thus provide an excuse. This has been justified by

the provision of services in Canberra to NSW residents and the role of hospitals in other
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states in providing specialised care to people in ACT, but it is nevertheless striking.
This provision likely only applies to parents and carers, so the legislation is still likely
to have the intended impact on clinical practice.

Secondly, the draft regulation exempts most masculinising interventions from
the scope of protections, including all forms of treatment for hypospadias unless
accompanied by undescended testes.*® Community organisation IHRA sought universal
protections. It says that, while community organisations won arguments for legislation
and accountability, they ‘lost the argument that protections should be available for
everyone. This resulted in the government conducting a diagnosis-by-diagnosis analysis
to determine inclusion or exclusion from protections’.*’ A source of distress in
community spaces and the subject of extensive debate by all stakeholders, this provision
appears ultimately to be a political decision intended to address conflicting views and
promote compliance by local healthcare practitioners.’® It creates risks not only that
some people who need protections will be unable to avail of them, but also concerns
that treatment may take place early for visible traits excluded from protections, while
potential underlying traits such as hypogonadism or androgen resistance may elude
diagnosis until later in life. The existence of exceptions also means that clinical
interpretation may be sought to determine who is protected, and this gives rise to the
same concerns about self-regulation that have created the need for legislative certainty.

The planned legislative review and transparency provisions may provide evidence to
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bring more procedures within scope. Despite these concerns, community organisations
have warmly welcomed the reform package.’!

Clinical stakeholders have expressed concern about the introduction of criminal
offences, and concern about provisions prohibiting fears of stigma and discrimination as
rationales for medical intervention.’? Criminalisation may be confronting, particularly in
relation to procedures that clinicians have hitherto regarded as standard practices.
However, criminalisation expresses the seriousness of harms that can arise, particularly
when treatments do not coincide with individuals’ values and preferences.
Criminalisation is also evident in other areas of health law, for example in relation to
FGM, mental health orders, and administration of electroconvulsive therapies.’® As
identified earlier, clinical self-regulation has failed, while discretionary sanctions by
professional bodies cannot offer the ‘binding directions’ sought by the AHRC.>*

Community organisations, the Senate Committee report,> some clinical groups
and the AHRC report,>® have consistently expressed concern regarding ‘psychosocial’
clinical rationales for treatment; as a result, the AHRC and the Public Health

Association of Australia have welcomed the legislation.>’
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At the same time, community organisations in Australia report misinformation
about the new legislation amongst parents and individuals, including claims that
children and adolescents will be unable to access any healthcare relevant to their
variations, and claims that legislation in the ACT will impact residents in other
jurisdictions who do not receive care in Canberra. These do not accurately reflect the

circumstances for residents in any jurisdiction.

Developments elsewhere

The ACT joins a growing handful of jurisdictions with legislative protections,
beginning with Malta in 2015. There is so far limited evidence of their impact, with
concerns expressed regarding limitations in scope (through exclusion of many
masculinising procedures); stacking of oversight bodies by clinical representatives; and
non-implementation (for example, through a failure to pass necessary accompanying
regulations).’® The success of the ACT in addressing these concerns is yet to be
determined.

The ACT government has invited other jurisdictions to implement equivalent
reforms, and offered expertise.>® The Victorian government committed to protections in
2021.%% The NSW government made a commitment in 2022 to promote the health and
human rights of people with intersex variations.®! The Western Australian health

minister has defended existing practices as in children’s ‘best interests’, suggesting
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there is no ‘robust evidence’ of harm from medical interventions,®* despite a lack of
robust evidence supporting those practices, and no clinical consensus regarding key
aspects of treatment.®> The Tasmanian Premier suggested in 2021 that relevant
interventions do not occur in Tasmania, and has since modified that position to suggest
that only necessary and exceptional interventions occur.®* National harmonisation can
be facilitated by the Commonwealth government, as with FGM and regulation of
medical practitioners; both are areas with human rights concerns, including where
medical institutions lack consensus.%’

Protections are not the only legislative developments regulating medical
practices on children with innate variations of sex characteristics. A wave of anti-trans
legislation in the United States incorporates new exemptions facilitating early surgeries
on children with innate variations, as have previous waves of Australian legislation
prohibiting FGM and enabling recognition of trans people.®® For example, the Western
Australian Criminal Code prohibits FGM but exempts ‘reassignment procedures’
including ‘in relation to a child, any such procedure (or combination of procedures) to

correct or eliminate ambiguities in the child’s gender characteristics’.%”
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Conclusions

New legislation in the ACT implements infrastructure for the regulation and oversight
of medical practices, providing clarity and unprecedented transparency. Work on an
associated regulation proceeds. The establishment of a new psychosocial support unit
and provisions for reporting on medical treatments are internationally significant. These
developments offer a welcome opportunity to draw a line under historic and current
practices, and construct transformative new models of care that meet community
expectations and human rights norms. These developments in the ACT provide a new

benchmark for regulation elsewhere.
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