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FOREWORD

It is with great pleasure and privilege that we present the Victorian Government our final report and the proposal
for a legal scheme to protect people with innate variations of sex characteristics from medical treatment that
modifies their sex characteristics without their personal consent.

This proposal has been built with and by the people directly affected. It has been assembled at its heart with the
inspiration, hopes, demands, advocacy, ideas and experiences of people with innate variations of sex
characteristics. Thank you to the people with innate variations of sex characteristics who were part of our
consultation, and to Intersex Human Rights Australia (IHRA), for working with us to refine this proposal so that we
could do this legal policy work walking alongside you. We know and acknowledge that this work has only been
possible because of the collective efforts of many intersex people and advocates over decades who set the
groundwork for this reform.

We thank all the consultation participants, including the people with innate variations of sex characteristics,
parents, partners and health professionals, whose generous feedback has significantly helped us improve the final
proposal. We heard many different - and sometimes conflicting - views from and among people with innate
variations of sex characteristics, their parents, their partners, health professionals and other stakeholders. All
those views were considered and we have responded in detail to every item of feedback raised in our consultations.
As aresult, we have incorporated many amendments into the final proposal, based on the comments of both
supporters and critics of the draft proposal.

Ultimately, this proposal is about protecting everyone’s right to decide what happens to their own bodies. In the
proposal, we have described this as the “significant and profoundly personal interest” of every individual to decide
what happens to their own bodies. “Significant”, because it cannot simply be ignored, understated, or just seen as
part of a loose mix of factors that must be cited only to be put aside by someone else. And “profoundly personal”,
because it goes to deeply held views and values about our bodies, who we are and want to be, what makes us
happy, how we exist in the world around us and what gives us lives of dignity, purpose and joy. These are profound
questions, and they are also deeply personal - because each person can only truly answer them for themselves.
That is why, this proposal puts the significant and profoundly personal interest of every person to decide what
happens to their bodies at the centre of all decision-making. Or in other words, the oversight body we propose be
established must always turn its mind to how its decision today preserves for this unique person the greatest range
of options to decide what they want for themselves in the future.

When making decisions about whether medical treatment modifying a person’s sex characteristics should be
performed in circumstances where that person does not have capacity to make that decision for themselves, this
proposal says that the law should require strong, objective, specific and compelling health-based reasons which
give proper and full weight to every individual’s significant and profoundly personal interest to decide what
happens to their own body, whether now or in the future. It does not ignore other reasons, whether psychosocial or
otherwise, but says that those reasons must come from the wants and needs that this person themselves has told
or shown you - not what may be assumed for them based on general evidence that may not reflect what this
unique person’s wants and needs are or may be. When making decisions, this proposal centres the voice of that
person, focuses everyone’s best efforts to honouring that voice and giving it time to speak for itself wherever
possible, but does not ignore that this person lives in a family and society that can also be supported to understand
the benefits of letting people be, become and belong.

And when asking a person with innate variations of sex characteristics to decide for themselves whether they want
medical treatment modifying their sex characteristics, the law should require that person to be given fair
information, and the time and support they need, to come to their own decision without pressure or coercion.

We look forward to working with intersex people, the Victorian Government and other stakeholders on reforms that
protect people with innate variations of sex characteristics from medical treatment that modifies their sex
characteristics without their personal consent. We also acknowledge and support the demands for redress and
greater education, acknowledging that for some people this reform will have come far too late.
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We also hope that this proposal will be embraced by the Victorian community as a necessary step on a longer

journey of making a world in which every person can live a full, dignified and satisfying life, no matter the sex
characteristics innate to them.

Thank you to the Victorian Government for commissioning us to do this legal policy work. We hope it will lead to
world-leading reforms improving on the laws of Malta, Iceland, Germany, Portugal and the growing number of
places that have taken steps to protect the next generation of people with innate variations of sex characteristics.
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PROPOSAL SUMMARY

This summary sets out a snapshot of how our final recommended proposal works in practice, key changes we have made to the proposal since the consultation draft and
feedback received from our consultation, as well as the steps we took to get to this point.

1. THE PROPOSAL SNAPSHOT

The final proposal is set out in Schedule A of this report. It is set out in a typical structure for a standard piece of legislation. This is a summary snapshot of how the proposal is
intended to work if implemented into law as proposed. It shows how medical treatment modifying a protected person’s sex characteristics may be allowed or prohibited by the
proposed scheme. The yellow boxes contain summaries of key proposal details. However, the details of the oversight body and legal tests are further discussed in the

following section 2, Key changes from the draft proposal. Further, many terms in the proposal have specific legal definitions, so it is important to check the full definitions in the

proposal for the complete picture.

A Who is a protected person?

Under this proposal, a protected person is someone with:

e aninnate variation of sex characteristics; or

e avariation on the prescribed non-exhaustive list of
variations (including CAH, AIS, sex chromosome
variations, hypospadias and bladder exstrophy),

whether that variation has been diagnosed or not.

1. Is the person a
protected person?

No

Yes

Scheme does not apply.

continues next page...
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(Yes to previous)

A Key definitions:

Under this proposal, medical treatment can include surgical or

hormonal treatments, medical dilatation procedures (even if v
self-administered), but does not include circumcision
procedures removing only penile foreskin. 2. Does the medical .
treatment modify the No Current laws apply (i.e. consent can be

obtained from a medical decision-maker,
which may be a parent).

Modify means only permanent or difficult-to-reverse changes
to a person’s sex characteristics, or changes caused by medical
dilation procedures.

\ 4

protected person’s sex
characteristics?

Sex characteristics mean both primary physical sex
characteristics, such as genitalia and reproductive organs, and Yes
secondary physical sex characteristics developing at puberty,
such as breasts.

continues next page...
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(Yes to previous)

& Who has capacity to give consent?
) ) . . 3. Does the protected person
Under this proposal, having the capacity to give have the capacity to give

informed consent mgans. being aple to understand, informed consent to the Yes
remember, use or weigh information, and being able proposed treatment >
to communicate a decision, relevant to the proposed
medical treatment. This is consistent with existing
Victorian laws.

The protected person can give their own consent to
the treatment, if they wish, but medical
practitioners must ensure they have obtained

themselves? informed consent from the protected person.

But the proposal also says that capacity must be No
judged in light of reasonable support that the person
could be given to allow them to understand,

. . . isi 2
remember, use or weigh relevant information, or A What is informed consent?

communicate. Reasonable support could include, for Under this proposal, informed consent requires the person to have
example, giving someone additional time, a translator, been given adequate information and time to make an informed

or an aid that helps them understand information or decision about their treatment without pressure or coercion. This is
communicate. consistent with existing Victorian laws. However, the proposal also

includes additional safequards for obtaining informed consent from
protected persons, including the need to give:

o affirming, clearly understandable and factually objective
information about their variation;

e aprescribed list of peer and psychological support contacts;

e information about the option of having no medical treatment
at all or at the present time, and its consequences;

e areasonable opportunity to discuss the treatment with
someone else, including with or without the presence of
someone else as they wish.

continues next page...
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(No to previous)

4. Is the treatment
necessary, as a matter of
urgency, to save the
protected person’s life,
prevent serious damage to
the protected person’s
health or prevent the
protected person from
suffering or continuing to
suffer significant pain or
distress?

Yes

No

The treatment can proceed without consent if a
medical practitioner considers on reasonable
grounds that it meets this exception, and the

protected person has not otherwise refused
treatment. This is consistent with existing Victorian
laws. However, the medical practitioner must also
make a mandatory report to the oversight body if
they rely on this exception.

& What are mandatory reports and when must they be made?

Under this proposal, health service providers must make mandatory
reports to the oversight body whenever they - relying on one of the
permitted exceptions in the legislation - provide medical treatment to
a protected person that modifies their sex characteristics without that
person’s consent. Among the details to be provided in the report are
the reasons for the treatment, and any alternatives considered and the
reasons these alternatives were rejected.

continues next page...
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(No to previous)

& What is a class exemption order? The treatment can proceed if it complies with the
5. Is the treatment allowed class exemption order, including any conditions

Under this proposal, the oversight body can make class under a class exemption Yes imposed by the oversight body in that order.
exemption orders allowing a certain class of treatment that order made by the oversight > However, the medical practitioner must make a
modifies a person’s sex characteristics to be performed in body? mandatory report to the oversight body if they rely
certain circumstances. Where a class exemption order on this exception.
applies, and subject to any limitations or conditions
imposed by the oversight body in the order itself, an No

ordinary medical decision-maker (which can be the person,
a parent or someone else authorised to make medical
decisions for the person) can consent to the treatment as
appropriate.

However, the oversight body cannot make a class
exemption order unless it meets certain procedural and
substantive requirements. They include:

e apublic consultation process;

e havingregard to relevant human rights in the Victorian
Charter of Human Rights and Responsibilities; and

e the medical treatment allowed by the order must meet
the “significant and profoundly personal interests”test
(see section 2 below, Key changes from the draft
proposal).

continues next page...
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& What are individual care plans?

Under this proposal, the oversight body can register
individual care plans which can include allowing medical
treatment modifying a protected person’s sex
characteristics in certain circumstances.

However, the oversight body cannot register an individual
care plan unless it meets certain procedural and
substantive requirements. They include:

e havingregard to the views of the protected person, to
the extent they can be expressed;

e ifthe protected person is under 18 years of age, having
regard to the views of their parents/quardians; and

e the medical treatment must either meet:

o the “significant and profoundly personal
interests”test, if the protected person is
under 18 years of age, or

o the “wills and preferences” test, if the
protected person is an adult (see section 2
below, Key changes from the draft proposal).

Individual care plans can also contain other measures
designed to support the person, including the provision of
information, peer support, and psychological support or
counselling.

(No to previous)

6. Is the treatment allowed
under an individual care plan
registered by the oversight
body?

Yes

No

A

The treatment cannot
proceed.

Civil and criminal prohibitions
may be breached if a medical
practitioner provides the
prohibited treatment, or a
protected person is taken
outside of Victoria for the
purposes of prohibited
treatment.

The treatment can proceed if it complies with the
individual care plan, including any conditions
imposed by the oversight body. However, the

medical practitioner must make a mandatory report
to the oversight body if they rely on this exception.
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2. KEY CHANGES FROM THE DRAFT PROPOSAL

To accompany our consultation, we released a paper that included a draft proposal for a legal scheme to protect
people from medical interventions on their sex characteristics without personal consent.'

Schedule B shows the changes we made to the draft proposal in response to the feedback received through our
consultations. Schedule C sets out our detailed response to all the consultation feedback received, including an
explanation of the changes made to the draft proposal to arrive at the final proposal.

We made a significant number of substantive as well as minor changes between the draft proposal and the final
proposal. The reasons for those changes are set out in full detail in the table in Schedule C.

Here is a summary of the key changes we made to the draft proposal.

(@) Therole of the oversight body

Even among supporters of the proposed scheme, there were different views regarding the proper role of the
oversight panel. Some consultation participants saw the panel having a role of last resort, making decisions only in
cases where the person did not capacity to consent to their own medical treatment. Other consultation
participants conceived of the oversight panel having an enlarged role that also tested the quality of consent
obtained from an individual who had capacity to give consent. These participants saw the panel having a role in
ensuring consent was fully informed and obtained without pressure or coercion.

We have built upon existing legal frameworks to provide additional safeqguards for people who have capacity to give
consent to medical treatment modifying their sex characteristics, while preserving the role of the oversight body as
a decision-maker of last resort for people who do not have capacity to give consent to such treatment. This
properly recognises a fundamental object of the scheme is to support people with innate variations of sex
characteristics to make their own decisions about what happens to their own bodies, rather than having those
decisions made for them.

Additional safequards for obtaining and recording informed consent

Using the existing Victorian legal framework which defines who has ‘capacity to give consent’ and the meaning of
‘informed consent’, we have suggested additional safequards for obtaining informed consent from people with
innate variations of sex characteristics who are considering medical treatment modifying their sex characteristics.

When discussing medical treatment modifying the sex characteristics of a person with innate variations of sex
characteristics, our suggested additional safequards would require the health professional to give the person:

e affirming, clearly understandable and factually objective information about their variation;
e aprescribed list of peer support and psychological support contacts;

« information about the option of having no medical treatment at all or at the present time, and its
risks and benefits;

e areasonable opportunity to consider the options proposed, including a cooling off period
appropriate to the nature of the treatment; and

e areasonable opportunity to discuss the treatment with the treating health professional and a
different health professional if they wish, including with or without the presence of someone
else.

Our suggested proposal would also require a health professional to maintain written records of all the information
provided to the protected person to comply with this section and to treat those records in accordance with existing
Health Privacy Principles recognised under Victorian law. These principles include obligations on the proper

'Equality Australia (2021) A Victorian Intersex Oversight Scheme: A consultation paper on a legal scheme to protected people from medical interventions
on their sex characteristics without personal consent, July 2021.
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storage of health information for a period of time based on the age of the person, and access by the person to their
health information.

Breaches of these additional safequards could:

o form part of a complaint to existing complaints mechanisms, such as to the Victorian Health
Complaints Commissioner;

e lead to professional disciplinary action through existing requlatory systems, such as the
Australian Health Practitioner Regulatory Agency; or

e support legal action through existing mechanisms, such as actions for medical negligence.

These additional safequards recognise the concerns we heard from people with innate variations of sex
characteristics about the need to redress information and power imbalances in the existing medical and cultural
environment in which these decisions are made. These imbalances impair access to existing rights designed to
ensure informed consent to medical treatment without pressure or coercion. These provisions would also give
clarity to health professionals as to what is expected of them when obtaining informed consent from people with
innate variations of sex characteristics concerning medical treatment modifying their sex characteristics.

Oversight body as decision-maker of last resort

For people with innate variations of sex characteristics who do not have capacity to consent to medical treatment
modifying their sex characteristics, we have maintained the role of the oversight panel as a decision-maker of last
resort. However, the panel must now make its decisions in accordance with a new legal test that recognises a
person’s significant and profoundly personal interest in deciding what happens to their own body (see section 2(c),
Strengthening the decision-making framework below).

(b) Composition and operation of the oversight body
Size of oversight panel and selection of panel members

Our consultation heard that an oversight panel consisting of 9 members would be overwhelming for families and
slow in making decisions. Some consultation participants said that a diversity of perspectives could still be
achieved through other means than by simply enlarging the number of members on the oversight panel.

Considering this feedback, we have reduced the size of the full panel from 9 members to 5 members. The proposal
for a sub panel of 3 members, to determine less contentious individual cases, remains in place.

However, we have strengthened the safeguards for ensuring a reasonable diversity of gender, clinical expertise and
lived experience remains part of all decision-making by:

e Instating a pool of panel members, to be appointed by the Minister for Health after consultation
with the Minister for Equality (if a different person), following an open selection process. When
appointing members to the pool, the Minister for Health must have regard to ensuring a
reasonable diversity of gender, clinical expertise and lived experience in the pool of members.
Panel members must be allocated to at least one of these three categories: health professional,
community representative, and/or specialists in human rights, children’s rights or disability
rights. From that pool, the Chair (or a deputy Chair) then has the task of assembling a full panel
or sub panel, subject to further safequards that ensure a reasonable diversity of gender, clinical
expertise and lived experience in every panel. Clinical and lived experience must be part of
every panel, and sub panel decisions must be made by consensus (or otherwise the matter must
be heard by a full panel). The full panel must aim to make its decisions by consensus, but to
avoid deadlocks, it can make its decisions by majority. Decisions of the panel can also be
reviewed by courts exercising their powers of judicial review.

¢ We have also expanded the ability of the oversight body to obtain evidence, including from
independent specialists, experts or people with lived experience, and evidence based on the
experience learnt in past decisions.

Improvements to the operation of the oversight body

Victorian Intersex Oversight Panel Proposal: Final report and recommendations

EQUALITYAUSTRALIA.ORG.AU PAGE 12



Many consultation participants were worried about the ability of panel members to work well together, fearing that
panel members would come to their role with entrenched positions. Other consultation participants were worried
about the panel process adding additional stress on families. To address these concerns, we have made several
amendments to improve the operation of the oversight body.

We have suggested the law include a clear set of obligations requiring all panel members to act consistently with
the duties expected of all persons exercising public functions. These include duties to:

e act with integrity, impartially, respectfully, fairly and accountability when performing their roles;

e maintain relevant professional registrations, accreditations or qualifications necessary for their
role;

e attend such training and development as requested by the Chair from time to time;
e declare any actual or perceived conflicts of interests; and

e disqualify themselves from sitting as a panel member in respect of any matter in which there is
any actual or apprehended bias.

In addition to strengthening the decision-making framework (see section 2(c) below), we have also placed several
obligations on the oversight body when performing its functions. These include obligations to act fairly and
according to the substantial merits of the case in all matters, and to comply with the rules of natural justice. To
reduce the formality in which matters can be considered by the oversight panel, we have also specified that the
oversight body:

e isnot generally bound by the legal rules of evidence or court procedures;

e must conduct the hearing of any matter with as little formality and technicality, and as
efficiently, as possible; and

e does not require parties to be represented by lawyers, and in fact requires the permission of the
Chair for the appearance of lawyers on behalf of the parties.

We have also specified that the oversight body may:

e appoint an independent advocate to represent the interests of the protected person and provide
their voice where they are not able to provide it themselves; and

o offer any affected person a referral to peer support or psychological support or counselling as
part of its assessment processes.

To improve transparency, we have also specified that in addition to providing individual decisions to persons who
appear before it, the oversight body can publish de-identified individual decisions and must publish annual reports
on the operation of the scheme, including key aggregated data on the number and outcomes of matters.

(c) Strengthening the decision-making framework

As stated above, the oversight body will be a decision-maker of last resort. It will have a role in deciding whether to
allow medical treatment modifying the sex characteristics of a protected person, in circumstances where that
treatment is necessary (but not strictly an emergency), and the person does not have capacity to provide consent
to the treatment themselves. The oversight body will be able to do so for an individual (by registering an individual
care plan) or for a specific type of treatment (by making a class exemption order), and it will be able to impose any
conditions or limitations it considers appropriate.

The key issue is how the oversight body should decide whether treatment is necessary or must be deferred. No
international jurisdiction has approached the issue in the same way. And the draft proposal’s suggestion to impose
a principle deferring treatment unless it would likely cause harm to the health of the person was met with a range
of views. Some consultation participants felt the principle was too loose (allowing too many treatments which
ought to be deferred), while others thought it was too narrow (denying or delaying treatments which ought to be
performed earlier).
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Taking on the feedback received from consultation participants, we have reformulated the legal test based on
several key principles and observations. These principles and observations are discussed in detail at item 6.3.3(a)
of the table in Schedule C. Ultimately, we have suggested that the fundamental starting point for every oversight
body decision should be that every individual has a significant and profoundly personal interest in deciding what
happens to their own body. Accordingly, allowing medical treatment to modify a person’s sex characteristics
without the person’s consent must only be done for the most compelling reasons.

We have therefore suggested that the oversight body must follow the following legal framework when making
decisions.

No capacity to consent

First, the oversight body should only have power to make decisions in respect of persons with innate variations of
sex characteristics who do not have capacity to provide their own consent. This means that the oversight body
does not have the power to second-guess or override the decision of a person who has capacity to provide personal
consent.

Procedural fairness

Second, the oversight body must follow the principles of natural justice and take into account the views of relevant
persons. When considering individual care plans, this means considering the views of the protected person and, if
the person is under 18 years of age, the views of their parents. When considering class exemption orders, this
means following a public consultation process and consulting with the Minister for Health and Minister for Equality.

Risk assessment

Third, the oversight body “must have regard to the risks and benefits of the medical treatment and any alternatives
(including the option of doing nothing)”.

This means considering the following factors:

o thesignificant and profoundly personal interest of a person in being able to decide what
happens to their own body, and the extent to which that interest may be realised through:

= the option of deferring medical treatment that modifies the protected person’s sex
characteristics to preserve any expected ability of the protected person to provide
personal consent in future; or

= the option of allowing medical treatment that preserves options for the protected
person in the future;

e thelikely benefits and risks of the proposed medical treatment to the protected person’s health;

e any likely adverse consequences to the protected person’s health of the proposed medical
treatment not being provided; and

e any alternatives to the medical treatment being proposed, and the likely benefits and risks of
those alternatives.

Social and psychosocial benefits

Fourth, the oversight body must not presume that a person with innate variations of sex characteristics would
experience any social or psychosocial benefits from having their sex characteristics function or appear in a manner
which conforms with norms for persons without that variation except where there is:

e specific evidence that has substantial probative value, or
e inindividual cases, where the evidence comes directly from the protected person.
Human rights and lawfulness

Fifth, the oversight body must comply with the law, including having regard to relevant human rights contained in
the Victorian Charter of Human Rights and Responsibilities and the objects and purposes of this scheme.

‘Significant and profoundly personal interest’ and ‘will and preferences’tests
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Sixth and ultimately, the oversight body must be satisfied that:

in all individual decisions where the protected person is aged under 18: the protected person’s
“best interests are better served by the medical treatment proceeding without their personal
consent over deferring the treatment to realise that person’s significant and profoundly personal
interest in deciding what happens to their own body™; or

in all individual decisions where the protected person is aged 18 years or over: the medical
treatment is “consistent with the protected person’s will and preferences, or to the extent that
those wills and preferences cannot be fully expressed, is consistent with the best ascertainment of
what the protected person’s will and preferences would likely be” - subject to a proviso for
decisions resulting in serious harm; or

in all class exemption order decisions: “the best interests of any protected person who meets the
conditions specified in the class exemption order would be better served by the medical treatment
proceeding (with the consent of a medical-decision maker and on any conditions specified by the
oversight body) over deferring the treatment to realise a person’s significant and profoundly
personal interest in deciding what happens to their own body.”

(d) Other changes made since the draft proposal

We received further detailed feedback on specific aspects of the draft proposal. Some of the key changes made in
response to that feedback includes:

Definition of ‘protected person’. We have removed polycystic ovary syndrome (PCOS) from the
initial scope of the scheme. Given PCOS may be considered an intersex variation only when it
involves androgen excess, we consider it better to leave it open to the oversight body to
determine whether (and to what extent) it recommends PCOS to be prescribed under the
scheme (see item 2.1.1(j) in Schedule C).

Vaginal dilation. We have determined that dilation procedures that are recommended or
advised by a health professional should come within the scope of treatments regulated by the
scheme. This ensures for people who have the capacity to consent, the scheme’s additional
safequards for obtaining personal consent are enlivened. For people who do not have the
capacity to consent, the oversight body will be able to reqgulate these procedures through its
class order exemption or individual care plan processes (see item 2.2.2 in Schedule C).

Individual care plans. We have made several amendments to clarify the role and effect of
individual care plans:

=  We have clarified that the provision of peer support, psychological support or
counselling, and the provision of information to the protected person, can be among
the matters contained in an individual care plan. We have also clarified that individual
care plans can include provisions on when they will be reviewed by the oversight body
(seeitem 4.1.2(b) in Schedule C).

=  We have suggested that an individual care plan and the panel’s decision be treated as a
personal health record, thereby requiring this information to be kept on a register in
accordance with existing Health Privacy Principles (so that the protected person can
access it when they are older) (see items 7.4.1and 7.4.2 in Schedule C).

=  We have also clarified that an individual care plan has the legal effect of authorising the
acts which are required or allowed by it, such as any medical treatment which has been
approved by the oversight body (see items 7.5.1and 7.5.2 in Schedule C).

Interaction with other laws and schemes. We have suggested ancillary changes to current and
historical health, guardianship and child protection legislation, so that any person currently
authorised to consent to medical treatment on behalf of someone else must meet the
requirements of the scheme.
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e  Future nationalisation. Recognising that the scheme is now deeply embedded in existing
Victorian laws, we have decided to remove the ‘opt in’ provisions allowing other states or
territories to sign up to the Victorian scheme. We think a simpler way to achieve a degree of
legal and operational consistency nationally may be to review the scheme after 5 years and
consider further changes, such as the mutual recognition of decisions made by comparable
panels in other states or territories. In the meantime, there is the option of appointing the same
panel members to more than one state or territory oversight panel, such that expertise and
professional development is operationally consolidated across jurisdictions.

e  Purposes and objects. To reflect the above changes, we have updated the introductory
provisions of the proposed legislation (including the purposes and objects of the scheme).

(e) Consultation feedback not incorporated

We received some consultation feedback which we did not incorporate into the final proposal for various reasons.
In some cases, feedback was inconsistent among consultation participants, and we were persuaded by one view
over another. In other cases, feedback did not accurately reflect the law, or could not be implemented for legal
reasons. And in a few cases, we disagreed with the feedback on matters of policy, including because the feedback
undermined fundamental objectives of the scheme. Our detailed response to each item of consultation feedback
are set out in the table in Schedule C.

Here is a summary of the key feedback which was not incorporated into the final proposal
Use existing multidisciplinary panel processes

As set out in item 4.1.2(a) of Schedule C, we considered this option a less favourable pathway for several legal and
policy reasons. This approach would not:

e« change the legal framework to centre consent from the person receiving the medical treatment
into decision-making;

e include people with lived experience fully and equally in decision-making;

e allow transparency in decision-making (because clinicians will remain subject to their
confidentiality obligations); or

e give parents a ‘seat at the table’ or the right to be heard.

As set out in item 4.1.2(a) of Schedule C, there are distinct benefits in a legal scheme establishing an independent
oversight body exercising public powers that cannot be replicated using the existing multidisciplinary panel forum.

Male circumcision

Some consultation participants wanted to see complete prohibitions on male circumcision as part of this scheme
(seeitem 3.2.1 of Schedule C). Whatever the merits may be of prohibiting male circumcision, we have determined
that this legislation would not be the correct vehicle to address these issues. This is because this scheme only
applies to people with innate variations of sex characteristics and male circumcision practices affect a much
broader population.

Narrowing the scope of ‘protected persons’

Some consultation participants argued for the removal of congenital adrenal hyperplasia (CAH), hypospadias,
cryptorchidism, bladder exstrophy, Kallmann Syndrome and/or Follicle-Stimulating Hormone Insensitivity (FSH)
from the scope of the scheme (see items 2.1.1(d) to 2.1.1(i) in Schedule C).

For the reasons set out in the table, we were not persuaded by the rationales given for excluding these variations.
The oversight body should be able to oversee medical treatment performed without personal consent that modifies
the sex characteristics of a person with these variations.

Parents should have the ultimate say

Some parents in our consultation considered they should have the ultimate say over whether to consent on behalf
of their child to medical treatment modifying their children’s sex characteristics.
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This scheme ensures that parents can provide their views on any decision being made by the oversight panel in
respect of their children and requires the oversight panel to take their views into account.

The scheme also includes a number of rights and protections for parents, including:

ensuring family members can be appointed as community panel members, so that their voice is
included within the oversight body;

allowing the oversight body to refer parents to peer support and counselling if that is
appropriate;

ensuring parents are ‘interested persons’, which means they are entitled to bring their own
applications for an individual care plan for their child to the oversight body, request written
reasons for a panel’s decision made in respect of their child, and appeal decisions of the
oversight panel; and

ensuring parents benefit from the scheme’s confidentiality protections in the same way as their
child.

Ultimately, we have determined that the weight given to the views of parents in an individual matter should depend
on the circumstances of the case and the oversight panel should make its decisions by reference to what is in the
best interests of the child. This is also consistent with existing limitations on parental authority; namely that, while
people with parental responsibility can generally give consent to medical treatment on behalf of a child, there is an
implicit constraint that parental authority must be exercised in the best interests of the child.? Courts can (and do)
step in to override decisions of parents when they are not in the best interests of their child.® So this scheme would
mean that a specialist panel (rather than a court) could override the decision of a parent to authorise or withhold
treatment which modifies the sex characteristics of their child if the decision were not in the child’s best interests,
but without the cost, expense or formality of a court proceeding.

Criminalisation

Some consultation participants wanted to see the removal of all criminal offences from the proposed legislation
(seeitems 2.4.1,2.4.4 and 2.4.6). However, doing so would be inconsistent with the approach taken to protecting
the rights of people in vulnerable situations in other types of treatment settings, such as:

offences for carrying out special medical procedures without the consent of the Victorian Civil
and Administration Tribunal (VCAT);*

offences relating to the use and storage of gametes and embryos in fertility treatments;>
offences relating to female genital mutilation;®

offences relating to breaches of the safequards around voluntary assisted dying procedures;’
offences relating to conversion practices;® and

offences relating to administering medical research procedures without consent or without
approval.’

2 Marion’s Case, particularly at [26]-[27] per Mason CJ, Dawson, Toohey and Gaudron JJ.

3 See Marion’s Case.

4 Guardianship and Administration Act 2019 (Vic), s 147.

5 Assisted Reproductive Treatment Act 2008 (Vic), ss 26-37.

© Crimes Act 1958 (Vic), ss 32-34A.

" Voluntary Assisted Dying Act 2017 (Vic), ss 83-91.

8 Change or Suppression (Conversion) Practices Prohibition Act 2021 (Vic), ss 10-14.

° Medical Treatment Planning and Decisions Act 2016 (Vic), ss 84-85.
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We have however clarified the elements of the criminal prohibitions to ensure that they are appropriately designed
to capture conduct which evades the scheme or intentionally breaches it (see item 2.4.2 of Schedule C).

3. WORK LEADING TO THIS PROPOSAL

Itis important to read this report in light of the work leading up to it, as documented in the following reports:

Our background paper dated 31 May 2021 which contains a summary of the relevant Victorian
and international human rights legal framework, the Victorian legal framework on consent to
medical treatment, and examples of domestic and international oversight mechanisms
(including overseas schemes reqgulating medical interventions on people with innate variations
of sex characteristics). This background paper also drew from a paper prepared for a legal
workshop that Equality Australia was commissioned to conduct by the ACT Government.

Our report dated 31 April 2021 which contains the outcomes of a legal workshop commissioned
by the ACT Government analysing legal issues arising from various models being explored in the
ACT for implementing a prohibition on deferrable medical interventions on intersex people.

Our consultation paper dated 12 July 2021 which set out the draft proposal for a legal scheme
establishing a Victorian intersex oversight panel.

Our draft proposal summary dated 16 July 2021 which set out a short summary of the draft
proposal and ways that people could have their say through a series of online workshops, by
private interview, in writing or through responding to an anonymous questionnaire.

Our listening report dated August 2021 which set out the results of our consultation with 102
individuals and organisational representatives, and 97 survey respondents.
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SCHEDULE A: THE FINAL PROPOSAL

1. INTRODUCTORY PROVISIONS

(a) Purposes and objects of the scheme

The main purposes of the legislation should be to:

ensure that medical treatment modifying the sex characteristics of persons with innate
variations of sex characteristics is performed only with the informed consent of the person
receiving the treatment, except where limited exceptions apply;

establish an oversight body to oversee care and support provided to persons with innate
variations of sex characteristics, including medical treatments modifying their sex
characteristics, where such persons do not have the capacity to provide personal consent to
such medical treatment;

place reporting obligations on health service providers when medical treatment modifying the
sex characteristics of a person with innate variations of sex characteristics is performed without
the informed consent of the person receiving the treatment;

make consequential amendments to certain other legislation.

The objects of the legislation should be to:

end harmful practices performed on persons with innate variations of sex characteristics by
prohibiting, except in limited circumstances, medical treatment modifying a protected person’s
sex characteristics without their personal consent;

further promote and protect the right of persons with innate variations of sex characteristics to
bodily integrity, physical autonomy and self-determination in respect of any medical treatment
that would modify their sex characteristics;

support the provision of information to persons with innate variations of sex characteristics to
empower a protected person to make fully informed decisions about any medical treatment that
would modify their sex characteristics;

support other affected persons, such as the families of persons with innate variations of sex
characteristics, by ensuring oversight body processes facilitate the provision of support and
information as appropriate to them; and

further promote and protect the human rights set out in the Charter.

The intention of the Parliament in enacting this legislation should be to:

affirm that innate variations in sex characteristics are a natural part of human diversity and do
not, in and of themselves, require fixing or correcting;

recognise that individuals have a significant and profoundly personal interest in deciding what
happens to their own bodies and that this interest must be protected and given full weight in all
decisions concerning medical treatment that modifies their sex characteristics;

affirm that all persons, without discrimination against persons with innate variations in sex
characteristics, are entitled to access healthcare that promotes their health and wellbeing, and
supports their bodily integrity, physical autonomy and self-determination over what medical
treatments (if any) are performed on their bodies; and

denounce medical treatments modifying a protected person’s sex characteristics which are
justified by rationales which discriminate against persons with innate variations of sex
characteristics, including by reference to assumptions about how bodies should appear or
function simply in order to accord with a particular gendered norm.
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(b) Human rights principles

The legislation should clarify that nothing in it is intended to abrogate or limit the rights or freedoms, or obligations
placed on public authorities, under the Charter of Human Rights and Responsibilities Act 2006 (Vic) (the Charter).

The legislation should clarify that the oversight body is an entity that has functions of a public nature (and is
therefore a public authority under the Charter) and that, without limitation, the following decisions do not
constitute acts or decisions of a private nature under s 38(3) of the Charter:

e adecision to register or not to register an individual care plan, including with or without any
amendments;

e adecision to make, revoke or amend a class exemption order.

(c) Commencement of scheme
This scheme should commence on the earlier of:
e aday (or days) to be proclaimed for any particular part of the scheme; or

e lyear after the legislation receives Royal Assent.

(d) Definitions

The legislation should include the following definitions. Wherever these terms are used in this proposal, they also
have the following meanings.

Charter means the Charter of Human Rights and Responsibilities Act 2006 (Vic).

class exemption order means an order made by the oversight body [as set out in Part [x] of this Act - see section 6
below].

guardian means a person appointed as a guardian with medical decision-making responsibilities under a
guardianship order made under the Guardianship and Administration Act 2019 (Vic).

individual care plan means a plan registered with the oversight body [as set out in Part [x] of this Act - see section
5 below].

informed consent has the meaning set out in [Part [x] of this Act - see section 3 below].
interested person means any of the following:

(a) aprotected person, with or without of the support of their supportive guardian;

(b) any person with parental responsibility for a protected person;

(c) any person proposing to provide medical treatment that modifies the sex characteristics of
a protected person;

(d) any person concerned with the care, welfare or development of a protected person,

including a quardian, supportive guardian, medical treatment decision-maker or support

person, or other carer.

medical treatment means:

(a) asurgical or medical procedure or treatment, including:
(i) the administration of any drugs whether by the protected person or any other person
upon the advice or recommendation of a health practitioner;
(i) adilation procedure whether administered by the protected person or any other
person upon the advice or recommendation of a health practitioner;
(b) any part of a procedure or treatment listed in paragraph (a),

but does not include a procedure or treatment involving no more than the circumcision of a protected
person’s penis through the removal of a foreskin covering the glans.
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medical treatment decision-maker means a person (whether appointed or not) with responsibility for making
medical decisions on behalf of a person, whether under the Medical Treatment Planning and Decisions Act 2016 (Vic)
or another law.

modify means:

(a) permanent orirreversible changes to a protected person’s sex characteristics; or

(b) changes to a protected person’s sex characteristics which are reversible only with invasive
medical treatment; or

(c) changes to a protected person’s sex characteristics which are caused by dilation,

and includes such changes to sex characteristics referred to in paragraphs (a)-(c) above which are
intended to or likely to result even if they have not yet occurred, but does not include:

(d) changes to a protected person’s sex characteristics which are reversible by ceasing medical
treatment or with non-invasive medical treatment; or

(e) the prevention of naturally occurring changes to a protected person’s sex characteristics
which is reversible by ceasing medical treatment or with non-invasive medical treatment.

personal consent means the protected person receiving the medical treatment has given informed consent to that
medical treatment.

protected person means:

(a) anatural person with innate variations of sex characteristics (whether diagnosed or not)
that do not conform to medical norms for male or female bodies; or

(b) without limitation to the definition in paragraph (a), a natural person with such innate
variations of sex characteristics or such innate physical conditions affecting or in close
proximity to sex characteristics (whether diagnosed or not) as may be declared by the
Minister for Health upon the recommendation of the oversight body.

[Note: For the purposes of paragraph (b) of the definition of ‘protected person’ the following variations should be
declared at the commencement of the scheme:°

For the purposes of paragraph (b) of the definition of ‘protected person’, a natural person with
the following innate variations or physical conditions (whether diagnosed or not) is declared to
be a ‘protected person’

(a) 5-alphareductase deficiency (5-ARD)
(b) 17-beta-hydroxysteroid dehydrogenase deficiency or 173-Hydroxysteroid dehydrogenase Il

=

Follicle-Stimulating Hormone Insensitivity (FSH)
m) Fraser Syndrome

) gonadal dysgenesis including partial and complete forms
0) hypospadias

deficiency
(c) androgen insensitivity syndromes including complete, partial and mild forms
(d) aphallia
(e) bladder exstrophy (also known as ectopia vesicae)
(f) clitoromegaly (also known as large clitoris)
(g) cloacal exstrophy
(h) congenital adrenal hyperplasia (CAH)
(i) cryptorchidism (also known as undescended testes)
(j) delaChapelle syndrome (also known as XX Male Syndrome)
(k) epispadias
(
(
(
(

1% 1f this non-exhaustive list of variations and physical conditions can be drafted and introduced as a regulation at the commencement of the scheme,
we would have no objection to this list being included in regulation. However, it must be clear which variations and physical conditions will be
captured within the scope of the scheme at its outset, and this list should include all the variations and physical conditions currently proposed.
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(p) Jacobs Syndrome (also known as XYY Syndrome)

(q) Kallmann Syndrome

(r) Leydig cell gypoplasia

(s) Mayer-Rokitansky-Kuster-Hauser Syndrome (MRKH) (also known as vaginal agenesis,

Mdllerian agenesis, Mullerian (duct) aplasia or congenital absence of vagina)

micropenis

u) mosaicism involving sex chromosomes, including XY/XO and other variations

) ovo-testes (formerly known as ‘true hermaphroditism’)

Persistent Mullerian Duct Syndrome (PMDS)

Progestin Induced Virilisation

sex chromosome variations including:

(i) 47XXY or Klinefelter Syndrome, and 48XXXY or 49XXXXY variations

(i) 48XXXX/XXXX Syndrome (also known as Tetrasomy X or Quadruple X)

(iii) 49XXXXX, XXXXX Syndrome (also known as Pentasomy X)

(iv) Triple-X Syndrome (also known as XXX, triple-X, trisomy X, XXX syndrome or 47XXX
aneuploidy)

(v) Turner Syndrome (also known as Ullrich-Turner Syndrome, Gonadal Dysgenesis, 45X0
or 45X)

(z) Swyer Syndrome (also known as XY gonadal dysgenesis)

w Ne]

= L
=
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reasonable support includes (without limitation):

) the conveying of the information by another person or in another manner;
b) the provision of additional time;
) the provision of additional assistance or support, including by another person;
) the provision of aids (including palliative or therapeutic devices) or other mechanisms,

in a manner which is reasonable, and which would enable the protected person to understand, remember
and use or weigh relevant information, or communicate the relevant decision or information.

sex characteristics has the same meaning as in the Equal Opportunity Act 2010 (Vic)."

supportive guardian means a person appointed to support medical decision-making making under a supportive
guardianship order made under the Guardianship and Administration Act 2019 (Vic).

support person means a person appointed as a support person under the Medical Treatment Planning and Decisions
Act 2016 (Vic).

2. PROHIBITIONS AND EXCEPTIONS

(a) General prohibition

The legislation should introduce a general prohibition against the provision of medical treatment which modifies
the sex characteristics of a protected person unless:

e the protected person has provided personal consent to the medical treatment (see section 3
below); or

e apermitted exception applies.
The permitted exceptions should be:

e emergency medical treatment that:

"Under the Equality Opportunity Act 2010 (Vic), ‘sex characteristics’means a person's physical features relating to sex, including— (a) genitalia and
other sexual and reproductive parts of the person's anatomy; and (b) the person's chromosomes, genes, hormones, and secondary physical features
that emerge as a result of puberty. This definition is yet to commence.
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= asamatter of urgency, is necessary to save the protected person’s life, prevent serious
damage to the protected person’s health or prevent the protected person from
suffering or continuing to suffer significant pain or distress; and

= the protected person has not otherwise refused treatment;
e the medical treatment complies with an individual care plan registered by the oversight body;
e the medical treatment complies with a class exemption order made by the oversight body.

Ensure that this law takes effect notwithstanding any other law (including any statutory or common law principle
regarding consent to medical treatment).

The prohibition should commence once the oversight body has been established and has had time to register any
individual care plans and make any necessary class exemption orders.
(b) Criminal prohibitions
The legislation should create two separate offences:
. Offence 1: An offence is committed by a person (Person A) if:
= they are medical practitioner;

= they provide medical treatment with the intention of modifying the sex characteristics
of another person (Person B);

= knowing that Person B has not or could not provide personal consent; and
= knowing or being reckless to the fact that Person B is a protected person; and
=  knowing or being reckless to the fact that no exception applies (see above).
e  Offence 2: An offence is committed by a person (Person A) if:
= theyremove or cause to be removed from Victoria another person (Person B); and

= they do so with the intention of obtaining medical treatment to modify the sex
characteristics of Person B without Person B’s personal consent; and

= they or another person provides medical treatment that modifies the sex
characteristics of Person B without Person B’s personal consent; and

= they know or are reckless to the fact that Person B is a protected person; and
= they know or are reckless to the fact that no exception applies (see above).

The offences should have the same extraterritorial application provisions as in the Change or Suppression
(Conversion) Practices Prohibition Act 2021 (Vic).

The offences should commence 12 months after the scheme has commenced to give people the opportunity to
register any individual care plans with the oversight body and for the oversight body to make any necessary class
exemption orders.

3. OBTAINING PERSONAL CONSENT

Given the prohibitions will allow medical treatment which modifies the sex characteristics of a protected person
with their personal consent, the legislation should clearly define the requirements and pre-conditions necessary for
obtaining personal consent.

As defined above, personal consent means the protected person receiving the medical treatment has given
informed consent to that medical treatment.
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(a) Defining ‘informed consent’

The legislation should define informed consent by adapting the definitions of informed consent and capacity to
give informed consent in sections 68 and 69 of the Mental Health Act 2014 (Vic) to the specific needs of this
population, as follows.

Capacity to give informed consent

To be able to provide informed consent, the legislation must first require a protected person to have the capacity to
give informed consent.

A protected person should have capacity to give informed consent to the medical treatment proposed if the
person:

understands the information they are given that is relevant to the decision; and

is able to remember the information that is relevant to the decision; and

is able to use or weigh information that is relevant to the decision; and

4. is able to communicate the decision made by speech, gestures or any other means.

w N

In determining whether a protected person has capacity to give informed consent, the legislation should require
the determination to be made in light of whether the person would understand the relevant information, be able to
remember the relevant information, be able to use or weigh relevant information, and be able to communicate the
relevant decision with the provision of reasonable support.

The following principles are intended to provide guidance to any person who is required to determine whether or
not a protected person has the capacity to give informed consent under this Act—

1. aprotected person’s capacity to give informed consent is specific to the decision that the personis to
make;

2. aprotected person’s capacity to give informed consent may change over time;

3. it should not be assumed that a protected person does not have the capacity to give informed consent
based only on their age, appearance, condition or an aspect of their behaviour;

4. adetermination that a protected person does not have capacity to give informed consent should not be
made only because the person makes a decision that could be considered to be unwise;

5. when assessing a protected person’s capacity to give informed consent, reasonable steps should be taken
to conduct the assessment at a time at, and in an environment in, which the person’s capacity to give
informed consent can be assessed most accurately.

Informed consent

For the purposes of determining whether a protected person has given personal consent to medical treatment
which modifies their sex characteristics, the protected person receiving the medical treatment will have given
informed consent to that medical treatment if the person—

1. has the capacity to give informed consent to the medical treatment proposed; and

2. has been given adequate information to enable the protected person to make an informed decision; and
3. has been given a reasonable opportunity to make the decision; and

4. has given consent freely without undue pressure or coercion by any other person; and

5. has not withdrawn consent or indicated any intention to withdraw consent.

For the purposes of principle 2 above, a protected person will have been given adequate information to make an
informed decision if the person has been given—

1. affirming, clearly understandable and factually objective information about the nature of their innate
variation of sex characteristics, including:
a. thatitisanaturally occurring innate variation of sex characteristics;
b. if known, the approximate number of people who have that particular innate variation of sex
characteristics;
c. how thatinnate variation of sex characteristics manifests physically, including over time; and
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2. aprescribed list of peer support organisations and contacts for psychological support made by the
Minister for Health after consultation with the Minister for Equality; and
3. theoption of having no medical treatment at all or at the present time, and an explanation of the
advantages and disadvantages of this option; and
4. an explanation of the proposed medical treatment including—
a. the purpose of the medical treatment; and
b. thetype, method and likely duration of the medical treatment; and
c. anexplanation of the advantages and disadvantages of the medical treatment, including
information about the associated discomfort, risks and common or expected side effects of the
medical treatment; and
d. anexplanation of any beneficial alternative treatments that are reasonably available, including
any information about the advantages and disadvantages of these alternatives; and
e. answersto any relevant questions that the protected person has asked; and
f. any other relevant information that is likely to influence the decision of the protected person;
and
g. inthe case of proposed medical treatment, a statement of rights relevant to the protected
person’s situation.

For the purposes of principle 3 above, a protected person has been given a reasonable opportunity to make a
decision if, in the circumstances, the person has been given—

1. areasonable period of time in which to consider the matters involved in the decision, including a cooling
off period appropriate to the proposed medical treatment; and

2. areasonable opportunity to discuss those matters with the registered medical practitioner who is
proposing the medical treatment, including the option to do so with or without the assistance or presence
of another person; and

3. areasonable opportunity to discuss those matters with a different health professional to the one
proposing the medical treatment, including the option to do so with or without the assistance or presence
of another person; and

4. areasonable amount of support to make the decision; and

5. areasonable opportunity to obtain any other advice or assistance in relation to the decision.

(b) Recording of personal consent

A health professional who has obtained the personal consent of a protected person must maintain written records
of all the information provided to the protected person in order to comply with this section and treat those records
in accordance with the Health Privacy Principles set out in the Health Records Act 2001 (Vic).

4. OVERSIGHT BODY
(a) Establishment of oversight body

The legislation should establish an oversight body exercising administrative (not judicial) powers.

The oversight body should have an oversight panel for making decisions (as set out below), as well as a secretariat
supporting the work of the panel.

Appointment of pool of panel members
The Minister for Health, after consulting with the Minister for Equality, should have the power to appoint:

e aChair and deputy Chair who are former judicial officers or senior lawyers of at least 10 years’
standing;

e apoolof panel members that the Minister for Health is satisfied, after an open application
process, have the knowledge, experience or skills relevant to their role.

The Minister for Health must appoint a minimum of 10 panel members to the pool, having regard to:
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o theneedto ensure areasonable diversity of gender, clinical expertise and lived experience; and

e the proper functioning of the oversight body, including in the event that a full panel decision is
remitted by a court on appeal for reconsideration by a differently constituted full panel.

The panel members should be appointed into one or more of the following categories:

e Health professional member, being health professionals with expertise in medicine, psychology,
bioethics or other allied health areas relevant to the care of people with innate variations of sex
characteristics;

¢  Community representative panel member, being persons with innate variations of sex
characteristics and the family members of persons with innate variations of sex characteristics;

e  Other specialist panel member, being experts in human rights, children’s rights or the rights of
people with disability.

The panel members should be appointed for a term of 3 years and can be reappointed for further terms of 3 years.
The panel members’ tenure should be terminable by the Minister for Health or by resignation.

The panel members should be remunerated for work they perform as members of the oversight panel, including
any professional development required of their role.

The panel members should be subject to a limitation on personal liability in connection with their functions.
The Chair
The Chair should have the power to conduct meetings of the panel.

The Chair should have powers to establish rules governing the process and procedures of the panel, subject to the
requirements of the legislation.

The Chair should have day-to-day responsibility for the proper management of the oversight body, including
ensuring policies, procedures, guidelines and a complaints system are in place.

The Chair should be able to receive and resolve complaints from members of the public regarding the failure of a
panel member to comply with their obligations, subject to the Minister for Health having the final decision on
termination. Any complaints regarding the Chair should be received and resolved by the Minister for Health.

The Chair should be able to delegate their role to the deputy Chair in the event that they are unable to perform
their role, including because they have to disqualify themselves from sitting as a panel member in a particular
matter. Wherever reference is made to the ‘Chair’ in this document, this should be taken to mean the deputy Chair
where the Chair has delegated their role to the deputy Chair.

Panel members’ obligations
The Chair, deputy Chair and panel members should be required to:

e act with integrity, impartially, respectfully, fairly and accountability when performing their
roles;"

e maintain relevant professional registrations, accreditations or qualifications necessary for their
role;

e attend such training and development as requested by the Chair from time to time;
e declare any actual or perceived conflicts of interests;

e disqualify themselves from sitting as a panel member in respect of any matter in which there is
any actual or apprehended bias.

2 |n a manner similar to the public sector values in s 7 of the Public Administration Act 2004 (Vic).
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Full panel of the oversight body

The Chair must constitute a panel of 5 panel members (the full panel) drawn from the pool of eligible panel
members to make a decision on behalf of the oversight body, including:

e adecision to register or not to register an individual care plan, including with or without any
amendments;

e adecision to make, revoke or amend a class exemption order.

The full panel must always comprise either the Chair or deputy Chair, and one panel member belonging to each of
the three categories of panel members.

In constituting a full panel, the Chair must have regard to ensuring a reasonable diversity of gender and relevant
clinical expertise and lived experience on the full panel.

Decisions of the full panel should aim to reach consensus, but failing consensus, require the agreement of a
majority of its members.

Three-member sub panel

The Chair should have the power to establish a sub panel to decide whether or not to register an individual care
plan, including with or without amendment.

A sub-panel must be comprised of 3 members, being either the Chair or deputy Chair, and at least one health
professional and one community member.

In constituting a sub panel, the Chair must have regard to ensuring a reasonable diversity of gender and relevant
clinical expertise and lived experience on the sub panel.

All decisions of a sub-panel must be made by consensus. If the sub-panel fails to reach a consensus, the matter
must be referred to a differently constituted full panel of the oversight body for a decision.

All decisions of a sub panel should also be open to internal review by a differently constituted full panel of the
oversight body.
(b) Functions and powers of the oversight body
The oversight body should be given the following functions and powers:
e toregister or amend individual care plans;
e toconsider and make, where appropriate, class exemption orders;
e toreceive and consider reports from health professionals when exemptions are relied upon;

e toreceive reports of possible contraventions of the prohibitions and refer them to relevant
bodies (e.qg. state and territory law enforcement bodies, Victorian Health Complaints
Commissioner, Victorian Ombudsman, Australian Health Practitioner Requlatory Agency,
Victorian Equal Opportunity and Human Rights Commission);

e topromote compliance with the scheme by the provision of information to protected persons,
their family members, guardians, support persons or carers, health professionals and members
of the general public;

e toissue guidance on the interpretation and operation of the scheme, including the
interpretation of the prohibitions;

e toconduct analysis of, and carry out research in relation to, the operation of the scheme;

e toprovide advice to the Minister for Health, Minister for Equality or Secretary of the Department
of Health or department responsible for Equality in relation to the operation of the scheme;

e toprovide reports to the Minister for Health, Minister for Equality or Secretary of the
Department of Health or department responsible for Equality in respect of any matter relevant
to the functions of the oversight body as requested; and
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e such powers that are necessary or convenient to perform its functions.

The oversight body should be required to publish an annual report on the operation of the Act every financial year,
no more than 3 months from the end of each financial year.”™ Without limitation to information which can be
included in the report and subject to the confidentiality requirements, the report should be made public and
include information on:

« the number of applications received by the oversight body for the registration or amendment of
an individual care plan including by type of variation and the age range of protected persons at
the time of application;

e trendsinthe outcomes of applications for the registration or amendment of an individual care
planincluding by:

= type of variation;
= the agerange of protected persons at the time of application; and

= thetypes of medical treatment sought and/or permitted (with non-identifying
particulars on any procedures permitted by the oversight body in respect of particular
classes of protected persons);

e the number and type of class exemption orders considered or made by the oversight body.

(c) How the oversight body must make decisions
In making decisions under this legislative scheme, the oversight body:

e« must comply with the requirements set down by the legislation and in other laws, including the
Charter, and having regard to the objects and purposes of this legislation;

. must act fairly and according to the substantial merits of the case in all matters;
¢ must comply with the rules of natural justice;

e isnotbound by the rules of evidence or any practices or procedures applicable to courts of
record, except to the extent the Chair adopts those rules, practices or procedures;

¢ may informitself on any matter as it sees fit, including by reference to previous decisions or
matters which have come before the panel;

e« must conduct the hearing of any matter with as little formality and technicality as possible, and
determine each matter with as much speed, as the requirement of this Act and a proper
consideration of the matters before it permit.'

These principles apply (without limitation) to:

e adecision to register or not to register an individual care plan, including with or without any
amendments; and

e adecision to make, revoke or amend a class exemption order.

5. INDIVIDUAL CARE PLANS

The legislation should make provision for the preparation, registration and amendment of individual care plans in
respect of protected persons who do not have capacity to provide personal consent to medical treatment which
would modify their sex characteristics. Anindividual care plan can allow medical treatment modifying a protected
person’s sex characteristics without personal consent if it complies with this section.

'* Modelled on s 107 of the Voluntary Assisted Dying Act 2017 (Vic).
* Modelled on s 98 of the Victorian Civil and Administrative Tribunal Act 1998 (Vic).
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(@) Whatis anindividual care plan?
The legislation should clarify the matters which can be included in an individual care plan including:

e« the name of the protected person, where they live, who they live with and who is responsible for
making decisions regarding their care (including any medical decision-maker);

e referrals to peer support that will be provided or arranged for the protected person, and by
whom and when;

e referrals to psychological support or counselling that will be provided or arranged for the
protected person, and by whom and when;

o theinformation that will be provided to the protected person regarding their variation and any
medical treatment associated with it, and by whom and when;

e any medical treatment which modifies that sex characteristics of the protected person that may
be provided without personal consent, and any conditions on how and when it may be
performed or provided including by whom;

e« any medical treatment that is ancillary or incidental to the above, including any self-
administered treatment or care that follows any medical treatment;

e« any medical treatment in connection with the protected person’s variation for the purposes of
diagnosis or monitoring;

e anyrecords which must be retained in respect of any such medical treatment and how and when
it will be provided or made available to the protected person;

e any reports which must be made to the oversight body regarding matters contained in the plan,
and by whom and when;

e theterm of the individual care plan and/or the time or circumstances in which the plan ceases to
have effect or must be reviewed by the oversight body.
(b) Eligibility to apply

The legislation should allow an interested person to apply to the oversight body to register or amend an individual
care plan in respect of a protected person if:

e medical treatment is proposed which would modify the sex characteristics of the protected
person; and

e the protected person does not have capacity to provide informed consent.

(c) Preparing an application for an individual care plan

The application to register or amend an individual care plan should be made in a form prescribed by the
regulations.

The regulations could require the application form to seek information on the following details:

e details regarding the protected person who is the subject of the application, including their age,
particular variation, names and contact details of all persons with parental or other
responsibility for their care and wellbeing and the names and contact details of the medical
team overseeing their healthcare;

e details, to be completed by their health professional, of any proposed medical treatment that
would modify the sex characteristics of the protected person, including:

= full particulars of the treatment proposed;
=  who will be performing the treatment;
= whenthe treatment is proposed to be performed;

= reasons for why the treatment is proposed;
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= any alternative treatments which have been considered and any reasons why they
have been rejected;

= whatinformation has been provided to the protected person, and/or persons with
parental or other responsibility for the care and wellbeing of the protected person,
regarding the risks and benefits of the proposed treatment and risks and benefits of
any alternative treatment which has been considered by rejected; and

= any relevant medical history of the person, including past treatments whether
undertaken in Victoria or elsewhere (to the extent known);

details of what psychological and peer support before or after the treatment has been offered to
the protected person;

details of any existing individual care plan;

details of any steps taken to ascertain whether the protected person the subject of the
application is capable of providing personal consent (if relevant);

details of any facts or circumstances which might suggest that the protected person the subject
of the application does not or would not consent to the medical treatment (if relevant).

The legislation should require that the application form be completed by way of statutory declaration (such that
there is a penalty for providing false or misleading information).

The legislation should require those completing the form or providing information to the panel (including any
independent advocate) to provide full and frank disclosure of any matters regarding the application (including the
protected person and proposed treatment) which might be relevant to the oversight body’s consideration of the
application. There should be a penalty for failures to comply with this duty.

The application process should be free.

An independent advocate should also have a duty to act:

if the protected person is under 18 years of age: in the best interests of the protected person
informed by the protected person’s own views to the extent they can be expressed with
reasonable support;

if the protected person is 18 years or older: in the interests of the protected person and faithfully
with their will and preferences, or the best ascertainment of their will and preferences, as can be
expressed or ascertained with reasonable support.

(d) Processing an application to register or amend an individual care plan

Once an application has been made, the oversight body should have powers to:

review the application and confirm its eligibility and, if eligible, must offer to the affected
persons, including the protected person, such referrals to peer support and counselling as may
be appropriate;

appoint an independent advocate for the protected person whose role is to facilitate the
expression of views from the protected person where they can be obtained directly (including
with reasonable support), and provide assistance to the oversight panel in considering matters
which cannot be or are not raised directly by the protected person;

request further information from persons connected to the application if it may assist the
oversight panel in considering the matter;

if it may assist the oversight panel in considering the matter, arrange for independent
consultants (such as a psychologist) with relevant expertise to do any or all of the following:

=  prepare adraft individual care plan or amendments to an existing individual care plan
in consultation with the protected person, affected persons and any independent
advocate;
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= meet with the protected person who is the subject of the application and prepare a
report containing, where relevant:

e their views on the application and/or draft individual care plan;

e the opinion of the expert as to the protected person’s capacity to provide
personal consent, including any support which could be provided to enable
the person to provide personal consent;

= meet with persons with parental or similar responsibility for the care and wellbeing of
the protected person and prepare a report containing, where relevant:

e their views on the application and/or draft individual care plan;

e theextent of information provided to them about the medical treatment
proposed in the application, including the risks and benefits of the proposed
treatment and any alternatives;

= meet with the health professionals responsible for the healthcare of the protected
person and prepare a report containing their views on the application and/or draft
individual care plan;

=  prepare evidence on areas of medical or other research;
= prepare evidence derived from past decisions of the oversight panel;

e obtain the opinion of other specialists, experts or people with lived experience and ask them to
provide any recommendations on the matters sought by the oversight panel;

e convene a meeting which must be held in private with the protected person, affected persons
and any independent advocate to seek and obtain their views on the application and/or draft
individual care plan.

The material before the panel should be made available to all relevant parties, including (as relevant) the protected
person, their independent advocate, persons with parental or other responsibility for the person, and their health
professionals.

(e) Consideration of the application by the oversight panel

The Chair must provide a reasonable opportunity for the protected person the subject of the application (or their
independent advocate) and any affected persons to address the panel at any meeting or provide their views in
writing, if they wish, prior to a decision of the oversight panel.

Parties may be legally represented in any matter before the oversight panel only with leave of the Chair (at their
own cost).

The Chair may otherwise make such other rules and procedures regulating these meetings, which does not
contradict these principles or the oversight panel’s obligations, as they deem necessary.
(f) Making the decision
The oversight panel must make a decision as expeditiously as practicable to:
. register an individual care plan, with or without any amendments;
o refuse toregister or amend an individual care plan.

The oversight panel (or sub-panel) must not make a decision to register or amend an individual care plan allowing
medical treatment that modifies a protected person’s sex characteristics without their personal consent unless it is
satisfied that:

e thepersonis a protected person; and

e the protected person does not have capacity to provide personal consent to the proposed
treatment that modifies their sex characteristics and which would be allowed by the individual
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care plan; and

o totheextent that the protected person can express any views regarding the individual care
plan, they have been given an opportunity, with reasonable support, to express those views and
those views have been considered by the oversight panel; and

e ifthe personis aged under 18, to the extent that persons with parental responsibility wish to
express any views regarding the proposed individual care plan, those persons have been given
an opportunity, with reasonable support, to express their views and those views have been
considered by the oversight panel; and

e either:

= jfthe protected person is aged under 18: having regard to the risks and benefits of the
medical treatment and any alternatives (including the option of doing nothing), their
best interests are better served by the medical treatment proceeding without their
personal consent over deferring the treatment to realise their significant and
profoundly personal interest in deciding what happens to their own body; and

= jfthe protected person is aged 18 year or over: that it is consistent with their will and
preferences, or to the extent that those will and preferences cannot be fully expressed,
that is consistent with the best ascertainment of what the protected person’s will and
preferences would likely be, and which does not override the person’s will and
preferences unless it is necessary to do so to prevent serious harm.

In having regard to the risks and benefits of the medical treatment and any alternatives (including the option of
doing nothing), the following considerations must be taken into account by the oversight panel (or sub panel):

e thesignificant and profoundly personal interest of a person in being able to decide what
happens to their own body, and the extent to which that interest may be realised through:

= the option of deferring medical treatment that modifies a protected person’s sex
characteristics to preserve any expected ability of the protected person to provide
personal consent in future; or

= the option of allowing medical treatment that preserves options for the protected
person in the future;

e thelikely benefits and risks of the proposed medical treatment to the protected person’s health;

e any likely adverse consequences to the protected person’s health of the proposed medical
treatment not being provided;

e any alternatives to the medical treatment being proposed, and the likely benefits and risks of
those alternatives.

In having regard to the risks and benefits of the medical treatment and any alternatives (including the option of
doing nothing), the oversight panel (or sub-panel) must not presume that a person with innate variations of sex
characteristics would experience any social or psychosocial benefits from having their sex characteristics function
or appear in a manner which conforms with norms for persons without that variation unless:

e the protected person has themselves provided direct and compelling evidence to support the
rebuttal of this presumption;

o ifthe protected person has not provided direct and compelling evidence, any other evidence
relied upon;

= s specific to the protected person and is not otherwise speculative or general in
nature; and

= hassubstantial probative value.
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(g) Provision of reasons

The panel must provide written reasons for its decision, which must be made available to the parties upon request.
If the panel decides to register an individual care plan, the reasons for its decision must also be held on the register
with the individual care plan.

The panel may publicly publish its reasons, or a summary of its reasons, provided that no information which may
identify the protected person or any person connected to the protected person is included in the published
reasons.

(h) Appeals

Decisions of a sub panel can be appealed on its merits to a differently constituted full panel of the oversight body.
In which case, the process for considering the application above is repeated by the full panel, which may reconsider
the matter and make a fresh decision considering any evidence before the sub panel and any additional evidence or
submissions.

Decisions of the full panel of the oversight body can be appealed on judicial review (including for contraventions of
the Charter).
(i) Maintenance and access to the register

Individual care plans that are registered by the oversight body should be held on a register maintained by the
oversight body, along with the reasons for the oversight body’s decision to register an individual care plan.

Information held about a protected person on the register (including the individual care plan and oversight body’s
decision and reasons) should be stored and made available for access in accordance with the Health Privacy
Principles in the Health Records Act 2001 (Vic).

(j) Leqal effect of a registered individual care plan

An individual care plan which has been registered by the oversight body, and which has not otherwise expired or
ceased to have effect, operates according to its terms as if it were an order of an administrative tribunal.

That is, to the extent that it compels or authorises such acts to be done, or compels or grants authority to another
person (such as medical decision-maker or person with parental responsibility) to authorise such acts to be done:

e itrequires such as actions as set out in its terms;

e itgrants such authorisations as sets out in its terms (including the power to sign and do
anything that is necessary to give effect to any power or duty vested in the person); and

e it constrains such power or authority according to its terms.

Acts done or consents given by a person in compliance with a registered individual care plan should have effect as
if it were done or given by the protected person themselves, as if the protected person had the capacity to do those
things or give such consents for themselves.'

6. CLASS EXEMPTION ORDERS

(a) Power to make class exemption orders

Subject to the requirements of the legislation, the oversight panel should have power to make orders exempting a
class of medical treatment from the prohibitions (such that a person with parental responsibility or other medical
decision-maker can consent to treatment in accordance with their powers, duties and responsibilities under law,
and without further authorisation from the oversight body, when a person cannot provide personal consent).

> Modelled on ss 38(3) and 142 of the Guardianship and Administration Act 2019 (Vic).
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The oversight body should only have the power to make class exemption orders where, having regard to the risks
and benefits of the medical treatment and any alternatives (including the option of doing nothing), the best
interests of any protected person who meets the conditions specified in the class exemption order would be better
served by the medical treatment proceeding (with the consent of a medical-decision maker and on any conditions
specified by the oversight body) over deferring the treatment to realise a person’s significant and profoundly
personal interest in deciding what happens to their own body.

In having regard to the risks and benefits of the medical treatment and any alternatives (including the option of
doing nothing), the following considerations must be taken into account by the oversight panel:

o thesignificant and profoundly personal interest of a person in being able to decide what
happens to their own body, and the extent to which that interest may be realised through:

= the option of deferring medical treatment that modifies a protected person’s sex
characteristics to preserve any expected ability of the protected person to provide
personal consent in future; or

= the option of allowing medical treatment that preserves options for the protected
person in the future;

e thelikely benefits and risks of the proposed medical treatment to the protected person’s health;

e any likely adverse consequences to the protected person’s health of the proposed medical
treatment not being provided;

e any alternatives to the medical treatment being proposed, and the likely benefits and risks of
those alternatives.

In having regard to the risks and benefits of the medical treatment and any alternatives (including the option of
doing nothing), the oversight panel must not presume that a person with innate variations of sex characteristics
would experience any social or psychosocial benefits from having their sex characteristics function or appearin a
manner which conforms with norms for persons without that variation without evidence which has substantial
probative value when weighed against the principle that a person has a significant and profoundly personal interest
in deciding what happens to their own body.

A class exemption order can be made subject to any conditions or limitations that the oversight body thinks
appropriate, including (without limitation):

e ensuring that, to the extent the views of the protected person receiving the treatment can be
expressed with reasonable support, they do not object to the treatment; and

e placing an obligation on a person to report to the oversight body any reliance on the exemption,
including the age of the protected person receiving the treatment, the type of treatment
performed and reasons for the treatment.

Clarify that a class exemption order can be made in respect of any medical treatment that may have an ancillary or
incidental effect on a protected person’s sex characteristics. Example: a class exemption order regarding the
closure of a bladder in the case of bladder exstrophy.

The legislation should ensure that class exemption orders are not legislative instruments.

(b) The process for making class exemption orders

Before making, amending or repealing a class exemption order, the legislation should require the oversight body
to:

e consult with the Minister for Health and Minister for Equality;

e publish for public consultation any draft class exemption order or proposal to repeal an order,
and its reasons for proposing the order or repeal, and take into account such feedback as may
be provided to the oversight body; and

e publish any final class exemption order or repeal notice before it takes effect.
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The oversight body should also have the power to obtain the opinion of other specialists or experts in forming its
views on any draft class exemption order or repeal, and hold hearings to inform itself of any relevant matters as it
thinks fit.

Each class exemption order should be subject to a 5-year sunset period, requiring a review by the oversight panel
to repeal, amend or renew the order for further periods of 5 years. Reviews should follow the consultation process
set out above.

(c) Challenging a class exemption order

A class exemption order or decision to repeal an order should be subject to judicial review (including for
contraventions of the Charter).

7. MANDATORY REPORTING OBLIGATIONS
(a) Obligations to report

The legislation should require a health service provider to make a report to the oversight body, in a form prescribed
by the oversight body, where it provides medical treatment without personal consent to a protected person that
modifies their sex characteristics.'

The report should require the following details to be included:
e theage of the protected person;
e thetype of variation;
e treatment provided;
. reasons for treatment;
e alternatives to treatment considered and reasons they were rejected;
e whether the treatment was provided in accordance with the:
= statutory emergency exception;
= aregistered individual care plan; or
= aclass exemption order.

Failure to make a report should be an offence and also be subject to professional disciplinary consequences.

(b) Protection for complying with reporting obligation in good faith
A disclosure to the oversight body by any person in good faith under this obligation should not:

e constitute unprofessional conduct or a breach of professional ethics on the part of the discloser
(such as a breach of confidentiality); or

e make the discloser subject to any liability in respect of the disclosure.™

8. CONFIDENTIALITY
(a) Confidentiality

The legislation should make it an offence for anyone, including the oversight body, to disclose (other than with the
affected person's consent) any information that would identify a person connected to any medical treatment or
proposed medical treatment, including:

' This proposal is broadly modelled on s 184 of the Children, Youth and Families Act 2005 (Vic).
" This proposal is broadly modelled on s 189 of the Children, Youth and Families Act 2005 (Vic).
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e any protected person in respect of whom an application or report is made;
e any person related to the protected person (such as family members); and
e treating health professionals related to that treatment.

The legislation should provide an avenue for the oversight body to lawfully disclose information to relevant law
enforcement bodies, courts or tribunals, as required by law or when necessary for its work. The Minister for Health
should be allowed to prescribe law enforcement bodies in other states and territories.

The legislation should provide an avenue for the oversight body to lawfully disclose information when it is urgent
and necessary to save life, prevent serious damage to the person’s health, or prevent the person from suffering or
continuing to suffer significant pain or distress, and it would not be appropriate or practicable to obtain consent
from the person prior to the disclosure.

The legislation should allow the oversight body to publish its decisions, subject to such directions as the Chair
determines are necessary to preserve personal privacy.

9. INTERACTION WITH OTHER LAWS AND SYSTEMS

The legislation should make consequential amendments to other Victorian legislation such that the oversight
scheme’s jurisdiction and process is prioritised for decisions involving medical treatment modifying a protected
person’s sex characteristics without their personal consent.

The laws which need to be amended include:

e Medical Treatment Planning and Decisions Act 2016 (Vic) to ensure that a protected person’s
medical treatment decision maker (including any appointed medical treatment decision maker),
any health professional or Public Advocate cannot consent to medical treatment modifying a
protected person’s sex characteristics other than in accordance with this scheme.

. Guardianship and Administration Act 2019 (Vic) to ensure that a guardian cannot consent to
medical treatment modifying a protected person’s sex characteristics other than in accordance
with this scheme.

e Children, Youth and Families Act 2005 (Vic) to ensure a person granted parental responsibility
for a child cannot consent to medical treatment modifying a protected person’s sex
characteristics other than in accordance with this scheme.

e Historical medical decision-making, guardianship and child protection legislation which
preceded the above the legislation and which remains in effect, including a medical power of
attorney under the Medical Treatment Act 1988 (Vic), an enduring guardian under the
Guardianship and Administration Act 1986 (Vic) and an enduring attorney for personal matters
with powers to make decisions about healthcare or medical treatment under the Powers of
Attorney Act 2014 (Vic) between 1 September 2015 and 11 March 2018.

The laws should keep in place the right of a protected person to make an advanced care directive and preserve for
a person the right to recover the ability to provide consent within a reasonable time under s 59 of the Medical
Treatment Planning and Decisions Act 2016 (Vic).

The laws should also clarify the effect of the Limitations of Actions Act 1958 (Vic) on the date of discoverability for
actions for personal injury, by either excluding knowledge held by the parents from being imputed to their child,
allowing a child to bring an action without any time limit in respect of medical treatment modifying their sex
characteristics or allowing a reasonable time after a child becomes an adult and becomes aware that they received
medical treatment modifying their sex characteristics.
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The legislation should also make consequential amendments to other Victorian legislation to ensure consistency
with this scheme, including to the extent necessary with the:

the Health Complaints Act 2016 (Vic), to ensure the Health Complaints Commissioner can receive
complaints referred to it from the oversight body, and consider complaints in respect of the
breach of the civil prohibitions; and

the Health Records Act 2001 (Vic), Privacy and Data Protection Act 2014 (Vic) and Freedom of
Information Act 1982 (Vic), to ensure the confidentiality settings in this scheme are reflected
appropriately in legislation which protects personal privacy or allows the disclosure of
information to the public.

A further audit of laws may be necessary to ensure that any public, complaints or law enforcement body receiving a
referral from the oversight body has the power to deal with the issue in @ manner which is consistent with the
settings (including the confidentiality settings) set out in this legislation.

10. STATUTORY REVIEW

The legislation should require a review and report on the operation and effectiveness of the scheme 5 years after

its operation.

Among the things to be considered should include:

the scope of medical treatment regulated by the scheme;
the operation and efficacy of the oversight body and its processes;

the operation and effectiveness of the legal framework for requlating medical treatment
modifying a protected person’s sex characteristics;

whether, and to what extent, it would be appropriate or desirable to recognise corresponding
laws elsewhere in Australia or harmonise this scheme with corresponding laws elsewhere in
Australia;

whether, and to what extent, the legislation has achieved its objects and purposes.
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SCHEDULE B: THE FINAL PROPOSAL -
ANNOTATED WITH AMENDMENTS AND
CONSULTATION FEEDBACK

This is an annotated version of the final proposal. It shows the key amendments made to the final proposal from
the draft proposal published in the consultation paper, with annotations to consultation feedback contained in the
items in Schedule C. Underlined text is new, while struck-through text has been deleted. Underlined text in green
has been moved from elsewhere in the draft proposal but is not new in substance.

1. INTRODUCTORY PROVISIONS

(a) Purposes and objects of the scheme
The main purposes of the legislation should be to:

¢ ensure that medical treatment modifying the sex characteristics of persons with innate
variations of sex characteristics is performed only with the informed consent of the person
receiving the treatment, except where limited exceptions apply;

e establish an oversight body to oversee care and support provided to persons with innate
variations of sex characteristics, including medical treatments modifying their sex
characteristics, where such persons do not have the capacity to provide personal consent to
such medical treatment;

. place reporting obligations on health service providers when medical treatment modifying the
sex characteristics of a person with innate variations of sex characteristics is performed without
the informed consent of the person receiving the treatment;

¢ make consequential amendments to certain other legislation.

The objects of the legislation should be to:

e end harmful practices performed on peepte persons with innate variations of sex characteristics
by prohibiting, except in limited circumstances, medical #rterventions treatment modifying a
protected person’s sex characteristics without their personal consent;

o further promote and protect the right of persons with innate variations of sex characteristics to
bodily integrity, physical autonomy and self-determination in respect of any medical treatment
that would modify their sex characteristics;

e support the provision of information to peeple persons with innate variations of sex
characteristics ang-theirfamities to empower a protected person to make fully informed
decisions about any medical treatment that would modify their sex characteristics;
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e support other affected persons, such as the families of persons with innate variations of sex
characteristics, by ensuring oversight body processes facilitate the provision of support and
information as appropriate to them;'® and

o  further promote and protect the human rights set out in the Charter efHumanRightsand

The intention of the Parliament in enacting this legislation should be to:

o affirm that innate variations in sex characteristics are a natural part of human diversity and do
not, in and of themselves, require fixing or correcting;

. recognise that individuals have a significant and profoundly personal interest in deciding what
happens to their own bodies and that this interest must be protected and given full weight in all
decisions concerning medical treatment that modifies their sex characteristics;"

o affirm that all persons, without discrimination against persons with innate variations in sex
characteristics, are entitled to access healthcare that promotes their health and wellbeing, and
supports their bodily integrity, physical autonomy and self-determination over what medical
treatments (if any) are performed on their bodies; and

e denounce medical treatments modifying a protected person’s sex characteristics which are
justified by rationales which discriminate against peepte persons with innate variations of sex
characteristics, including by reference to assumptions about how bodies should appear or
function simply in order to accord with a particular gendered norm.?°

(b) Human rights principles

The legislation should clarify that nothing in it is intended to abrogate or limit the rights or freedoms, or obligations
placed on public authorities, under the Charter of Human Rights and Responsibilities Act 2006 (Vic) (the Charter).

The legislation should clarify that the oversight body is an entity that has functions of a public nature (and is
therefore a public authority under the Charter) and that, without limitation, the following decisions do not
constitute acts or decisions of a private nature under s 38(3) of the Charter:

e adecision to register or not to register an individual care plan, including with or without any
amendments;

e adecision to make, revoke or amend a class exemption order.

(c) Commencement of scheme
This scheme should commence on the earlier of:
e aday (or days) to be proclaimed for any particular part of the scheme; or

e lyear after the legislation receives Royal Assent.

(d) Definitions

The legislation should include the following definitions. Wherever these terms are used in this proposal, they also
have the following meanings.

Charter means the Charter of Human Rights and Responsibilities Act 2006 (Vic).

class exemption order means an order made by the oversight body [as set out in Part [x] of this Act - see section 6
below].

'® See items 4.1.1(a), 4.1.1(f), 4.1.1(g), 4.1.2(g) and 6.3.2(a).
' See items 1.3 and 6.3.3(a).

20 See item 1.1.
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guardian means a person appointed as a guardian with medical decision-making responsibilities under a
guardianship order made under the Guardianship and Administration Act 2019 (Vic).

individual care plan means a plan prepared-and? registered with the oversight body [as set out in Part [x] of this
Act - see section 5 below].

informed consent has the same meaning set out in [Part [x] of this Act - see section 3 below] as-seetier-69{H-of
20 o) . - - ‘

interested person means any of the following:

(a) aprotected person, with or without of the support of their supportive quardian;

(b) any person with parental responsibility for a protected person;

(c) any person proposing to provide medical treatment that modifies the sex characteristics of
a protected person;

(d) any person concerned with the care, welfare or development of a protected person,
including a quardian, supportive guardian, medical treatment decision-maker or support
person, or other carer.

medical treatment means:??

(a) emyasurgical or medical procedure or treatment, including:
(i) the administration of any drugs whether by the protected person or any other person
upon the advice or recommendation of a health practitioner;
(i) adilation procedure whether administered by the protected person or any other
person upon the advice or recommendation of a health practitioner;22
(b) any part of a procedure or treatment listed in paragraph (a),?

but does not include a procedure or treatment involving no more than the circumcision of a protected
person’s penis through the removal of a foreskin covering the glans.?>

medical treatment decision-maker means a person (whether appointed or not) with responsibility for making
medical decisions on behalf of a person, whether under the Medical Treatment Planning and Decisions Act 2016 (Vic)
or another law.2¢

modify means:

(a) permanent orirreversible changes to a protected person’s sex characteristics; or

(b) changes to a protected person’s sex characteristics which are reversible only with invasive
medical treatment; or

(c) changes to a protected person’s sex characteristics which are caused by dilation,

and includes such changes to sex characteristics referred to in paragraphs (a)-(c) above which are
intended to or likely to result even if they have not yet occurred, but does not include:

(d) changes to a protected person’s sex characteristics which are reversible by ceasing medical
treatment or with non-invasive medical treatment; or

(e) the prevention of naturally occurring changes to a protected person’s sex characteristics
which is reversible by ceasing medical treatment or with non-invasive medical treatment.

2'Seeitems 7.2.1and 7.2.2.
2 Cfseeitem 2.3.

# Seeitem 2.2.2.

2 Seeitem 2.2.3.

# Seeitems 3.2.1and 3.2.2.
% See item 10.3.

¥ Seeitem 2.2.2.
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personal consent means the protected person receiving the medical treatment has given informed consent to that
medical treatment.

protected person means:

(@) anatural person with innate?® variations of sex characteristics (whether diagnosed or not)
that do not conform?2® to medical norms for male or female bodies; or

(b) without limitation to the definition in paragraph (a), a natural person with_such etker innate
variations of sex characteristics or such innate physical conditions affecting orin close
proximity to sex characteristics (whether diagnosed or not) as may be declared by the
Minister for Health upon the recommendation of the oversight body.3°

[Note: For the purposes of paragraph (b) of the definition of ‘protected person’ the following variations should be
declared at the commencement of the scheme:3!

For the purposes of paragraph (b) of the definition of ‘protected person’, a natural person with
the following innate variations or physical conditions (whether diagnosed or not) is declared to
be a ‘protected person’:3?

(a) 5-alphareductase deficiency (5-ARD)

(b) 17-beta-hydroxysteroid dehydrogenase deficiency or 173-Hydroxysteroid dehydrogenase Il

deficiency

androgen insensitivity syndromes including complete, partial and mild forms3?

aphallia®*

bladder exstrophy (also known as ectopia vesicae)®>

clitoromegaly (also known as large clitoris)3¢

cloacal exstrophy

congenital adrenal hyperplasia (CAH)3%"

cryptorchidism (also known as undescended testes)3®

de la Chapelle syndrome (also known as XX Male Syndrome)

epispadias

I) Follicle-Stimulating Hormone Insensitivity (FSH)*°

m) Fraser Syndrome*® {alse-krowrasMeyer-Sehwickerath'sSyndromeFraserFranceis
; eh—Feichti ;

(n) gonadal dysgenesis including partial and complete forms

(0) hypegenadism

O
~

== =
S A IONC

~ o~ o~ o~ o~ o~ o~ o~ o~ —~ —
f

2 See item 2.1.1(b).
2 See item 2.1.3(a).
30 See items 2.1.1(c) and 2.1.1(g).

31 See item 2.1.1(c). If this non-exhaustive list of variations and physical conditions can be drafted and introduced as a regulation at the
commencement of the scheme, we would have no objection to this list being included in regulation. However, it must be clear which variations and
physical conditions will be captured within the scope of the scheme at its outset, and this list should include all the variations and physical conditions
currently proposed.

%2 See item 1.2

33 See item 2.1.3(b).
34 See item 2.1.3(d).
3% See item 2.1.1(g).
% See item 2.1.3(d).
3 See item 2.1.1(d).
% See item 2.1.1(f).

% See item 2.1.1(i).

40 See item 2.1.3(e).
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hypospadias*

Jacobs Syndrome (also known as XYY Syndrome)

Kallmann Syndrome#?

Leydig cell gypoplasia

Mayer-Rokitansky-Kuster-Hauser Syndrome (MRKH) (also known as vaginal agenesis,
Mdllerian agenesis, Mullerian (duct) aplasia or congenital absence of vagina)
micropenis

mosaicism involving sex chromosomes, including XY/XO and other variations*?
ovo-testes (formerly known as ‘true hermaphroditism’)

Persistent Mullerian Duct Syndrome (PMDS)

BFN Ovary Sundrama DCAO a-lknow ynarandracan o\ 44

S HY < arso

Progestin Induced Virilisation
sex chromosome variations including:

(i)  47XXY or Klinefelter Syndrome, and 48XXXY or 49XXXXY variations

i)  48XXXX/XXXX Syndrome (also known as Tetrasomy X or Quadruple X)

i) 49XXXXX, XXXXX Syndrome (also known as Pentasomy X)

iv) Triple-X Syndrome (also known as XXX, triple-X, trisomy X, XXX syndrome or 47XXX
aneuploidy)

(v) Turner Syndrome (also known as Ullrich-Turner Syndrome, Gonadal Dysgenesis, 45X0
or 45X)

(bb) Swyer Syndrome (also known as XY gonadal dysgenesis)

reasonable support includes (without limitation):

(
(
(
(

a)
b)
c)
d)

the conveying of the information by another person or in another manner;

the provision of additional time;

the provision of additional assistance or support, including by another person;

the provision of aids (including palliative or therapeutic devices) or other mechanisms,

in @ manner which is reasonable, and which would enable the protected person to understand, remember

and use or weigh relevant information, or communicate the relevant decision or information.42

sex characteristics has the same meaning as in the Equal Opportunity Act 2010 (Vic).4¢

supportive guardian means a person appointed to support medical decision-making making under a supportive
guardianship order made under the Guardianship and Administration Act 2019 (Vic).

support person means a person appointed as a support person under the Medical Treatment Planning and Decisions

Act 2016 (Vic).

“'See item 2.1.1(e).
42 See item 2.1.1(h).
43 See item 2.1.3(e).
“See item 2.1.1()).

4 See item 6.5.1.

4 Under the Equality Opportunity Act 2010 (Vic), ‘sex characteristics’ means a person's physical features relating to sex, including— (a) genitalia and
other sexual and reproductive parts of the person's anatomy; and (b) the person's chromosomes, genes, hormones, and secondary physical features
that emerge as a result of puberty. This definition is yet to commence.
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2. PROHIBITIONS AND EXCEPTIONS

(@) General prohibition”

The leqgislation should introduce a general prohibition against the provision of medical treatment which modifies
the sex characteristics of a protected person unless:

e the protected person has provided personal consent to the medical treatment (see section 3
below); or

. a permitted exception applies.48

The permitted exceptions should be:

¢ emergency medical treatment that:

=  3as amatter of urgency, is necessary to save the protected person’s life, prevent serious
damage to the protected person’s health or prevent the protected person from
suffering or continuing to suffer significant pain or distress:*° and

= the protected person has not otherwise refused treatment;22

e the medical treatment complies with an individual care plan registered by the oversight body;

e the medical treatment complies with a class exemption order made by the oversight body.

Ensure that this law takes effect notwithstanding any other law (including any statutory or common law principle
regarding consent to medical treatment). '

The prohibition should commence once the oversight body has been established and has had time to register any
individual care plans and make any necessary class exemption orders.

(b) Criminal prohibitions

The legislation should create two separate offences:>?
e  Offence I: An offence is committed by a person (Person A) if:

= they are medical practitioner;

= they provide medical treatment te-medify with the intention of modifying the sex
characteristics of another person (Person B);

=  knowing that Person B’s has not or could not provide personal consent; and

=  knowing or being reckless to the fact that Person B is a protected person; and

= knowing or being reckless to the fact that no exception applies (see above).>®

4T See items 4.2.1and 4.2.2.

“¢ Modelled on s 9 of the Change or Suppression (Conversion) Practices Prohibition Act 2021 (Vic).
4 See items 3.1.1-3.1.4.

50 Modelled on s 53 of the Medical Treatment Planning and Decisions Act 2016 (Vic).

' See item 10.2.

2 See items 2.4.1-2.4.6.

% Seeitem 2.4.2.
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e Offence 2: An offence is committed by a person (Person A) if:
= theyremove or cause to be removed from Victoria another person (Person B); and

= they do so with the purpese intention of obtaining medical treatment to modify the sex
characteristics of Person B without Person B’s personal consent; and

= they or another person provides medical treatment that modifies the sex
characteristics of Person B without Person B’s personal consent; and

= they know or are reckless to the fact that Person B is a protected person; and

= they know or are reckless to the fact that no exception applies (see above).>*

The offences should have the same extraterritorial application provisions as in the Change or Suppression
(Conversion) Practices Prohibition Act 2021 (Vic).%®

The offences should commence 12 months after the scheme has commenced to give people the opportunity to
reqister any individual care plans with the oversight body and for the oversight body to make any necessary class

exemption orders.

3. OBTAINING PERSONAL CONSENT=¢

Given the prohibitions will allow medical treatment which modifies the sex characteristics of a protected person
with their personal consent, the legislation should clearly define the requirements and pre-conditions necessary for
obtaining personal consent.2!

As defined above, personal consent means the protected person receiving the medical treatment has given
informed consent to that medical treatment.

(@) Defining ‘informed consent’

The legislation should define informed consent by adapting the definitions of informed consent and capacity to
give informed consent in sections 68 and 69 of the Mental Health Act 2014 (Vic) to the specific needs of this
population, as follows.28

Capacity to give informed consent

To be able to provide informed consent, the legislation must first require a protected person to have the capacity to
give informed consent.

A protected person should have capacity to give informed consent to the medical treatment proposed if the
person:

1. understands the information they are given that is relevant to the decision; and

2. s abletoremember the information that is relevant to the decision; and

3. isabletouse or weigh information that is relevant to the decision; and

4. is able to communicate the decision made by speech, gestures or any other means.

4 Seeitems 2.4.2, 2.4.6,4.1.2(t) and 11.1.

%5 See s 8 of the Change or Suppression (Conversion) Practices Prohibition Act 2021 (Vic). See item 11.1.
% See item 1.3.

" See item 6.2.2(h).

6 See item 6.2.2(f).
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In determining whether a protected person has capacity to give informed consent, the leqgislation should require
the determination to be made in light of whether the person would understand the relevant information, be able to
remember the relevant information, be able to use or weigh relevant information, and be able to communicate the
relevant decision with the provision of reasonable support.

The following principles are intended to provide guidance to any person who is required to determine whether or
not a protected person has the capacity to give informed consent under this Act—

1. aprotected person’s capacity to give informed consent is specific to the decision that the personiis to
make;

2. aprotected person’s capacity to give informed consent may change over time;

3. itshould not be assumed that a protected person does not have the capacity to give informed consent
based only on their age, appearance, condition or an aspect of their behaviour;

4. adetermination that a protected person does not have capacity to give informed consent should not be
made only because the person makes a decision that could be considered to be unwise;

5. when assessing a protected person’s capacity to give informed consent, reasonable steps should be taken
to conduct the assessment at a time at, and in an environment in, which the person’s capacity to give
informed consent can be assessed most accurately.

Informed consent

For the purposes of determining whether a protected person has given personal consent to medical treatment
which modifies their sex characteristics, the protected person receiving the medical treatment will have given
informed consent to that medical treatment if the person—

1. has the capacity to give informed consent to the medical treatment proposed; and

2. hasbeen given adequate information to enable the protected person to make an informed decision; and
3. has been given a reasonable opportunity to make the decision; and

4. has given consent freely without undue pressure or coercion by any other person; and

5. has not withdrawn consent or indicated any intention to withdraw consent.

For the purposes of principle 2 above, a protected person will have been given adequate information to make an
informed decision if the person has been given—22

1. affirming,®° clearly understandable and factually objective information about the nature of their innate
variation of sex characteristics, including:
a. thatitis anaturally occurring innate variation of sex characteristics;
b. if known, the approximate number of people who have that particular innate variation of sex
characteristics;
c. how that innate variation of sex characteristics manifests physically, including over time;
2. aprescribed list of peer support organisations and contacts for psychological support made by the
Minister for Health after consultation with the Minister for Equality;&
3. the option of having no medical treatment at all or at the present time, and an explanation of the
advantages and disadvantages of this option;
4. anexplanation of the proposed medical treatment including—
a. the purpose of the medical treatment; and
b. thetype, method and likely duration of the medical treatment; and
c. anexplanation of the advantages and disadvantages of the medical treatment, including
information about the associated discomfort, risks and common or expected side effects of the
medical treatment;®2 and

% See items 4.3.1(e) and 6.2.1(a).

€0 See item 6.2.1(c).

¢ See item 6.2.1(d), 6.2.2(d), 6.2.2(e), 7.1.3 and 7.1.5.
©2 See item 6.3.1(f).
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d. anexplanation of any beneficial alternative treatments that are reasonably available, including
any information about the advantages and disadvantages of these alternatives; and

e. answers to any relevant questions that the protected person has asked; and

f.  anyotherrelevant information that is likely to influence the decision of the protected person;
and

g. inthe case of proposed medical treatment, a statement of rights relevant to the protected

person’s situation.

For the purposes of principle 3 above, a protected person has been given a reasonable opportunity to make a
decision if, in the circumstances, the person has been given—&

1. areasonable period of time in which to consider the matters involved in the decision, including a cooling
off period appropriate to the proposed medical treatment; and

2. areasonable opportunity to discuss those matters with the registered medical practitioner who is
proposing the medical treatment, including the option to do so with or without the assistance or presence
of another person; and

3. areasonable opportunity to discuss those matters with a different health professional to the one
proposing the medical treatment, including the option to do so with or without the assistance or presence
of another person; ¢* and

4. areasonable amount of support to make the decision; and

5. areasonable opportunity to obtain any other advice or assistance in relation to the decision.

(b) Recording of personal consent

A health professional who has obtained the personal consent of a protected person must maintain written records
of all the information provided to the protected person in order to comply with this section and treat those records
in accordance with the Health Privacy Principles set out in the Health Records Act 2001 (Vic).55

4. OVERSIGHT BODY
(a) Establishment of oversight body

The legislation should establish an oversight body exercising administrative (not judicial) powers.

The oversight body should have an oversight panel for making decisions (as set out below), as well as a secretariat
supporting the work of the panel.

Appointment of pool of panel members

63 See item 6.2.1(b)
o4 See item 6.2.1(d).

5 See item 6.2.1(g). Under Principle 4 of the Health Privacy Principle, this means that health information relating to an individual must not be deleted
unless:

. The deletion is permitted, authorised or required by the requlations or any other law; or

. The deletion is not contrary to the requlations or any other law and occurs—
(i) in the case of health information collected while the individual was a child, after the individual attains the age of 25 years; or
(i) in any case, more than 7 years after the last occasion on which a health service was provided to the individual by the provider—

whichever is the later.
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The Minister for Health, after consulting with the Minister for Equality,®® should have the power to appoint:

e aChair and deputy Chair who are former judicial officers or senior lawyers of at least 10 years’
standing;®’

e« apoolof panel members that the Minister for Health is satisfied, after an open application
process,®® the knowledge, experience or skills relevant to their role.&2

The Minister for Health must appoint a minimum of 10 panel members to the pool, having regard to:

o theneedto ensure areasonable diversity of gender, clinical expertise and lived experience; 2
and

o the proper functioning of the oversight body,” including in the event that a full panel decision is
remitted by a court on appeal for reconsideration by a differently constituted full panel.

The panel members should be appointed into one or more of the following cateqgories:

. Health professional member, being health professionals with expertise in medicine, psychology,
bioethics or other allied health areas relevant to the care of people with innate variations of sex
characteristics;2

ALl ALLEL ALl 4}

¢ Community representative panel member, being persons with innate variations of sex
characteristics and the family members of persons with innate variations of sex
characteristics;®

e Other specialist panel member, being experts in human rights, children’s rights or the rights of
people with disability.

The membersandreserve panel members should be appointed for a term of 3 years and can be reappointed for
further terms of 3 years.

The members—andreserve-mermbers’ panel members’ tenure should be terminable by the Minister for Health or by
resignation.™

%6 See item 4.3.2(b).

7 See item 4.3.5(a).

8 See items 4.3.2(a) and 4.3.2(c).

¢ See items 1.5, 4.2.4 and 4.3.3(c).

° See items 4.3.1(d), 4.3.3(a)-4.3.3(c), and 4.3.4(a)-4.3.4(c).
"Seeitem 1.5.

2 See item 4.3.4(d).

™ See items 4.1.1(a) and 4.1.1(g).

™ Seeitem 4.4.2.
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The panel members’ should be remunerated for work they perform as members of the oversight panel, including
any professional development required of their role.

The panel members should be subject to a limitation on personal liability in connection with their functions.”™
The Chair

The Chair should have the power to conduct meetings of the panel.

The Chair should have powers to establish rules governing the process and procedures of the panel, subject to the
requirements of the legislation.Z®

The Chair should have day-to-day responsibility for the proper management of the oversight body, including
ensuring policies, procedures, guidelines and a complaints system are in place.”t

The Chair should be able to receive and resolve complaints from members of the public regarding the failure of a
panel member to comply with their obligations, subject to the Minister for Health having the final decision on
termination.”® Any complaints regarding the Chair should be received and resolved by the Minister for Health.

The Chair should be able to delegate their role to the deputy Chair in the event that they are unable to perform
their role, including because they have to disqualify themselves from sitting as a panel member in a particular
matter. Wherever reference is made to the ‘Chair’in this document, this should be taken to mean the deputy Chair
where the Chair has delegated their role to the deputy Chair.

Panel members’ obligations

The Chair, deputy Chair and panel members should be required to:2

e actwith integrity, impartially, respectfully, fairly and accountability when performing their

.80
roles;%

. maintain relevant professional registrations, accreditations or qualifications necessary for their

.81
role;8

e attend such training and development as requested by the Chair from time to time;82

e declare any actual or perceived conflicts of interests;3

e disqualify themselves from sitting as a panel member in respect of any matter in which there is
any actual or apprehended bias.8

Full panel of the oversight body

The Chair must constitute a panel of 5 panel members (the full panel)® drawn from the pool of eligible panel
members to make a decision on behalf of the oversight body, including:

> See item 7.5.3.

6 See item 4.3.5(b).

" See item 4.4.4.

8 See item 4.4.5.

7 See items 1.4,1.5,4.5.1, and 4.3.1(a)-4.3.1(b).
80 |n a manner similar to the public sector values in s 7 of the Public Administration Act 2004 (Vic).
8 See item 4.4.3.

8 See item 4.4.1.

8 See item 4.5.1.

8 See item 4.5.1.

% See items 4.2.1-4.2.2.
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e adecision toregister or not to register an individual care plan, including with or without any
amendments;

e adecision to make, revoke or amend a class exemption order.

The full panel must always comprise either the Chair or deputy Chair, and one panel member belonging to each of
the three cateqgories of panel members.

In constituting a full panel, the Chair must have regard to ensuring a ensuring a reasonable diversity of gender and
relevant clinical expertise and lived experience on the full panel.8¢

Decisions of the full panel should aim to reach consensus, but failing consensus, require the agreement of a

majority of its members-irekadin 5  rember. 87

Three-member sub panel

The Chair should have the power to establish a sub panel eemprised-ofthreemembers to decide whether or not to
register an individual care plan, including with or without amendment.®®

A sub-panel must be comprised of three members, being either the Chair or deputy Chair, and at least one health
professional and one community member with-krowledgeexperience-orskilsrelevantto-the personorthe

3

In constituting a sub panel, the Chair must have regard to ensuring a reasonable diversity of gender and relevant
clinical expertise and lived experience on the sub panel.&

All decisions of a sub-panel must be made by consensus ard-berepertedte-thefultpaneleftheoversight-body.*°

If the sub-panel fails to reach a consensus, the matter must be referred to the a differently-constituted full panel of
the oversight body for a decision.

% See items 4.3.1(d), 4.3.3(a)-4.3.3(c), 4.3.4(a)-4.3.4(c), and 4.3.5(d).
¥ See item 4.2.7.

% See items 4.1.2(d), 4.2.3, and 7.3.4(a).

8 See items 4.3.1(d), 4.3.3(a)-4.3.3(c), 4.3.4(a)-4.3.4(c), and 4.3.5(d).
% See item 4.2.6.
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All decisions of a sub panel wewld should also be open to internal review by the a differently constituted full panel
of the oversight body. trthateasere-memberwheha iei j isi J aalchould-si

(b) Functions and powers of the oversight body

The oversight body should be given the following functions and powers:

o 1o eonsiderandregister register or amend individual care plans that-containany-medicat

e« toconsider and make, where appropriate, class exemption orders;
e toreceive and consider reports from health professionals when exemptions are relied upon;

e toreceive reports of possible contraventions of the prohibitions and refer them to relevant
bodies (e.q. state and territory law enforcement bodies, Victorian Health Complaints
Commissioner, Victorian Ombudsman, Australian Health Practitioner Regulatory Agency,
Victorian Equal Opportunity and Human Rights Commission);*?

e topromote compliance with the scheme by the provision of information to protected persons

whe-may-berefitfrom-thescherme, their family members, guardians, support persons or carers,

health professionals and members of the general public;

e toissue guidance on the interpretation and operation of the scheme, including the
interpretation of the prohibitions;?

e toconduct analysis of, and carry out research in relation to, the operation of the scheme;

e toprovide advice to the Minister for Health, Minister for Equality or Secretary of the Department
of Health or department responsible for Equality in relation to the operation of the scheme;

e toprovide reports to the Minister for Health, Minister for Equality or Secretary of the
Department of Health or department responsible for Equality in respect of any matter relevant
to the functions of the oversight body as requested; and

e such powers that are necessary or convenient to perform its functions.

The oversight body should be required to publish an annual report on the operation of the Act every financial year,
no more than 3 months from the end of each financial year.?* Without limitation to information which can be
included in the report and subject to the confidentiality requirements, the report should be made public and
include information on:

o the number of applications received by the oversight body for the registration or amendment of
an individual care plan including by type of variation and the age range of protected persons at
the time of application;

e trends.inthe outcomes of applications for the registration or amendment of an individual care
plan including by:

= type of variation;

= the age range of protected persons at the time of application; and

% See items 7.2.1 -7.2.2.
%2 See item 8.2.1.
% See item 5.1¢cf 5.2

% Modelled on s 107 of the Voluntary Assisted Dying Act 2017 (Vic).
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= thetypes of medical treatment sought and/or permitted (with non-identifying
particulars on any procedures permitted by the oversight body in respect of particular
classes of protected persons);

e« the number and type of class exemption orders considered or made by the oversight body.22

(c) How the oversight body must make decisions
In making decisions under this legislative scheme, the oversight body:

e« must comply with the requirements set down by the legislation and in other laws, including the
Charter, and having regard to the objects and purposes of this legislation;*®

. must act fairly and according to the substantial merits of the case in all matters;

. must comply with the rules of natural justice;28

¢ isnot bound by the rules of evidence or any practices or procedures applicable to courts of
record, except to the extent the Chair adopts those rules, practices or procedures;2?

. may inform itself on any matter as it sees fit, including by reference to previous decisions or
matters which have come before the panel;12°

. must conduct the hearing of any matter with as little formality and technicality as possible, %
and determine each matter with as much speed, '°2 as the requirement of this Act and a proper
consideration of the matters before it permit.122

% See items 5.3 and 9.2.

% See items 1.4 and 6.1.1.

7 See items 4.1.2(c), 4.3.1(e), and 5.2.

% See items 4.3.1(e) and 5.2.

% See item 4.3.5(b).

10 See item 4.1.1(i) and 4.2.5.

"' See item 4.3.5(b).

192 See item 4.1.2(d).

193 Modelled on s 98 of the Victorian Civil and Administrative Tribunal Act 1998 (Vic).
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These principles apply (without limitation) to:

e adecision to register or not to register an individual care plan, including with or without any
amendments; and

e adecision to make, revoke or amend a class exemption order.

5. INDIVIDUAL CARE PLANS

The legislation should make provision for the preparation, registration and amendment of individual care plans in
respect of protected persons who do not have capacity to provide personal consent to medical treatment which
would modify their sex characteristics. Anindividual care plan can allow medical treatment modifying a protected
person’s sex characteristics without personal consent if it complies with this section.

(@) Whatis anindividual care plan?

The legislation should clarify the matters which can be included in an individual care plan including:194

¢ the name of the protected person, where they live, who they live with and who is responsible for
making decisions regarding their care (including any medical decision-maker);

. referrals to peer support that will be provided or arranged for the protected person, and by
whom and when;122

—_—

. referrals to psychological support or counselling that will be provided or arranged for the
protected person, and by whom and when;1%¢

« theinformation that will be provided to the protected person regarding their variation and any
medical treatment associated with it, and by whom and when;

¢ any medical treatment which modifies that sex characteristics of the protected person that may
be provided without personal consent, and any conditions on how and when it may be
performed or provided including by whom;

¢ any medical treatment that is ancillary or incidental to the above, including any self-
administered treatment or care that follows any medical treatment;1%

¢ any medical treatment in connection with the protected person’s variation for the purposes of
diagnosis or monitoring;108

¢ anyrecords which must be retained in respect of any such medical treatment and how and when
it will be provided or made available to the protected person;

e any reports which must be made to the oversight body regarding matters contained in the plan,
and by whom and when;

¢ theterm of theindividual care plan and/or the time or circumstances in which the plan ceases to
have effect or must be reviewed by the oversight body.1%2

(b) Eligibility to apply

The legislation should allow an interested person'® to apply to the oversight body to register or amend an

04 See item 4.1.2(b).

15 See items 6.3.3(k)-6.3.3(1), and 7.1.2.
16 See items 6.3.3(k)-6.3.3(1), and 7.1.2.
07 See item 6.3.1(f).

198 See item 2.1.1.

19 See items 6.3.3(b) and 7.1.4.

0 See item 4.1.1(a).
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individual care plan in respect of a protected person if:

¢ medical treatment is proposed which would modify the sex characteristics of the protected
person; and

e the protected person does not have capacity to provide informed consent.

(c) Preparing an application for an individual care plan

The application to register or amend an individual care plan should be made in a form prescribed by the
regulations.

The regulations could require the application form to seek information on the following details:

e details regarding the protected person who is the subject of the application, including their age,
particular variation, names and contact details of all persons with parental or other
responsibility for their care and wellbeing and the names and contact details of the medical
team overseeing their healthcare;

o details, to be completed by their health professional, of any proposed medical treatment that
would modify the sex characteristics of the protected person, including:

= full particulars of the treatment proposed;

= who will be performing the treatment;

= whenthe treatment is proposed to be performed;
= reasons for why the treatment is proposed;

= any alternative treatments which have been considered and any reasons why they
have been rejected;

= whatinformation has been provided to the protected person, and/or persons with
parental or other responsibility for the care and wellbeing of the protected person,
regarding the risks and benefits of the proposed treatment and risks and benefits of
any alternative treatment which has been considered by rejected;" and

= any relevant medical history of the person, including past treatments whether
undertaken in Victoria or elsewhere (to the extent known);

e details of what psychological and peer support before or after the treatment has been offered to
the protected person;

e details of any existing individual care plan;

e details of any steps taken to ascertain whether the protected person the subject of the
application is capable of providing personal consent (if relevant);

o details of any facts or circumstances which might suggest that the protected person the subject
of the application does not or would not consent to the medical treatment (if relevant).

The legislation should require that the application form be completed by way of statutory declaration (such that
there is a penalty for providing false or misleading information).

The legislation should require those completing the form or providing information to the panel (including any
independent advocate) to provide full and frank disclosure of any matters regarding the application (including the

"See item 6.2.1(f).
2 See items 7.2.1-7.2.2.
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protected person and proposed treatment) which might be relevant to the oversight body’s consideration of the
application. There should be a penalty for failures to comply with this duty.

The application process should be free.

An independent advocate should also have a duty to act:13

o ifthe protected person is under 18 years of age: in the best interests of the protected person
informed by the protected person’s own views to the extent they can be expressed with
reasonable support;

. if the protected person is 18 years or older: in the interests of the protected person and faithfully
with their will and preferences, or the best ascertainment of their will and preferences, as can be
expressed or ascertained with reasonable support.

(d) Processing an application to register or amend an individual care plan
Once an application has been made, the oversight body fhreugh-a-delegated-supportwerker should have

powers' to:

e review the application and confirm its eligibility and, if eligible, must offer to the affected
persons, including the protected person, such referrals to peer support and counselling as may

be appropriate;"®

e« appoint an independent advocate for the protected person whose role is to facilitate the
expression of views from the protected person where they can be obtained directly (including
with reasonable support), and provide assistance to the oversight panel in considering matters
which cannot be or are not raised directly by the protected person;1¢

e request further information from persons connected to the application if it may assist the
oversight panel in considering the matter;

o ifit may assist the oversight panel in considering the matter, arrange for independent
consultants (such as a psychologist) with relevant expertise to do any or all of the following:

= prepare adraftindividual care plan or amendments to an existing individual care plan
in consultation with the protected person, affected persons and any independent
advocate;

= meet with the protected person who is the subject of the application and prepare a
report containing, where relevant:

e their views on the application and/or draft individual care plan;

e the opinion of the expert as to the protected person’s capacity to provide
personal consent, including any support which could be provided to enable
the person to provide personal consent;"”

=  meet with persons with parental or similar responsibility for the care and wellbeing of
the protected person and prepare a report containing, where relevant:"®

e their views on the application and/or draft individual care plan;

e the extent of information provided to them about the medical treatment

'3 See items 6.2.1(e) and 7.3.2(a).

" See item 7.3.1(b).

"5 See items 4.1.1(a), 4.1.1(g), 4.1.2(g), 6.2.2(d), 6.3.3(1), 7.1.2, 7.2.3, and 7.3.4(c).
6 See items 6.2.1(e), and 7.3.2(a).

" See item 4.1.2(K).

"8 See items 4.1.1(a), and 6.3.2(a)-6.3.2(d).
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proposed in the application, including the risks and benefits of the proposed
treatment and any alternatives;"

= meet with the health professionals responsible for the healthcare of the protected
person and prepare a report containing their views on the application and/or draft
individual care plan;'2°

= prepare evidence on areas of medical or other research;

= prepare evidence derived from past decisions of the oversight panel;'?

e obtain the opinion of other specialists, er experts or people with lived experience and ask them
to provide irfermutating any recommendations on the matters sought by tetakete the
oversight panel;'??

¢ convene a meeting which must be held in private with the protected person, affected persons
and any independent advocate to seek and obtain their views on the application and/or draft
individual care plan.123

The brief material before the panel should be made available to all relevant parties, including (as relevant) the
protected person, their independent advocate, persons with parental or other responsibility for the person, and
their health professionals.

(e) Consideration of the application by the oversight panel

The Chair must provide a reasonable opportunity for the protected person the subject of the application (or their
independent advocate) and any affected persons to address the panel at any meeting or provide their views in
writing, if they wish, prior to a decision of the oversight panel.

Attendees Parties may be legally represented etthe-meetingHtheywish in any matter before the oversight panel
only with leave of the Chair (at their own cost).'?5

" See item 6.2.1(f).
120 See item 4.1.2(

).
21 See item 4.1.1(i).

122 See items 4.1.2(1), 4.2.5, 6.3.3(h) and 7.3.1(a).
123 See item 4.1.1(a).

24 See items 7.2.1-7.2.2.

125 See items 4.3.5(b) and 7.3.3(a).
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The Chair may otherwise make such other rules and procedures regulating these meetings, which does not
contradict these principles_ or the oversight panel’s obligations, as they deem necessary.

(f) Making the decision
The oversight panel fersub—parel must make a decision withint4-days as expeditiously as practicable to:

e register anindividual care plan, with or without any amendments;

« refusetoregister or amend an individual care planser

The oversight panel (or sub-panel) must not make a decision to register or amend an individual care plan allowing
medical treatment that modifies a protected person’s sex characteristics without their personal consent unless it is
satisfied that:"?®

e thepersonis a protected person; and

o the protected person does not have capacity to provide personal consent to the proposed
treatment that modifies their sex characteristics and which would be allowed by the individual

care planyever-afterthe-provisionefreasenablesuppert;?” and

e totheextent that the protected person can express any views regarding the proposed
treatment individual care plan, they have been given an opportunity,'?® with reasonable support,
to express those views and those views have been considered by the oversight panel;'?* and

o ifthe personis aged under 18, to the extent that persons with parental responsibility wish to
express any views regarding the proposed treatment individual care plan, those persons have

been given an opportunity,'® with reasonable support, to express their views and those views
have been considered by the oversight panel;' and

= ifthe protected person is aged under 18: having reqgard to the risks and benefits of the
medical treatment and any alternatives (including the option of doing nothing), their
best interests are better served by the medical treatment proceeding without their
personal consent over deferring the treatment to realise their significant and
profoundly personal interest in deciding what happens to their own body;™? and

= ifthe protected person is aged 18 year or over: that it is consistent with their will and
preferences, or to the extent that those will and preferences cannot be fully expressed,
that is consistent with the best ascertainment of what the protected person’s will and

126 See items 4.1.1(c) and 6.3.3(a).

" See items 1.3, 6.2.2(a), 6.2.2(g)-6.2.2(h), and 6.3.2(a)-6.3.2(d).
128 See item 7.3.1(c).

129 See items 6.2.1(e), 6.2.2(b), 6.3.1(b), and 6.3.3(c).

130 See item 7.3.1(c).

¥ See items 4.1.1(a), 4.1.1(d), 4.1.1(f) and 4.1.1(g).

132 See items 4.1.1(h), 4.1.2(1) and 6.3.3(a).
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preferences would likely be, and which does not override the person’s will and
preferences unless it is necessary to do so to prevent serious harm.32

In having regard to the rlsks and benefits of the medical treatment and any alternatlves (|nc|ud|nq the 0pt|on of

doing nothing)
eause—hﬁm—te—the-heat#v—et—a—eeﬁen the followmg considerations must be taken into account by the over5|qht

panel (or sub panel):’3*

« thesignificant and profoundly personal interest of a person in being able to decide what
happens to their own body, and the extent to which that interest may be realised through:132

=  the option of deferring medical treatment that modifies a protected person’s sex
characteristics to preserve any expected ability of the protected person to provide
personal consent in future; or

= the option of allowing medical treatment that preserves options for the protected
person in the future;3¢

o thelikely benefits and risks of the proposed medical treatment to the protected person’s
health;"3"

e any likely adverse consequences to the protected person’s health of the proposed medical
treatment not being provided;

e any alternatives to the medical treatment being proposed that-wewld-preserveany-expected
abilityrofthe persentoprevidepersonatconsentinfuture, and the likely benefits and risks of

those alternatives.'3®

In having regard to the rlsks and benefits of the medical treatment and any alternatlves ( Iudlnq the option of
doing nothing) : :
haatm—te—t—he—twa-tt—h—et—a—ee%seﬂ the overS|ght panel (or sub-panel) must not presumewrtheut—e&bsta&t—we—ewdeﬂee
that a person with innate variations of sex characteristics would experience any social or psychosocial benefits
from having their sex characteristics function or appear in a manner which conforms with norms for persons
without that variation unless: '3°

¢ the protected person has themselves provided direct and compelling evidence to support the
rebuttal of this presumption;™°

¢ ifthe protected person has not provided direct and compelling evidence, any other evidence
relied upon;

= s specific to the protected person and is not otherwise speculative or general in
nature; and

—_— =

= has substantial probative value.

(g) Provision of reasons

The panel sray must provide written reasons for its decision, which must be made available to the parties upon
request. If the panel decides to register an individual care plan, the reasons for its decision must also be held on

33 Modelled on s 9 of the Guardianship and Administration Act 2019 (Vic). See items 6.2.2(g)-6.2.2(h) and 6.5.1-6.5.2.
34 See items 4.1.2(c), 6.3.3(a), 6.3.3(e)-6.3.3(g) and 6.4.1-6.4.7.

%% See item 6.3.3(i).

1% See items 4.1.2(d) and 6.3.3(a).

87 See item 4.1.2(p).

138 See item 4.1.1(b).

%% See items 4.1.2(c), 4.1.2(f), 6.3.3(a), 6.2.2(c), 6.3.1(b), 6.3.3(d), and 6.4.1-6.4.7.

140 See items 6.3.1(c)-6.3.1(e) and 6.3.3(c).

Victorian Intersex Oversight Panel Proposal: Final report and recommendations

EQUALITYAUSTRALIA.ORG.AU PAGE 57



the register with the individual care planyard-rrust-dese-Hrequested-byaninterested-persen.

The panel may publicly publish its reasons, or a summary of its reasons, provided that no information which may
identify the protected person or any person connected to the protected person is included in the published
reasons.

(h) Appeals

Decisions of a sub-panel can be appealed on its merits to a differently constituted full panel of the oversight body.
In which case, the process for considering the application above is repeated by the full panel, which may reconsider
the matter and make a fresh decision considering any evidence before the sub panel and any additional evidence or
submissions.

Decisions of the full panel of the oversight body can be appealed on judicial review (including for contraventions of
the Charter).

(i) Maintenance and access to the register

Individual care plans that are registered by the oversight body should be held on a register maintained by the
oversight body, along with the reasons for the oversight body’s decision to register an individual care plan.

Information held about a protected person on the register (including the individual care plan and oversight body’s
decision and reasons) should be stored and made available for access in accordance with the Health Privacy
Principles in the Health Records Act 2001 (Vic).™!

(j) Leqal effect of a registered individual care plan

An individual care plan which has been registered by the oversight body, and which has not otherwise expired or
ceased to have effect, operates according to its terms as if it were an order of an administrative tribunal.

That s, to the extent that it compels or authorises such acts to be done, or compels or grants authority to another
person (such as medical decision-maker or person with parental responsibility) to authorise such acts to be done:

. it requires such as actions as set out in its terms;

. it grants such authorisations as sets out in its terms (including the power to sign and do
anything that is necessary to give effect to any power or duty vested in the person); and

e it constrains such power or authority according toits terms.

Acts done or consents given by a person in compliance with a registered individual care plan should have effect as
if it were done or given by the protected person themselves, as if the protected person had the capacity to do those
things or give such consents for themselves.™?

6. CLASS EXEMPTION ORDERS

(a) Power to make class exemption orders

Subject to the requirements of the legislation, the oversight panel should have power to make orders exempting a
class of medical treatment from the eriminat prohibitions (such that a person with parental responsibility or other
medical decision-maker can consent to treatment in accordance with their powers, duties and responsibilities
under law, and without further authorisation from the oversight body, when a person cannot provide personal
consent).3

“'See items 7.4.1-7.4.2.
2 Modelled on ss 38(3) and 142 of the Guardianship and Administration Act 2019 (Vic). See items 7.5.1-7.5.3.
43 See items 4.1.2(d), 4.1.2(i), and 7.6.1-7.6.5.
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The oversight body should only have the power to make class exemption orders where, having regard to the risks
and benefits of the medical treatment and any alternatives (including the option of doing nothing), the best
interests of any protected person who meets the conditions specified in the class exemption order would be better
served by the medical treatment proceeding (with the consent of a medical-decision maker and on any conditions
specified by the oversight body) over deferring the treatment to realise a person’s significant and profoundly
personal interest in deciding what happens to their own body.*#

In having regard to the risks and benefits of the medical treatment and any alternatives (including the option of
doing nothing), the following considerations must be taken into account by the oversight panel:?

¢ thesignificant and profoundly personal interest of a person in being able to decide what
happens to their own body, and the extent to which that interest may be realised through:'¢

= the option of deferring medical treatment that modifies a protected person’s sex
characteristics to preserve any expected ability of the protected person to provide
personal consent in future; or

=  the option of allowing medical treatment that preserves options for the protected
person in the future;™’

o thelikely benefits and risks of the proposed medical treatment to the protected person’s

health;48

¢ any likely adverse consequences to the protected person’s health of the proposed medical
treatment not being provided;

e any alternatives to the medical treatment being proposed, and the likely benefits and risks of
those alternatives.'*?

In having regard to the risks and benefits of the medical treatment and any alternatives (including the option of
doing nothing), the oversight panel must not presume that a person with innate variations of sex characteristics
would experience any social or psychosocial benefits from having their sex characteristics function or appearin a
manner which conforms with norms for persons without that variation without evidence which has substantial
probative value when weighed against the principle that a person has a significant and profoundly personal interest
in deciding what happens to their own body.'*°

A class exemption order can be made subject to any conditions or limitations that the oversight body thinks
appropriate, including (without limitation):

e ensuring that, to the extent the views of the protected person receiving the treatment can be
expressed with reasonable support, they do not object to the treatment; and

e placing an obligation on a person to report to the oversight body any reliance on the exemption,
including the age of the protected person receiving the treatment, the type of treatment
performed and reasons for the treatment.

Clarify that a class exemption order can be made in respect of any medical treatment that may have an ancillary or
incidental effect on a protected person’s sex characteristics. Example: a class exemption order regarding the
closure of a bladder in the case of bladder exstrophy.

44 See item 6.3.3(a).

145 See items 6.3.3(e)-6.3.3(g) and 6.4.1-6.4.7.

146 See item 6.3.3(i).

“7 See item 6.3.3(a).

148 See item 4.1.2(p).

149 See item 4.1.1(b).

150 See items 4.1.2(c), 4.1.2(f), 6.3.3(a), 6.3.3(d), and 6.4.1-6.4.7.
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The legislation should ensure that class exemption orders are not legislative instruments.

(b) The process for making class exemption orders

Before making, amending or repealing a class exemption order, the legislation should require the oversight body
to:

e consult with the Minister for Health and Minister for Equality;

e publish for public consultation any draft class exemption order or proposal to repeal an order,
and its reasons for proposing the order or repeal, and take into account such feedback as may
be provided to the oversight body; and

e publish any final class exemption order or repeal notice before it takes effect.

The oversight body should also have the power to obtain the opinion of other specialists or experts in forming its
views on any draft class exemption order or repeal, and hold hearings to inform itself of any relevant matters as it
thinks fit.

Each class exemption order should be subject to a 5-year sunset period, requiring a review by the oversight panel
to repeal, amend or renew the order for further periods of 5 years. Reviews should follow the consultation process
set out above.

(c) Challenging a class exemption order

A class exemption order or decision to repeal an order should be subject to judicial review (including for
contraventions of the Charter).

7. MANDATORY REPORTING OBLIGATIONS
(a) Obligations to report

The legislation should require a health service provider to make a report to the oversight body, in a form prescribed
by the oversight body, where it provides medical treatment without personal consent to a protected person that
modifies their sex characteristics.’'

The report should require the following details to be included:

e the age of the protected person;

e thetype of variation;

e treatment provided;
. reasons for treatment;

e alternatives to treatment considered and reasons they were rejected;'%2

e whether the treatment was provided in accordance with the:
= statutory emergency exception;
= aregistered individual care plan; or
= aclass exemption order.

Failure to make a report should be an offence and also be subject to professional disciplinary consequences.

' This proposal is broadly modelled on s 184 of the Children, Youth and Families Act 2005 (Vic).

12 See item 8.1.3.
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(b) Protection for complying with reporting obligation in good faith
A disclosure to the oversight body by any person in good faith under this obligation should not:

e constitute unprofessional conduct or a breach of professional ethics on the part of the discloser
(such as a breach of confidentiality); or

e make the discloser subject to any liability in respect of the disclosure.'3

8. CONFIDENTIALITY
(a) Confidentiality

The legislation should make it an offence for anyone, including the oversight body,'>* to disclose (other than with
the affected person's consent) any information that would identify a person connected to any medical treatment or
proposed medical treatment, including:

e any protected person in respect of whom an application or report is made;
e any person related to the protected person (such as family members);'>®> and
e treating health professionals related to that treatment.

The legislation should provide an avenue for the oversight body to lawfully disclose information to relevant law
enforcement bodies, courts or tribunals, as required by law or when necessary for its work. The Minister for Health
should be allowed to prescribe law enforcement bodies in other states and territories.

The legislation should provide an avenue for the oversight body to lawfully disclose information when it is urgent
and necessary to save life, prevent serious damage to the person’s health, or prevent the person from suffering or
continuing to suffer significant pain or distress, and it would not be appropriate or practicable to obtain consent
from the person prior to the disclosure.!®®

The legislation should allow the oversight body to publish its decisions, subject to such directions as the Chair
determines are necessary to preserve personal privacy.'>’

153 This proposal is broadly modelled on s 189 of the Children, Youth and Families Act 2005 (Vic).
154 See item 4.1.2(s).

155 See item 4.1.1(a).

156 See item 9.1.

57 See item 9.2.

%8 See item 11.1.
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9. INTERACTION WITH OTHER LAWS AND SYSTEMS

The legislation should make consequential amendments to other Victorian legislation such that the oversight
scheme’s jurisdiction and process is prioritised for decisions involving medical treatment modifying a protected
person’s sex characteristics without their personal consent.

The laws which need to be amended include:

e Medical Treatment Planning and Decisions Act 2016 (Vic) to ensure that a protected person’s
medical treatment decision maker (including any appointed medical treatment decision maker),
any health professional or Public Advocate cannot consent to medical treatment modifying a
protected person’s sex characteristics other than in accordance with this scheme.

e Guardianship and Administration Act 2019 (Vic) to ensure that a guardian cannot consent to
medical treatment modifying a protected person’s sex characteristics other than in accordance
with this scheme.®®

. Children, Youth and Families Act 2005 (Vic) to ensure a person granted parental responsibility
for a child cannot consent to medical treatment modifying a protected person’s sex
characteristics other than in accordance with this scheme.

e Historical medical decision-making, guardianship and child protection legislation which
preceded the above the legislation and which remains in effect, including a medical power of
attorney under the Medical Treatment Act 1988 (Vic), an enduring guardian under the
Guardianship and Administration Act 1986 (Vic) and an enduring attorney for personal matters
with powers to make decisions about healthcare or medical treatment under the Powers of
Attorney Act 2014 (Vic) between 1 September 2015 and 11 March 2018.6°

The laws should keep in place the right of a protected person to make an advanced care directive and preserve for
a person the right to recover the ability to provide consent within a reasonable time under s 59 of the Medical
Treatment Planning and Decisions Act 2016 (Vic).

The laws should also clarify the effect of the Limitations of Actions Act 1958 (Vic) on the date of discoverability for
actions for personal injury, by either excluding knowledge held by the parents from being imputed to their child,
allowing a child to bring an action without any time limit in respect of medical treatment modifying their sex
characteristics or allowing a reasonable time after a child becomes an adult and becomes aware that they received
medical treatment modifying their sex characteristics.'¢?

The legislation should also make consequential amendments to other Victorian legislation to ensure consistency
with this scheme, including to the extent necessary with the:

e the Health Complaints Act 2016 (Vic), to ensure the Health Complaints Commissioner can receive
complaints referred to it from the oversight body, and consider complaints in respect of the
breach of the civil prohibitions; and

e the Health Records Act 2001 (Vic), Privacy and Data Protection Act 2014 (Vic) and Freedom of
Information Act 1982 (Vic), to ensure the confidentiality settings in this scheme are reflected
appropriately in legislation which protects personal privacy or allows the disclosure of
information to the public.

%9 See item 10.1.
160 See item 10.3.
®! See item 10.1.

62 See item 10.4.
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A further audit of laws may be necessary to ensure that any public, complaints or law enforcement body receiving a
referral from the oversight body has the power to deal with the issue in a manner which is consistent with the
settings (including the confidentiality settings) set out in this legislation.

10. STATUTORY REVIEW

The legislation should require a review and report on the operation and effectiveness of the scheme 5 years after
its operation.

Among the things to be considered should include:

¢ the scope of medical treatment requlated by the scheme;

¢ the operation and efficacy of the oversight body and its processes;

¢ the operation and effectiveness of the legal framework for requlating medical treatment
modifying a protected person’s sex characteristics;

o whether, and to what extent, it would be appropriate or desirable to recognise corresponding
laws elsewhere in Australia or harmonise this scheme with corresponding laws elsewhere in
Australia;

¢ whether, and to what extent, the leqgislation has achieved its objects and purposes.
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SCHEDULE C: CONSULTATION FEEDBACK AND DETAILED RESPONSE

This table includes a short summary of all feedback which raised concerns or provided suggestions for modifying the draft proposal. These concerns and suggestions were
raised by people who both supported or opposed all or parts of the draft scheme.

The key to the colour coding

Iltems highlighted in green denote those matters where the proposal already incorporates the feedback or amendments have been made to incorporate the feedback in whole
orin part. Iltems highlighted in red denote those matters where the proposal does not incorporate the feedback or no amendments have been made to incorporate the
feedback. Items highlighted in orange denote those matters where the feedback has been considered but no amendments can be or should be made at this stage or by
Equality Australia, including areas for future consideration.

1 INTRODUCTION TO LEGISLATIVE SCHEME

1.1 Legislation should affirm that people 15 Feedback incorporated.
with innate variations of sex
characteristics should not have to
adapt their bodies to fit social norms,
instead society should change its
norms to affirm them.

We have updated a number of statements affirming the intention of the Victorian Parliament in enacting the
legislation including an affirmation denouncing medical treatments modifying a protected person’s sex
characteristics which are justified by rationales which discriminate against persons with innate variations of sex
characteristics, including by reference to assumptions about how bodies should appear or function simply in order
to accord with a particular gendered norm.

1.2 All parts of the scheme need to reflect | 18 Feedback incorporated where possible.
the non-pathologising language used

. . - It is not entirely clear from this feedback which language was considered pathologising. However, to ensure that
in the introductory provisions.

the scheme preserves the dignity and rights of the individual, we have reviewed the language used throughout in
the proposal to ensure it is consistent with the underlying objects and purposes of the proposed scheme.

As set out in item 6.3.3(a), we have also introduced a new concept to ground the scheme: the principle that
“individuals have a significant and profoundly personal interest in deciding what happens to their own bodies”. This
composite phrase embodies the principles of bodily integrity, self-determination and physical autonomy, and this
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concept is invoked in all decisions which may be made by the oversight body concerning medical treatment that
modifies the sex characteristics of a protected person.

In some cases, it has been necessary to use language which may be considered pathologising for legal certainty
(for example, the non-exhaustive list of variations uses medical terminology, but it is necessary to do so to ensure
clinicians have clarity over which variations are covered by the scheme).

reference to the objects and
underlying values in the legislation.

1.3 The scheme should be framed in terms | 18 Feedback incorporated.
f givi | i ke thei . . . .
° qwmq. peop eI LS As set out in response to item 1.2 above and item 6.3.3(a) below, we have reviewed and amended the proposal to
own decisions when they have . . . o e L . . .
capability and capacity to do so introduce the grounding principle that “individuals have a significant and profoundly personal interest in deciding
P Y pacity ’ what happens to their own bodies”. When decisions are made by the oversight body, they must consider this
principle and consider the ways in which deferring or allowing medical treatment may maximise the opportunity
for personal consent to medical treatment by the individual in the future or preserve options for the individual in
the future.
1.4 Panel members should be required to 18 Feedback incorporated.
s(a)lmzlsyir\:vtl):;tlze izgteif)trj and underlying We have clarified that, when making decisions, the oversight body must comply with the legislation (including
N 9 ’ having regard to the objects and purposes of the scheme) and other laws, such as the Charter of Human Rights
and Responsibilities.
See also item 1.2 above.
1.5 Panel members should be selected by 18 Feedback incorporated.

As set out in item 4.2.1, we have suggested an open application process for the selection of panel members, with
the appointment of panel members to be based on knowledge, experience and skills relevant to the role.
Appointments must have regard to the need to ensure a reasonable diversity of gender, clinical expertise and
lived experience.
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Once appointed, we have suggested that panel members be required to comply with certain obligations, including
a duty to act with integrity, impartially, respectfully, fairly and accountably when performing their roles. The
oversight panel must also be comprised of a specific mix of health professionals, community representatives and
experts in human rights, children’s rights or the rights of people with disability. Decisions of the oversight panel
must also comply with the requirements of the legislation, which include having regard to its objects and

purposes.

2 PROHIBITIONS

2.1 DEFINITION OF ‘PROTECTED PERSON’

211 Use of the term ‘intersex’ and the list of variations

2.1.1(a) Do not use the term ‘intersex’ in the 16,19 Feedback noted and was already incorporated.

proposed scheme. This feedback was provided by some parents of children with congenital andrenal hyperplasia (CAH) who were

opposed to the inclusion of CAH in the scheme proposal.
The definition of a ‘protected person’ under the scheme uses the phrase ‘innate variations of sex characteristics’
and provides a non-exhaustive list of the variations intended to be captured by the scheme. The scheme does not
impose labels on protected persons.

2.1.1(b) Definition of ‘protected person’ should | 20 Feedback noted and was already incorporated.

USRI ol The definition of ‘protected person’ refers to ‘innate variations of sex characteristics’, whether or not known at

birth.

2.1.1(c)

The non-exhaustive list of variations 21 Feedback incorporated.
should be contained in reqgulations,
with the legislation allowing the
Minister to prescribe variations on

While the scheme allows the Minister for Health to prescribe further innate variations of sex characteristics on the
recommendation of the oversight body, it is appropriate that the legislation be clear as to its scope from the
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recommendation of the oversight
body.

outset, particularly given contested definitions in this space. It would not be appropriate to leave a critical
definition entirely outside the scope of parliamentary consideration.

Accordingly, we have proposed:

a general definition of ‘protected person’ that sits in the legislation itself. This defines a ‘protected
person’ as ‘a natural person with innate variations of sex characteristics that do not conform to medical
norms for male or female bodies’; and

without limitation to the above, a requlatory power for the Minister for Health, on the recommendation
of the oversight body, to prescribe a non-exhaustive list of variations that are clearly within the scope of
the legislation. This non-exhaustive list provides clarity for clinicians on which variations are definitely
within the scope of the scheme, without limitation to the general definition.

This should not be used to limit the scope of the scheme, and it is important that the draft requlation be made
available with the draft legislation so it is clear which variations are captured by the scheme from the outset.

2.1.1(d) Congenital adrenal hyperplasia (CAH)
should be outside of scheme scope.

16,19

Feedback considered but not incorporated.

Evidence from our consultations showed that:

clitoral reductions and vaginoplasties are occurring for infants with CAH assigned female at birth who
are born with visible variations of sex characteristics, such as ambiguous genitalia;'®®

some parents report feeling pressured to consent to early interventions for their children with CAH; 4
some parents strongly speak to a desire to alter their children’s bodies to conform with an assigned
gender;'®s

3 |istening report, p. 42-3.
4 Listening report, p. 39.
15 Listening report, pp. 16, 19.
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e the absolute confidence in which some parents speak about their children’s assigned gender is not
borne out in medical evidence, which shows that up to 5% of people with CAH and 46,XX chromosomes
may not go on to develop a female gender identity;'¢®

e thereis disagreement (including among clinicians, parents and people with CAH) regarding the optimal
time for any genital surgery, with some supporting earlier interventions and others supporting later
interventions;'” and

e hormone treatments are critical life-saving treatments for people with salt wasting CAH, whether
assigned female or male at birth.'¢®

Accordingly, it is not appropriate to remove a group of children who are at high risk of ‘normalising’ surgeries
based on gender-based assumptions from the protective potential of this scheme. The oversight body will
provide a forum for scrutinising the evidence and views regarding genital surgeries for children with CAH, while
the scheme’s emergency treatment exception ensures that life-saving treatments do not need prior approval
from the oversight body and can be administered without delay.

2.1.1(e) Hypospadias should be outside of
scheme scope.

20

Feedback considered but not incorporated.
Evidence from our consultations suggested that:

e theincidence of hypospadias is high (around 1in 300);'¢°
e there may be evidence that early treatment for hypospadias has positive impacts on psychological
health;'"° and

%6 Listening report, p. 19 and Lee at al (2016) ‘Global disorders of sex development update since 2006: Perceptions, approach and care’, Hormone Research in Paediatrics, 2016:85-158-180 at 168.

T istening report, pp. 37-40.
8 | jstening report, p. 25.
*? Listening Report, p. 28.

9| jstening Report, p. 41.
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e ‘standing to pee’is a reason which may be used to justify surgical interventions.”

The principal rationales given for excluding children with hypospadias from the scheme appear to be: (1) that
hypospadias comes in different types; (2) the inclusion of hypospadias would impose a large workload on the
oversight body due to its high incidence; and (3) that hypospadias is not considered an intersex variation by
clinicians.'™

However, hypospadias ‘repair’ involves surgery to reroute a urethral opening towards the tip of the penis, usually
from a position near the tip (‘distal’) but occasionally from a position within or near the scrotum (‘proximal’). One
of the rationales for this surgery appears to be to allow boys to pee standing up. Repairing penile curvature
(‘chordee’), circumcision and orchiopexy (descending testes into the scrotum) may also be part of a procedure
associated with hypospadias.

Given treatment for hypospadias involves significant surgery on the penis (including in some cases its
reconstruction) and some rationales for this surgery have psychosocial rather than medical justifications, it would
not be appropriate to exclude hypospadias entirely from the protective potential of the scheme. A better way to
deal with it is to ensure the oversight body has the power to make class exemption orders in respect of those
procedures it considers justified,'” once it has explored the evidence and views regarding this genital surgery.
This will address any workload impact in a way which does not remove protection that it is otherwise warranted.

2.1.1(f) Cryptorchidism (undescended testes)
should be outside of scheme scope.

20

Feedback considered but not incorporated.
Evidence from our consultation heard that:

e clinicians do not always regard cryptorchidism as an intersex variation;"* and

' Listening Report, pp. 39-40.
72 Listening Report, p. 20.
3 Listening report, p. 47.

" Listening report, p. 20.
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e there may be health reasons to justify earlier procedures in connection with cryptorchidism.'

While there may be good reason to exclude treatment for cryptorchidism from the requirement for individual
panel oversight, a better way to do this is through a class exemption order process which allows the oversight
panel to consider the evidence and views regarding this genital surgery. The oversight body will be able to permit
surgery associated with cryptorchidism based on its merits.

2.1.1(g) Bladder exstrophy should be outside of
scheme scope.

20

Feedback considered but not incorporated.
Evidence from our consultation heard that:

e there may be strong health reasons to justify urgent procedures in connection with bladder exstrophy;™

e procedures recommended to people with bladder exstrophy can include assumptions made about their
gender and sexuality due to their physical characteristics;"”

e aesthetic considerations may be relevant in informing which procedure is recommended;'"® and

e clinicians do not always regard bladder exstrophy as an intersex variation.'”

While there may be good reason to exclude some treatment for bladder exstrophy from the requirement for
individual panel oversight, a better way to do this is through the emergency treatment exception (for urgent
treatments) and the class exemption order process, which allows the oversight panel to consider all the evidence
and views regarding any surgery modifying sex characteristics, and stipulate the conditions for when the
exemption can be relied on without further pre-approval from the oversight panel.

5 Listening report, p. 28.
e istening report, p. 25.
" Listening report, p. 20.
8 Listening report, p. 42.

" Listening report, p. 20.
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Given the bladder is not a sex characteristic but bladder and cloacal exstrophy may have closely associated
impacts on sex characteristics, we have suggested that for clarity the Minister for Health should be able to
prescribe (on the recommendation of the oversight body) physical conditions affecting or in close proximity with
sex characteristics to avoid any doubt as to the scope of the scheme.

should be outside of scheme scope.

2.1.1(h) Kallmann Syndrome should be outside | 20 Feedback considered but not incorporated.
f sch b . . . . .
ofscheme scope The principal reason given for excluding Kallmann Syndrome from scope was that it emerges after birth - at
puberty.’® However, there is no requirement for an innate variation of sex characteristics to be known at birth
(see item 2.1.1(b)). Kallmann Syndrome is listed as an intersex variation in the Victorian Government’s Health and
wellbeing of people with intersex variations information and resource paper.
2.1.1(i) Follicle-Stimulating Hormone 20 Feedback considered but not incorporated.
Insensitivity (FSH) should be outside of FSHis listed as an intersex variation in the Victorian Government’s Health and wellbeing of people with intersex
scheme scope. e .
variations information and resource paper.
2.1.1() Polycystic ovary syndrome (PCOS) 20 Feedback considered and incorporated in principle.

It is only when PCOS involves androgen excess that it may be considered an intersex variation.™® Given the
oversight body will have the ability to recommend to the Minister for Health the declaration of further variations,
there will be an opportunity for the oversight body to later recommend the inclusion of variations it considers
appropriate.

180 |istening report, p. 20.

'8 Victorian Department of Health and Human Services (2018) Health and wellbeing of people with intersex variations: information and resource paper. Initially prepared by T. Jones and W. Leonard; revised and edited J. Rostant on
behalf of Department of Health and Human Services 2016-2018 Intersex Expert Advisory Group. Department of Health and Human Services: Melbourne, p. 42.
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2.1.2 Universalist versus specific approach

2.1.2(a) | Ensure endosex trans and gender 20 Feedback noted and was already incorporated.
diverse young people are not captured

Only trans and gender diverse people with innate variations of sex characteristics, or innate physical conditions
by the scope of the scheme.

affecting or in close proximity with sex characteristics, are included in the definition of a ‘protected person’.

2.1.3 Technical improvements

2.1.3(a) | Replace ‘ascribe to’with ‘conform with’ | fn14 Feedback incorporated.
in definition of ‘protected person’.

2.1.3(b) | Group together all androgen fn14 Feedback incorporated.
insensitivity syndromes (CAIS, PAIS

Th -exh ive list of variations h .
and MAIS) in the list of variations. e non-exhaustive list of variations has been updated

2.1.3(c) Include the general descriptor fn14 Feedback considered but not incorporated.
‘differences or disorders of sex

development'in the list of variations. The purpose of the non-exhaustive list of variations is to give legal clarity by specifying examples of variations

which are included in the scheme, without limiting the general definition of ‘protected person’. ‘Differences or
disorders of sex development’ is a general descriptor that does not provide legal clarity. Additionally, the
language is unnecessarily pathologising and thereby inconsistent with the feedback received in item 1.2.

2.1.3(d) | Remove ‘aphallia’ and ‘clitoromegaly fn14 Feedback considered but not incorporated.
(also known as enlarged clitoris)’ from
the list of variations.
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Evidence from our consultation heard that these terms were anatomical descriptions rather than diagnoses.'8?
However, they each describe an innate variation of sex characteristics which may be the subject of surgical
interventions.

examinations should be included
within scope.

2.1.3(e) | Remove from the list of variations fn14 Feedback considered and incorporated in part.
language no.t commc’mly used such as The purpose of the non-exhaustive list of variations is to give legal clarity by specifying examples of variations
‘Meye-Schwickerath’s Syndrome, . . . . . — . ,
. . which are included in the scheme, without limiting the general definition of ‘protected person’. The non-
Fraser-Francois Syndrome, Ullrich- L L. .
o exhaustive list of variations has been updated were appropriate.
Feichtiger Syndrome and XY/XO
Mosaics’.
2.1.3(f) Ensure the list of variations clarifies fn14 Feedback considered but not incorporated.
that these traits may be, known gr . This is not necessary given the oversight body can recommend that the Minister for Health update the non-
formerly known as’the listed variations. - L . .
exhaustive list of variations if terminology changes.
2.2 IN SCOPE TREATMENTS
2.2.1 Consider whether invasive genital 22 Feedback considered and incorporated in part.

We acknowledge that genital examinations (whether invasive or not) can cause long lasting trauma for people.
Our consultation heard from at least one person who reported genital examinations that were conducted on them
as a child without consent and which appear to have been gratuitous.'®?

The oversight panel will be able to consider the potential for trauma from medical approaches that involve
invasive genital examinations when making decisions about medical treatment that would modify a protected

82| istening report, p. 21.

83| jstening report, p. 49.
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person’s sex characteristics. We have also suggested that individual care plans can include matters about medical
treatment performed for the purposes of diagnosis or monitoring.

However, the scheme remains focused on medical or surgical procedures or treatments that modify a protected
person’s sex characteristics in ways which are permanent, only reversible with further invasive medical treatment
or, as set out in item 2.2.2, when caused by dilation.

A broader prohibition on genital examinations could introduce barriers to accessing diagnostic tests, and so we
have not expanded the class of medical treatments prohibited by the scheme. However, we have included a
requirement that the statutory review to be conducted after 5 years should consider the scope of medical
treatment requlated by the scheme.

2.2.2

Consider whether vaginal dilation
should be included within scope.

22

Feedback considered and amendments made.
Evidence from our consultation heard that:

e people with innate variations of sex characterises could feel pressure or coerced to dilate;'8

e vaginal dilation could be recommended by health professionals based on assumptions that the person
would wish to engage in penetrative sex;'®®

e dilation could have significant psychological consequences for a person who undergoes it;'®® and

e some people with innate variations of sex characteristics were not told that they would need to dilate
vaginally until after their surgery had been performed, suggesting that the information provided to them
before their surgery was not adequate.'®’

'®4 Listening report, p. 22.

85 Listening report, pp. 22, 36.

8¢ | jstening report, p. 22.

87 |istening report, p. 36.
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However, there were mixed views among consultation participants about whether changes caused to a protected
person’s sex characteristics through dilation procedures should be covered by the scheme.'®® Among the
concerns of opponents to the inclusion of dilation procedures were that:

e dilation could be wholly self-administered, making it different to other types of medical or surgical
procedures; and

e including it within the scheme could discourage people from seeking medical support if they felt they
would need to get panel approval.'®®

We agree that there may be some differences in the way that dilation procedures are administered that requires a
nuanced approach. However, when dilation is recommended or advised by health professionals for the purposes
of changing a person’s sex characteristics, it forms part of a medical procedure or treatment. The context in
which that medical advice or recommendation is given is the same as for other medical or surgical procedures,
and this justifies applying the safequards for ensuring informed personal consent to dilation procedures.

By including changes of sex characteristics caused by dilation on the advice or recommendation of a health
professional within the scope of ‘medical treatment’ covered by the scheme, this means that:

e dilation s still allowed with personal consent - but the scheme can clarify the meaning of ‘informed
consent’ so that people are provided with all the information they need to make an informed decision
without pressure or coercion;

e the oversight body can monitor the use of dilation for changing a protected person’s sex characteristics
if the person is not able to provide personal consent (for example, because they are too young); and

e theoversight body can still make a class exemption order excluding dilation in certain circumstances
from the scope of the scheme, where it has considered all the relevant evidence and views regarding this
procedure and the circumstances in which it may be provided.

88 | jstening report, p. 22.
87 jstening report, p. 22.

Victorian Intersex Oversight Panel Proposal: Final report and recommendations

EQUALITYAUSTRALIA.ORG.AU PAGE 75



Accordingly, we have amended the definition of ‘medical treatment’ and ‘modifies’ to ensure modifications of sex
characteristics caused by dilation are within the scope of the scheme, meaning the same safeguards ensuring
personal informed consent are in place.

have a role in requlating pre-natal
treatment.

2.2.3 Ensure each part of a treatment canbe | 23 Feedback noted and already incorporated.
considered separately by the panel. This is already incorporated in the definition of ‘medical treatment’, which can include part of a surgical or medical
treatment or procedure.
2.2.4 Consider whether the panel should 23 Feedback considered and further review needed.

This scheme is currently premised on there being a person with innate variations of sex characteristics who has
individual legal rights and protections, including a significant and profoundly personal interest in deciding what
happens to their own body. That means that this scheme operates from birth, when an individual’s right to make
decisions about their own medical treatment can be separated from the rights of another person who may be
making decisions about their own medical treatment during pregnancy or pre-conception.

Pre-natal treatment is currently partially requlated under the Assisted Reproductive Treatment Act 2008 (Vic),
with the Patient Review Panel established under that Act having a role in approving certain procedures for the
purposes of sex selection.’”® However, there are questions about the efficacy of that legal scheme due to the
interpretation which might be given to the exception in's 28(2)(a) of the Act. Namely, it is important to clarify
whether that exception may allow sex selection procedures to occur for certain intersex variations that are
considered transmissible ‘genetic abnormalities’ or ‘genetic diseases’.

Accordingly, we recommend reviewing s 28 of the Assisted Reproductive Treatment Act 2008 (Vic), clarifying the
interpretation of s 28(2)(a), and requlating the issue of pre-natal treatment through the existing mechanisms.

1°0 Assisted Reproductive Treatment Act 2008 (Vic), s 28.
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civil prohibitions).

2.3 Consider whether definition of ‘medical | 23 Feedback considered but not incorporated.
> shoul h . . . . . " L
treat‘ment should be the same as The definition of ‘medical treatment’ in the Medical Treatment and Planning Decisions Act 2016 (Vic) is too broad
Medical Treatment and Planning . . . .
Decisions Act 2016 (Vic) and captures medical treatments which are not relevant for this scheme (such as dental treatment). Consistent
’ with what we heard during the consultation, it is important that the definition of ‘medical treatment’ captures
medical (including surgical or hormonal) treatments that modify sex characteristics, as well as discrete parts of a
treatment, so that the oversight body has the power to consider whether certain parts of a treatment should be
allowed or not.
2.4 CRIMINALISATION
2.4.1 Remove criminal offences (leaving only | 24 Feedback considered but not incorporated.

There were mixed views in our consultation regarding criminalisation as a mechanism for achieving reform.
Proponents of criminalisation said it was necessary to effect change, would convey the seriousness of the
prohibition and was justified given the offences could be clearly defined. Opponents of criminalisation were
concerned about unintended adverse effects, including its potential to discourage access to treatment which may
be needed and the effectiveness of criminal enforcement mechanisms.'”!

We agree that governments should not criminalise conduct without good reason. However, given what is
envisaged is a scheme which allows people to rely on certain exceptions and oversight processes, the seriousness
of potential impacts for people (particularly children) from ‘normalising’ surgeries being performed without
personal consent or appropriate justification deserves admonishment through appropriately drafted offences.

! Listening report, pp. 24, 36, 38.
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These offences would be similar to many other offences already in place to protect the rights of people in
vulnerable situations, such as:

e offences for carrying out special medical procedures without the consent of the Victorian Civil and
Administration Tribunal (VCAT);"9?

e offences relating to the use and storage of gametes and embryos in fertility treatments;'*3

e offences relating to female genital mutilation;'**

e offences relating to breaches of the safequards around voluntary assisted dying procedures;'*®

e offences relating to conversion practices;'°® and

e offences relating to administering medical research procedures without consent or without approval.'”

To address any potential unintended adverse effects of criminalisation, we have proposed some amendments that
reflect the approach taken in the Change or Suppression (Conversion) Practices Act 2021 (Vic), namely, a general
prohibition followed by specific targeted criminal prohibitions dealing with intentional misconduct.

24.2

Alternatively, limit criminal offences to
wilful conduct (not recklessness) and
do not reverse the burden of proof for
defences.

24

Feedback incorporated.

We generally agree that people should not be criminalised if they have done all they can do to comply with the
scheme. For example, they may have believed that a 16-year-old could provide informed personal consent to a
medical procedure, only to have a court later declare that they did not have legal capacity.

192 Guardianship and Administration Act 2019 (Vic), s 147.

193 Assisted Reproductive Treatment Act 2008 (Vic), ss 26-37.

194 Crimes Act 1958 (Vic), ss 32-34A.

5 Voluntary Assisted Dying Act 2017 (Vic), ss 83-91.

96 Change or Suppression (Conversion) Practices Prohibition Act 2021 (Vic), ss 10-14.

" Medical Treatment Planning and Decisions Act 2016 (Vic), ss 84-85.
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However, generally speaking, the onus must be on the person who is providing medical treatment to ensure they
have the proper consent or authorisation to proceed with medical treatment. Accordingly, there are elements of a
criminal offence where it is appropriate to place a requirement to undertake proper inquiries, and for which
recklessness may be the more appropriate legal standard.

We have amended the criminal prohibitions to make clearer when intention, knowledge or recklessness (as
appropriate) is required in respect of each particular element of the offence. This would ensure that the criminal
offences capture conduct which is designed to evade the scheme or intentionally breach it.

for informed consent, standardised
pathways, and psychological and peer
support, with follow ups around
satisfaction with surgery for 15 years.

2.4.3 Further or alternatively, protect 24 Feedback considered but not incorporated.
c||n|§|§ns from any mlSCOﬂdUC’F for The emergency medical treatment exception found in section 53 of the Medical Treatment Planning and Decisions
providing treatment they consider to . ) i, . . . . . .
. . . Act 2016 (Vic) allows medical practitioners to make split-second decisions in cases of strict emergencies where it
be in the best interests of a patient at . ) . . . .
. is not possible to obtain consent and action must be taken to avoid catastrophic consequences to the person.
the time. . . . . o , . .
This emergency exception will be preserved, and protects a medical practitioner’s professional judgement when
based on reasonable grounds and made in cases of real urgency.
The criminal prohibitions have also been clarified to ensure that they capture conduct which is designed to evade
the scheme or intentionally breach it.
Otherwise, it would be inappropriate to enable clinicians to simply evade the scheme simply because they believe
they are acting in their patient’s best interests. Informed consent is a pillar of good medical practice, and no law
currently allows medical practitioners to simply administer treatment to someone simply because they believe it
to be in their best interests without informed consent (other than in strict emergencies as set out above).
2.4.4 Replace criminal option with resources | 24 Feedback considered but not incorporated.

While the scheme puts in place the framework for ensuring either personal consent to medical treatment or a
pathway through the oversight body, as well as the option of psychological and peer support, it is clear that
existing standards and laws on their own have not prevented some parents from feeling pressured to consent to
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medical treatment on behalf of their children, or regretting decisions they have made.'”® There is a need to
respond to the environment in which these decisions are currently made by parents to redress an imbalance of
power and knowledge (including knowledge gained through lived experience). That is what the oversight body
framework allows to occur.

2.4.5

Make criminal offences clearer in
prohibiting masculinising or feminising
surgeries.

24

Feedback considered but not incorporated.

The problem with any prohibition is how to define it (and its exceptions) to ensure that it is sufficiently certain,
considers the individual circumstances of each person (including circumstances which are difficult to predict or
know in advance), and does not delay or deny treatment to a person which is necessary or wanted by the person.

While we considered a general prohibition on masculinising or feminising surgeries, it became very difficult to
define in practice - particularly when treatments (such as hormonal treatments) have an incidental or ancillary
masculinising or feminising effect, or a mixture of effects which are not easily categorised in male/female
binaries. We think the better approach is to put in place a series of broader principles, a good process that allows
the scrutiny and testing of evidence and claims, and a legal test which allows decision-makers to consider each
case on its merits so decisions can be tailored to the needs of the particular person.

For that reason, we think the amended decision-making approach (discussed in item 6.3.3(a)) below achieves this
objective in a legally defensible way that protects the rights of the individual but minimises the risk of unintended
consequences. One of the principles incorporated into the decision-making test is to ensure that the panel does
not presume without evidence that a person with innate variations of sex characteristics would experience any
social or psychosocial benefits from having their sex characteristics function or appear in a manner which
conforms with norms for persons without that variation. Evidence of social and psychosocial benefits can only be
considered if it comes directly from the protected person, or is specific to the protected person, not otherwise
speculative or general in nature, and has substantial probative value. This limits purely cosmetic rationales in
decision-making.

8 | istening report, pp. 39-40.
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2.4.6

Remove extraterritorial offences.

24

Feedback considered but not incorporated.

There are strong precedents for extraterritorial offences where there is the risk of a person evading the
protection offered to another person under a local legal regime by going outside the jurisdiction.’® Additionally,
many offences have extraterritorial elements provided there is some connection to the local jurisdiction (as there
would be with a Victorian resident taking a Victorian child outside its territory for acts that could not be
performed in Victoria).2°° Extraterritorial offences, when drafted appropriately, protect the integrity of the local
law against evasion. That risk will be heightened given Victoria will be the first state to prohibit practices that our
consultation revealed have occurred or continue to occur in other places in Australia and overseas.?”'

EXCEPTIONS

3.1

EMERGENCY TREATMENT

3.11

Consider or clarify the meaning of

‘distress’ in the proposed exemption.

25

Feedback considered and already incorporated.

We've clarified that that the emergency medical treatment exception should be modelled on (although not
necessarily identical to) section 53 of the Medical Treatment Planning and Decisions Act 2016 (Vic). It is important
that urgent medical treatment is not denied or delayed, including because of confusion about inconsistent
standards.

199 See, for example, Crimes Act 1958 (Vic), s 33 (offence to take a person from the State with the intention of having prohibited female genital mutilation performed); Change or Suppression (Conversion) Practices Prohibition Act
2021 (Vic), s 12 (offence of taking a person from Victoria for a change or suppression practice); Criminal Code Act 1995 (Cth), Schedule, s 271.4(2) (offence of trafficking in children), s 271.7B(2) (offence of organ trafficking);
Division 272 (child sex offences outside Australia).

200 See, for example, Crimes Act 1958 (Vic), s 80A (fraud and blackmail offences); Criminal Code Act 1995 (Cth), Schedule, ss 15.1-15.4; ss 115.1-115.4 (murder, manslaughter or causing serious harm to an Australian citizen or a
resident of Australia).

201 jstening report, p. 24.
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Among other requirements, the emergency medical treatment exception currently requires a medical practitioner
to believe on reasonable grounds that the treatment is necessary, as a matter of urgency, to save the person’s life,
prevent serious damage to the person’s health, or prevent the person from suffering or continuing to suffer
significant pain or distress. The exception therefore clarifies that the use of the exception must be exercised
reasonably, in cases of urgency and where the consequences (including any pain or distress) are significant not
slight.

Our proposal is that the oversight body also can monitor any use of this exception through mandatory reporting
obligations.

3.1.2

Consider or clarify the meaning of
‘urgent’ in the proposed exemption.

25

Feedback incorporated.

We’ve clarified that that the emergency medical treatment exception should be modelled on (although not
necessarily identical to) section 53 of the Medical Treatment Planning and Decisions Act 2016 (Vic). Among other
requirements, the emergency medical treatment exception requires a medical practitioner to believe on
reasonable grounds that the treatment is necessary, as a matter of urgency, to save the person’s life, prevent
serious damage to the person’s health, or prevent the person from suffering or continuing to suffer significant
pain or distress.

3.1.3

Consider potential for the exemption

to be used for psychosocial rationales.

25

Feedback noted.

As explained in item 3.1.1and 3.1.2 above, the emergency treatment exception has a limited purpose and has a
number of safequards against misuse, including that the procedure must be both urgent and necessary to avoid
certain significant consequences for the individual, such threats to their life, serious damage to their health, or
significant pain or distress.

Given the narrow scope of the exception and the need to ensure consistency with existing law, we do not propose
to make further changes.

3.1.4

Ensure emergency treatment
exception can be used to enable the

25

Feedback incorporated.

Victorian Intersex Oversight Panel Proposal: Final report and recommendations

EQUALITYAUSTRALIA.ORG.AU

PAGE 82




closure of a bladder for a person born
with bladder exstrophy and cortisol to
address salt wasting CAH.

The bladder is not a ‘sex characteristic’ (as defined by this scheme), therefore there is no prohibition to medical
treatments that involve its modification (including its initial closure). If the surgery to close the bladder also
involved a permanent or difficult-to-reverse modification to a sex characteristic (such as genitalia), there are
three ways in which this surgery may be permitted by the scheme:

e under emergency treatment exception (this would depend on the extent of the treatment and whether it
was both urgent and necessary to save the person’s life, prevent serious damage to the person’s health,
or prevent the person from suffering or continuing to suffer significant pain or distress);

e under anindividual care plan; or

e under aclass exemption order.

To provide further clarity, we have clarified that the oversight body can make (subject to the recommend
safequards) class exemption orders in respect of any medical treatment that may have associated affects or
impacts on sex characteristics.

It is our understanding that the absence of cortisol for people with CAH could lead to adrenal crisis which is life-
threatening. Based on that understanding, even if cortisol treatment had a permanent or difficult-to-reverse
effect on a person’s sex characteristics, it would be permitted by the emergency treatment exception we have
already proposed.

3.2

MALE CIRCUMCISION

3.2.1

Remove exception (i.e. prohibit male

circumcision for non-medical reasons).

25

Feedback considered but not incorporated.

Consultation participants had mixed views on the issue of male circumcision.?°?> Whatever those views, we agree
with the observation made by some participants that a scheme applying only to people with innate variations of
sex characteristics would not be the correct vehicle through which to respond to a procedure or ritual performed

202 | jstening report, p. 25.
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on a much broader part of the population, whether for medical or non-medical purposes.?® A debate on
circumcision broadly would require a consultation among, and with, the broader population.

additional stress and distress placed
on parents when going through panel
process.

3.2.2 Ensure male circumcision exception 25 Feedback incorporated.
?jrn;Ot :se l;z(?:sto authorise treatment We have ensured the circumcision exception covers medical treatment that involves ‘no more than the
yposp ’ circumcision of a protected person’s penis through the removal of a foreskin covering the glans’.
4 OVERSIGHT BODY - ESTABLISHMENT AND COMPOSITION
4.1 GENERAL VIEWS ON THE PANEL
411 View of parents
4.1.1(a) Consider concerns regarding 27 Feedback incorporated.

We have made several amendments to the scheme to mitigate any stress or distress which some parents may feel
in going through a panel process including:

e reducing the number of panel members - from 9 to 5 members for a full panel, and 3 members for a
sub-panel;
e ensuring family members of persons with innate variations of sex characteristics can be represented as
panel members on the panel;
e ensuring the oversight body:
o must act fairly and comply with the rules of natural justice (which include hearing from all
affected parties such as the parents);

203 | istening report, pp. 25-26.

Victorian Intersex Oversight Panel Proposal: Final report and recommendations

EQUALITYAUSTRALIA.ORG.AU

PAGE 84




o conduct the hearing of any matter with as little formality and technicality as possible, and

determine matters as expeditiously as possible;

o isnotbound by formal rules of evidence or practices or procedures applicable to courts;
providing the oversight body with a mechanism to refer parents to peer support and counselling if that is
appropriate;
ensuring that parents are invited to any meetings of the oversight panel and can provide their views on
any decisions being made by the oversight panel in respect of their child, and requiring that the
oversight panel take these views into account;
ensuring that lawyers are not involved in proceedings without leave of the Chair of the oversight panel;
ensuring parents are ‘interested persons’ entitled to bring their own applications for an individual care
plan for their child to the oversight body, request written reasons for a panel’s decision made in respect
of their child, and appeal decisions of the oversight panel;
ensuring parents benefit from the confidentiality protections of the scheme in the same way as their
child; and
placing duties on panel members to act with integrity, impartially, respectfully, fairly and accountability
when performing their roles and allowing the Chair to receive and resolve complaints regarding the
failure of a panel member to comply with their obligations.

However, we also heard from some parents in our consultation who said that they felt unsupported or pressured
when making decisions for their child (including some decisions they now regret or feel guilty about) under
existing arrangements without such a scheme.?%* One parent told us that existing medical ethical processes
excluded them, and they wanted parents to have a seat at the table.?°> For those parents, this scheme may give
them the support and assurance they need to take comfort that their child’s best interests are central to decision-

making.

204 Listening report, pp. 27-28.

205 | istening report, p. 27.
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4.1.1(b)

Consider concerns regarding
invasiveness of ongoing monitoring
procedures.

27

Feedback incorporated.

When making decisions, the oversight panel must consider the risks and benefits of the medical treatment and
any alternatives (including the option of doing nothing).

4.1.1(c)

Ensure no blanket prohibition on
surgeries.

27

Feedback considered and incorporated in part.

As set out in item 6.3.3(a), we have strengthened the decision-making framework which must be followed by the
oversight panel. When making decisions, the panel must consider the risks and benefits of the medical treatment
and any alternatives (including the option of doing nothing). Ultimately, this scheme is about ensuring that
people with innate variations of sex characteristics have the right to decide what happens to their bodies to the
maximum extent possible.

Where a person does not have capacity to consent to treatment, the scheme’s purpose is not to prohibit medical
treatment modifying a protected person’s sex characteristics which is justified but to ensure claims can be
properly scrutinised and weighed up against every important consideration, including the risks of any procedure.

What the panel cannot do is presume without evidence that a person with innate variations of sex characteristics
would experience any social or psychosocial benefits from having their sex characteristics function or appearin a
manner which conforms with norms for persons without that variation. Evidence of social and psychosocial
benefits can be considered if it comes directly from the protected person, or is specific to the protected person,
not otherwise speculative or general in nature, and has substantial probative value. This is to ensure that claims
or assumptions made on behalf of a protected person whose voice cannot be heard are properly scrutinised.

4.1.1(d)

Parents should have ultimate say in
deciding on treatments for their
children.

16, 27

Feedback considered but not incorporated.

The scheme ensures that parents can provide their views on any decision being made by the oversight panel in
respect of their children and requires the oversight panel to take their views into account. The scheme also
includes a number of rights and protections for parents, as set out in item 4.1.1(a).

However, this feedback mistakenly assumes that parents currently have the ultimate say in deciding on
treatments for their children. While people with parental responsibility can generally give consent to medical
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treatment on behalf of a child, there is an implicit constraint that parental authority must be exercised in the best
interests of the child.?°® Courts can (and do) step in to override decisions of parents when they are not in the best
interests of their child.2°7

This scheme would mean that a specialist panel (rather than a court) could override the decision of a parent to
authorise or withhold treatment which modifies the sex characteristics of their child if the decision were not in the
child’s best interests, but without the cost, expense or formality of a court proceeding.

overwhelming for parents.

4.1.1(e) Consider the extent to which parents’ 27 Feedback considered and some amendments made.
Vl:::j::i:zli(:] bz::rz;r:gzz;ig The scheme ensures that parents can provide their views on any decision being made by the oversight panel in
P P ’ respect of their children and requires the oversight panel to take their views into account. The scheme also
includes a number of rights and protections for parents, as set out in item 4.1.1(a).
Ultimately, the weight given to the views of parents in an individual matter will depend on the circumstances of
the case and the oversight panel must make its decisions by reference to what is in the best interests of the child.
4.1.1(F) Ensure parents have a ‘seat at the 16,27 | Feedback incorporated.
(el The scheme provides a number of rights and protections for parents, as set out in item 4.1.1(a). These include the
right to be heard in any decision made in respect of their children.
4.1.1(q) Ensure scheme is not intimidating or 27 Feedback incorporated.

As set out in item 4.1.1(a), the scheme provides a number of rights and protections for parents to ensure it is not
intimidating or overwhelming for parents.

206 Marion's Case, particularly at [26]-[27] per Mason CJ, Dawson, Toohey and Gaudron JJ.

207 See Marion’s Case.
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multidisciplinary forum in lieu of the
panel.

4.1.1(h) Ensure the panel can make decisionsin | 27 Feedback incorporated.

MBI CAR ARG As set out in item 6.3.3(a), the test by which the oversight panel has to make decisions about medical treatment
modifying the sex characteristics of children is now framed by reference to the best interests of that child, as
defined below.

4.1.1(i) Ensure the panel can consider 28 Feedback incorporated.

SIS We have amended the proposal to allow the oversight panel to take into account evidence derived from its past

decisions.
41.2 Clinical views
4.1.2(a) | Consider utilising the existing 28 Feedback considered but not incorporated.

This suggestion is not consistent with the Victorian government policy in (i) am Equal and does not meet many of
the demands and expectations we heard in our consultation from many consultation participants, including for:

e protections for people with innate variations of sex characteristics that respect their right to make
decisions about their own bodies - only a legal scheme that centres personal consent in medical
decision-making can achieve this;

e thefull and equal inclusion of people with lived experience in decision-making, including in a neutral if
not affirming environment for people with innate variations of sex characteristics;

e transparency in decision-making - only a legal scheme that removes liability from clinicians that provide
personal data subject to confidentiality obligations and imposes new confidentiality protections can
achieve this; and

e aprocess that gives parents a ‘seat at the table’ and a right to be heard.

In our consultation, we observed a strong division between those who felt supported by and satisfied with existing
processes and those who did not. In that context, it is difficult to see how you could build trust and confidence
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among many people with variations of sex characteristics and some parents by using an existing framework which
many approach with strong feelings of distrust, disappointment and even anger.

Some clinicians in our consultation believed strongly in the robustness of the existing multidisciplinary processes.
Equality Australia’s Legal Director was invited to observe one meeting of a clinical multidisciplinary meeting at
RCH subject to a confidentiality undertaking. To honour that confidentiality undertaking, the details of matters
observed cannot be disclosed here without permission from the RCH. However, the confidential nature in which
that forum operates and the inability to talk about what takes place in it without specific consent of every party
involved means it is impossible for others to test how well it protects the rights of children.

Overall, based on our consultation and what was observed about the process and discussion at the
multidisciplinary team meeting, it is our opinion that the oversight panel provides a better forum for ensuring:

e thereis adynamic exchange between people with different experiences and expertise directed to the
ultimate question of protecting the interests of the protected person;

e all decisions are guided by a structured decision-making framework that ensures appropriate
considerations are taken into account (and given due weight) and inappropriate considerations are not;

e the protected person (whether directly or through an independent advocate) and parents have a voice in
the process which is heard directly;

e there can be transparency (while maintaining confidentiality) over what is discussed and what decisions
are made on behalf of a protected person; and

e thereis clear accountability and independence in decision-making, including protections to ensure
procedural fairness, the management of potential conflicts of interests, a right to know the reasons for
decisions and an ability to appeal decisions which may be wrong.

4.1.2(b)

Concern that individualised care plans
will become pro forma and not patient-
centred and individualised.

28

Feedback incorporated.

We have included a broad list of matters which can be included in an individual care plan to ensure care plans can
be patient-centred and individualised. Apart from the details of any medical treatment (including medical
treatment modifying a protected person’s sex characteristics), among the matters that they can now include are:

o referrals to peer support, psychological support and counselling, including by whom and when;
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o information that will be made available to the protected person, including by whom and when;
e records which must be retained and how and when they will be provided to the protected person.

4.1.2(c)

Concern that panel will not consider
unigue circumstances of each case,
including unique medical needs and
familial circumstances.

28

Feedback noted and already incorporated.

As set out in item 6.3.3(a), the oversight body will be able to (and, in fact, must) consider the unique
circumstances of each case, including unigue medical needs and familial circumstances. It is required to hear the
views of the protected person (whenever they can be expressed) and their parents (if the protected person is
under 18) and take those views into account. When making decisions, the panel must consider the risks and
benefits of the medical treatment and any alternatives (including the option of doing nothing).

What the panel cannot do is presume without evidence that a person with innate variations of sex characteristics
would experience any social or psychosocial benefits from having their sex characteristics function or appearin a
manner which conforms with norms for persons without that variation. Evidence of social and psychosocial
benefits can be considered if it comes directly from the protected person, or is specific to the protected person,
not otherwise speculative or general in nature, and has substantial probative value. This is to ensure that claims
or assumptions made on behalf of a protected person whose voice cannot be heard are properly scrutinised.

4.1.2(d)

Concern that delaying treatment for
undescended testes would lead to
poorer fertility outcomes and cancer
risk.

28

Feedback considered and further amendments incorporated.

As set out in item 6.3.3(a), we have strengthened the decision-making framework which must be followed by the
oversight panel. The oversight panel will be able to take into account the option of allowing medical treatment
that preserves options for the protected person in the future (such as their fertility), as well as any likely adverse
consequences to the protected person’s health of the proposed medical treatment not being provided.

To ensure there are no delays that would affect a person’s health, the scheme includes a number of safequards,
including:

o theoversight body must make its decisions as expeditiously as the matter allows;
o theoversight body can be constituted as a 3-member sub panel to enable it to make faster decisions in
less contentious cases; and
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e ifthereis aclass of medical treatment which is always preferrable, the oversight body can make a class
exemption order allowing it to occur without an individual application.

The scheme’s purpose is not to prohibit medical treatment modifying a protected person’s sex characteristics
which is justified but to ensure claims, such as opinions as to the risk of cancer, can be properly scrutinised and
weighed up against every important consideration, including the risks of any procedure.

genioplasties report that the vast
majority of people with CAH preferred
surgery done in infancy rather than
later.

41.2(e) | Concernthat the proposal would delay | 28 Feedback considered and further amendments incorporated.
MRS ST GG de' er A health professional who deferred necessary treatment simply to avoid going through a requlatory process
treatment than go through exemption T . . . )
- would risk liability for medical negligence and professional misconduct.
As set out in 4.1.2(d) above, the scheme includes a number of safequards to protect against delays that would
affect a person’s health.
41.2(f) | Studies on people with feminising 28 Feedback considered and further amendments incorporated.

As set out in item 6.3.3(a), we have made strengthened the decision-making framework which must be followed
by the oversight panel. When making decisions, the panel must consider the risks and benefits of the medical
treatment and any alternatives (including the option of doing nothing).

The scheme’s purpose is not to prohibit medical treatment modifying a protected person’s sex characteristics
which is justified but to ensure claims, such as general evidence as to preferences for earlier surgery, can be
properly scrutinised and weighed up against every important consideration particular to that person, including
the risks of any procedure and the principle that every individual has a significant and profoundly personal
interest in deciding what happens to their own body.

What the panel cannot do is presume without evidence that a person with innate variations of sex characteristics
would experience any social or psychosocial benefits from having their sex characteristics function or appearin a
manner which conforms with norms for persons without that variation. Evidence of social and psychosocial
benefits can be considered if it comes directly from the protected person, or is specific to the protected person,
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not otherwise speculative or general in nature, and has substantial probative value. This is to ensure that claims
or assumptions made on behalf of a protected person whose voice cannot be heard are properly scrutinised.

exceptional.

4.1.2(g) | Concern that parents would be 28 Feedback considered and further amendments made.
frustrated and .dlstressed by a panel As set out in item 4.1.1(a), the scheme provides a number of rights and protections for parents to ensure they are
process and this would exacerbate .
. L not frustrated or distressed by the panel process.
impacts on clinicians who already try to
tell them to wait. Clinicians who currently feel pressure from parents advocating for earlier interventions will be able to point to the
law to help manage the expectations of parents. If parents do not agree with the assessment of a clinician and
believe that their child’s best interests would be better served by medical treatment modifying their sex
characteristics before the child is able to provide personal consent, they will be able to apply to the oversight
body and make their views known.
41.2(h) | Parents are already subject to legal 28 Feedback noted.
lfl:;litsc?w?lzr;:rlwr SollG7 D O 7 As set out in item 4.1.1(d), this is a correct statement of law. However, given the Family Court’s decision in Re
' Carla, it is clear that the Family Court regards at least some treatment as therapeutic and within the scope of
parental authority,2°® thereby oversight is often not required in these cases. This scheme would ensure the
protected person’s significant and profoundly personal interest in deciding what happens to their body is given
sufficient weight in @ manner in which the current legal framework does not allow.
4.1.2(i) The approach is arbitrary or 28 Feedback noted.

This is an incorrect statement of the law. A number of medical procedures are regulated through an oversight
panel or tribunal process including:

208 Re Carla (Medical Procedure) [2016] FamCA 7 at [52].
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e special medical procedures under the Guardianship and Administration Act 2019 (Vic), which require
consent from VCAT.2%° They include procedures that are reasonably likely to have the effect of
rendering permanently infertile the person on whom it is carried out; the termination of a pregnancy;
and the removal of tissue for the purposes of transplantation to another person;'°

e certain assisted reproductive treatments under the Assisted Reproductive Treatment Act 2008 (Vic),
which require the approval of the Patient Review Panel. They include surrogacy arrangements; the use
of gametes or embryos for sex selection; and the treatment of a patient who does not meet the criteria
under the Act;?"

e electroconvulsive treatment on a young person or without consent, or neurosurgery for mental iliness,
under the Mental Health Act 2014 (Vic), which requires Mental Health Tribunal approval;?'

e voluntary assisted dying under the Voluntary Assisted Dying Act 2017 (Vic), which requires a number of
disclosures to be made to the Voluntary Assisted Dying Review Board for the purposes of it reviewing
the exercise of any function or power under the Act.?

4.1.2(j)

The proposal would impose a huge
workload on the panel and clinicians
(e.g. up to 5% of boys are born with
undescended testes; 1in 300 children
are born with hypospadias).

28

Feedback considered and incorporated in part.

We agree that funding will be necessary to ensure the panel and the people who interact with it are appropriately
supported to facilitate their involvement in the panel process.

Through mandatory reporting obligations, the oversight scheme will provide data on the actual number of
procedures which are performed without personal consent to modify the sex characteristics of children with
undescended testes or hypospadias. This will provide a robust evidence base that will allow the oversight body to

209 Guardianship and Administration Act 2019 (Vic), Part 6 (it is an offence under s 147 to carry out a special medical procedure without the consent of VCAT).

29 Guardianship and Administration Act 2019 (Vic), s 140 (definition of ‘special medical procedure’).

2" See e.g. Assisted Reproductive Treatment Act 2008 (Vic), ss 10(1)(b)(ii), 28(2)(b), 39, 47 and 85.

212 Mental Health Act 2014 (Vic), ss 92, 100.

2B See e.q. Voluntary Assisted Dying Act 2017 (Vic), ss 90 and 93.
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use the tools at its disposal (such as class exemption orders and the possibility of a 3-member sub panel) to deal
efficiently with justified medical treatments, if they are indeed not contentious and should be permitted without
further individual consideration.

However, this feedback assumes that every child with undescended testes or hypospadias is likely to receive
medical treatment that modifies their sex characteristics in permanent or difficult-to-reverse ways. If that is
correct, then this reinforces the need for oversight to ensure these procedures are necessary.

For more information on the approach to hypospadias and undescended testes, see items 2.1.1(e) and 2.1.1(f).

For more information on measures to mitigate the risk of delay, see item 4.1.2(d).

prove the harm of delaying a
procedure is unreasonable and difficult
to meet.

4.1.2(k) | It will take enormous resources and 29 Feedback considered and incorporated in part.
time for the pane to determilne We agree that funding will be necessary to ensure the panel is appropriately supported to be able to obtain
whether a person had capacity to . . , . . . . L
consent evidence regarding a person’s capacity to consent. But the task facing the panel is no different to that which is
’ currently undertaken by clinicians under the Medical Treatment Planning and Decisions Act 2016 (Vic) and by
several panels, tribunals and courts, including VCAT, the Mental Health Tribunal and Voluntary Assisted Dying
Review Board.
We have suggested the same legal test for capacity to consent which is currently used across Victorian laws, 24
and have suggested that the oversight panel be able to seek the opinion of an expert as to the protected person’s
capacity to provide personal consent.
4.1.2(1) Burden of proof placed on cliniciansto | 29 Feedback considered and amendments made.

As set out in item 6.3.3(a), we have strengthened the decision-making framework which must be followed by the
oversight panel. We have also refocused the test away from a universal presumption of deferability to one which

24 Medical Treatment Planning and Decisions Act 2016 (Vic), s 4; Guardianship and Administration Act 2019 (Vic), s 5; Mental Health Act 2014 (Vic), s 68; and Voluntary Assisted Dying Act 2017 (Vic), s 4.
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balances all relevant considerations against an individual’s significant and profoundly personal interest in
deciding what happens to their own body.

As set out in item 7.3.1(a), we have strengthened the ability of the oversight panel to seek evidence, including
through the appointment of an independent expert to provide recommendations on matters sought by the
oversight panel. Clinicians will be able to provide their own views to the oversight panel, but there is no burden of
proof placed on them. The burden rests with the oversight panel to be satisfied of the matters necessary for it
approve certain medical treatment, and the oversight panel is given powers to request information and obtain
evidence (including expert opinion) in order to do so.

funding to address additional
workload.

4.1.2(m) | Clinicians will become disengaged 29 Feedback noted.
from W‘?rk in this area, f|r1d the t?urdens We agree that the potential for skills shortages is a relevant consideration in determining the best approach to
professionally unrewarding or risks too . . . . . .
reat. leading to skills shortages regulation. However, clinical disengagement is not a sound basis for allowing procedures to be performed,

9 ’ 9 ges. particularly on children, if they are not justified. Clinicians will still be able to perform procedures which are
justified, following an oversight process that is similar to the process followed by a number of other panels and
tribunals in other medical contexts (see items 2.4.1 and 4.1.2(i)). We have also suggested a 5-year statutory
review period so that the scheme’s effectiveness and operation can be reviewed.

4.1.2(n) | Clinicians will lose skills while thereisa | 29 Feedback noted.
2:2::!2:( on surgeries until children The loss of clinical skill is not a sound basis for allowing procedures to be performed, particularly on children, if
’ they are not justified. Clinicians will still be able to perform procedures which are justified, following an oversight
process that is similar to the process followed by a number of other panels and tribunals in other medical contexts
(seeitems 2.4.1and 4.1.2(i)). We have also suggested a 5-year statutory review period so that the scheme’s
effectiveness and operation can be reviewed.
4.1.2(0) | Clinicians would need additional 29 Feedback noted.

We agree that funding will be necessary to ensure the panel and the people who interact with it are appropriately
supported to facilitate their involvement in the panel process.
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4.1.2(p) | The proposal does not reflect the quiet
majority of past patients who were
happy with the results of their medical
treatment.

29

Feedback considered and further amendments made.

Our consultation heard from people who were satisfied with medical procedures performed on their sex
characteristics as children,?'> as well as parents who felt supported by their children’s medical teams.?'

However, our consultation also heard from:

e people who were satisfied with medical procedures performed on their bodies but who objected to those
decisions being made for them in the way they had been;?"”

e people who were not satisfied with medical procedures performed on their sex characteristics;?'®

e people who were unhappy with the way in which these procedures were explained to them (including the
information provided to them about their variations and the proposed procedure);? and

e parents who felt pressured to make decisions about procedures to be performed on their children.?2°

All of these views were taken into account, particularly the testimonies of people with innate variations of sex
characteristics who shared with us positive experiences they had of their medical treatments.

All personal testimonies were critical in our thinking to:

e assetoutinitem 6.2.1(a), strengthen the provisions around informed consent, to ensure that people
who have the capacity to provide personal consent are given the opportunity to do so in a fully informed
way;

25 Listening report, pp. 38-39.

2¢ Listening report, pp. 36, 40.

27| jstening report, pp. 36, 38-39.
28 | jstening report, p. 38.

29 | istening report, p. 49.

220 | istening report, pp. 39-40.
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e assetoutinitem 6.3.3(a), strengthen the decision-making framework which must be followed by the
oversight panel. In so doing, we have refocused the test away from a universal presumption of
deferability to one which balances all relevant considerations against an individual’s significant and
profoundly personal interest in deciding what happens to their own body; and

e assetoutinitem 7.3.1(a), strengthen the ability of the oversight panel to seek reliable evidence,
including from people with lived experience themselves and including on any benefits of procedures
being performed earlier.

The scheme’s purpose is not to prohibit medical treatment modifying a protected person’s sex characteristics
which is justified but to ensure claims, such as general evidence as to preferences for earlier surgery, can be
properly scrutinised and weighed up against every important consideration particular to that person, including
the risks of any procedure and the principle that every individual has a significant and profoundly personal
interest in deciding what happens to their own body.

4.1.2(q) | Lawyers and community
representatives are not in a better
position than clinicians to judge the
nuances of clinical situations.

29

Feedback noted.
Clinicians, and clinical evidence, are a fundamental part of this scheme. This can be seen through:

e the mandatory seats allocated to health professionals on the panel;

e the ability of the oversight panel to obtain information and other evidence from the health professionals
involved in the care of the protected person, as well as evidence on areas of medical research and from
independent specialists and experts; and

e therequirement for the oversight panel to have regard to the risks and benefits of the medical
treatment and any alternatives (including the option of doing nothing), which necessarily requires the
consideration of clinical evidence.

So while clinicians may be in a unique position to provide a clinical view informed by their experience, so too will
others on the panel who will bring different and equally important perspectives. As set out in item 4.1.2(p), people
with variations of sex characteristics and their parents do not always report positive experiences of their
interactions in medical settings.
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This scheme follows other examples which recognise that a diversity of experience and perspectives makes for
better decision-making, including:

e the Mental Health Tribunal, which includes legal, psychiatric, registered medical practitioner and
community members;??' and
e VCAT,whichincludes lawyers and members with subject matter expertise.???

4.1.2(r)

The panel would be able to override
medical evidence.

29

Feedback noted.

The oversight body, like any public authority decision-maker, must consider and weigh up all relevant evidence in
order to make a decision in accordance with the law. If relevant medical evidence is before the panel, the panel
must consider it properly - it cannot ignore evidence.

Among the implied public law duties that an oversight body must follow when making decisions are:

e adutyto afford procedural fairness;

e aduty to make decisions lawfully, including applying the decision-making framework correctly and
following the procedures set down by the law;

e adutytotake into account relevant considerations and ignore irrelevant considerations; and

e aduty to make decisions which are legally reasonable.??3

We have also suggested that the scheme include a number of explicit obligations, including:

o that the oversight body must act fairly and according to the substantial merits of the case when making
decisions;

e that the oversight body must take into account certain mandatory considerations when making
decisions regarding medical treatment, including:

22! Mental Health Act 2014 (Vic), s 159.

222 Victorian Civil and Administrative Tribunal Act 1998 (Vic), ss 13-14.

223 See, for example, Minister for Inmigration and Citizenship v Li[2013] HCA 18.
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o thelikely benefits and risks of the proposed medical treatment to the protected person’s
health;
o any likely adverse consequences to the protected person’s health of the proposed medical
treatment not being provided;
o any alternatives to the medical treatment being proposed, and the likely benefits and risks of
those alternatives;
e that panel members must act with integrity, impartially, respectfully, fairly and accountability when
performing their roles;
o that panel members must maintain relevant professional registrations, accreditations or qualifications
necessary for their role; and
e that panel members must attend such training and development as requested by the Chair from time to
time.

This feedback assumes that medical evidence is incontrovertible when there may be disputes among medical
experts. The panel will be required to assess all the evidence before it according to law.

4.1.2(s)

Personal medical records of people
with variations of sex characteristics
will be shared with members of the
community who sit on the panel,
without their consent.

29

Feedback considered and amendments made.

Personal privacy is a fundamentally important concern. That is why the scheme proposes a criminal offence if any
information is disclosed which would identify a person whose matter is being considered by the oversight panel,
as well as the identities of their family members and treating health professionals. Hearings of the oversight body
must also be held in private and decisions cannot be published with any identifying details. The mandatory
reporting obligations do not require the identification of the patient, so long as relevant particulars are provided
(such as their age, the type of variation, the type of treatment performed, reasons for treatment, alternatives to
treatment considered and reasons they were rejected). Conversely, the scheme recognises that people have a
right to their medical records, requiring health professionals to maintain written records of information which has
been provided to a protected person in order to obtain informed consent, and store and provide access to those
records in accordance with the Health Privacy Principles set out in the Health Records Act 2001 (Vic).

We have also strengthened obligations on panel members by ensuring that they must:
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act with integrity, impartially, respectfully, fairly and accountability when performing their roles;
declare any actual or perceived conflicts of interests; and

disqualify themselves from sitting as a panel member in respect of any matter in which there is any
actual or apprehended bias.

Accordingly, while certain identifying details will become known to the panel members when matters are before
the oversight body, there are significant safequards in place to protect personal privacy.

4.1.2(t)

The proposal will lead to a blackmarket
of illicit procedures.

29

Feedback considered and already incorporated.

The 5-year statutory review will allow a review into the effectiveness and operation of the scheme to ensure this
does not occur.

The scheme also utilises a number of features to discourage evasion from occurring including:

It offers clear benefits to people with variations of sex characteristics and their families, given the panel
process unlocks the potential for support and expertise to facilitate better decision-making concerning
medical treatment modifying a person’s sex characteristics. The panel process has been designed to
ensure it is accessible and responsive to the needs of people with variations of sex characteristics and
their families, giving them a voice and access to information and support.

The obligations for complying with the prohibitions largely fall on the health professional providing the
treatment. This will ensure that people with variations of sex characteristics and their parents are never
criminalised or discouraged from seeking medical care in Victoria.

The prohibitions regulate certain medical treatments modifying a person’s sex characteristics without
personal consent in permanent or difficult-to-reverse ways. Given the requlated procedures are mostly
surgical procedures and treatments prescribed by clinicians, it would be difficult for a person who is not
appropriately qualified to offer to perform them on the ‘blackmarket’.

The proposal includes a prohibition on taking a person outside the jurisdiction to perform a medical
treatment which would otherwise be prohibited in Victoria. This provides an additional deterrent to a
parent seeking to evade the scheme.
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4.2

SIZE OF PANEL

4.21

A 9-member panel is intimidating to a
family appearing before it.

30

Feedback incorporated.

We have amended the proposal to reduce the overall number of panel members needed to make a decision, while
adding safequards to ensure good quality decision-making that includes a diversity of perspectives.

A full panel consisting of 5 members (drawn from a pool of members) will now be able to hear all matters,
including those dealing with class order exemptions, individual applications and matters on appeal from sub panel
decisions. A sub panel consisting of 3 members drawn from a pool of members will be able to hear individual
cases which are not contentious.

Safequards have been added to ensure good quality decision-making that includes a diversity of perspectives and
relevant experience. These include:

After an open application process, the Minister for Health, in consultation with the Minister for
Equality, must appoint a pool of members who have the knowledge, experience and skills relevant to
their role, and who represent a reasonable diversity of gender, clinical expertise and lived experience.
The panel members must be appointed into at least one of three categories: health professionals,
community representatives and specialists in human, children’s and/or disability rights. A former
judge or senior lawyer must be appointed as Chair (with an optional deputy Chair).

When constituting a panel of members to hear a particular matter, the Chair (or deputy Chair) of the
panel must also ensure a reasonable diversity of gender and relevant clinical expertise and lived
experience on that specific panel.

The Chair must ensure that a full panel always has at least the Chair (or deputy Chair), and one panel
member belonging to each of the three categories of panel members. The Chair must ensure that a
sub panel has the Chair (or deputy Chair), and at least one health professional and one community
member.

A full panel must aim to make decisions by consensus, but failing consensus, can make its decisions by
majority. A sub panel must make its decisions by consensus (failing which, the matter must be heard

Victorian Intersex Oversight Panel Proposal: Final report and recommendations

EQUALITYAUSTRALIA.ORG.AU

PAGE 101




by a differently constituted full panel). All decisions of a sub panel can be reviewed on appeal by the
full panel. Decisions of a full panel can be reviewed by a court in a judicial review application.
e  Whenever making decisions, the oversight body:
o must act fairly and according to the substantial merits of the case;
o  must comply with the rules of natural justice (including hearing from the protected person
and affected persons, such as the family of the protected person);
is generally not bound by formal rules of evidence; and
must conduct the hearing of any matter with as little formality and technicality, and as
efficiently, as possible.
e The oversight panel has been given the power to obtain relevant evidence, including from specialists,
experts or people with lived experience, and from past decisions.

For the panel’s duties to consider all relevant evidence according to law, see also 4.1.2(r).

For other ways in which we have mitigated the stress or distress which some parents may feel in going through a
panel process, see item 4.1.1(a).

panel members to constitute a panel
from, with smaller panels for individual

4.2.2 A 9-member panel would be slow to 30 Feedback incorporated.
1k CCEEIES We have reduced the size of the panel, see item 4.2.1.
4.2.3 The Chair should have flexibility to 30 Feedback incorporated.
Zznsetr:juize F;annter: ?r:;/tiz(r)us M We have introduced a new model that facilitates the appointment of a pool of members from which panels of
P 9 ’ either 5 or 3 members can be constituted by the Chair, as set out in item 4.2.1. However, we have retained some
important safequards on the size and composition of the panel, to ensure a diversity of voices and prevent a
situation of deadlock.
4.2.4 There should be a pool of potential 30 Feedback incorporated.

We have adopted this proposed general approach, with some additional detail, as set out in item 4.2.1.
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decisions and larger for class
exemption orders.

dominating the panel.

4.2.5 Consider other ways for different views | 30 Feedback incorporated.
2 bevtaken D RV (el ATy We have reduced the size of the panel but enlarged the ways in which the panel can inform itself when making
the size of the panel. . .
decisions, as set out in item 4.2.1.
4.2.6 Concern that a smaller panel of 3 or 4 31 Feedback considered and further amendments made.
il S Y S 9] 27 We have ensured that decisions made by a sub panel must be made by consensus, as set out in item 4.2.1. Panels
purpose. ) ) . - o
of any size will be required to make decisions properly, as set out in item 4.1.1(a).
4.2.7 Decisions should be made by 31 Feedback considered and incorporated in part.
h ibl h o -
fﬁg;iﬂsrfa?;?uc as possible, rather As set out in item 4.2.1, we have suggested that decisions made by a sub panel must be made by consensus and
¥ MaJoriEy. decisions made by a full panel must attempt to reach consensus. However, it is important that the scheme allows
deadlocks to be resolved - otherwise a decision (and any associated medical treatment) may be unreasonably
delayed. Accordingly, if a sub panel cannot reach consensus, the matter must be referred to a full panel. If a full
panel cannot reach a consensus, then a majority decision is required. Decisions of a full panel can also be
appealed to a court through a judicial review application.
4.3 PANEL COMPOSITION
4.3.1 Panel dynamics
4.3.1(a) | Concern about certain perspectives 31 Feedback considered and further amendments made.

As set out in items 4.1.1(a) and 4.2.1, the oversight body will be required to comply with certain obligations when
making decisions and must include a diversity of types of members in its composition, including health
professionals, community representatives and rights specialists.
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the story’.

4.3.1(b) | Concern that panel would be stacked 31 Feedback considered and further amendments made.
ith leinf f . o ) ) . . . S
with people in favour of treatment As set out in items 4.1.1(a) and 4.2.1, the oversight body will be required to comply with certain obligations when
making decisions and a panel must include a diversity of types of members in its composition, including health
professionals, community representatives and rights specialists. Like all decisions made by a public body, no
panel member can make a decision based on a pre-determined personal view (as this would breach the principles
of procedural fairness). Further, as set out in item 6.3.3(a), the oversight body will have to make its decisions in
accordance with the specific legal test proposed by the scheme, and follow the decision-making process set out
by the scheme.
4.3.1(c) Objection to healthcare being 31 Feedback noted.
S;ti(:]::]med by people without medical Health decisions are made by people without medical training all the time. This is because patients - who rarely
9 have medical training - rely on information being provided to them in order to make an informed decision about
their own healthcare. The oversight body will be no different. It will inform itself and consider evidence put before
it to make a decision in accordance with the requirements of the scheme.
4.3.1(d) | Objection to healthcare being 31 Feedback considered and incorporated in part.
i le with a diff o . .
32:;:2'::sa:yti2$2fi:: rifelc;rjnt As set out in item 4.2.1, we have suggested the scheme adopts a pool of panel members that includes people with
erson P a variety of variations, and that the Chair be required to have regard to that diversity when constituting a specific
P ' panel to hear a matter.
4.3.1(e) | Ensure people are told ‘both sides of 31 Feedback incorporated.

As set out in item 6.3.3(a), we have strengthened the decision-making framework which must be followed by the
oversight panel. When making decisions, the panel must consider the risks and benefits of the medical treatment
and any alternatives (including the option of doing nothing). For the panel’s duties to consider all relevant
evidence according to law, see also item 4.1.2(r).
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As set out in item 6.2.1(a), we have also strengthened the provisions around informed consent, to ensure that
people who have the capacity to provide personal consent are offered the opportunity to do soin a fully informed
way.

diversity in variations and gender).

4.3.2 Appointment of panel members
4.3.2(a) | Appointments should be made 31 Feedback incorporated.
transparently. . . . .
We have suggested that panel member appointments be made by the Minister for Health after consultation with
the Minister for Equality (if a different person) after an open application process.
4.3.2(b) | Appointments should be made by the 31 Feedback considered and incorporated in part.
Mlnlsterfor quallty with community We have added a requirement for the Minister for Health to consult with the Minister for Equality on panel
input and oversight from the panel. . . .
appointments. However, we have opted for an open application process to keep the process robust and fair.
4.3.2(c) | To avoid appointments being 31 Feedback incorporated.
pohhqsed,there should be an open See item 4.3.2(a).
selection process.
4.3.3 Representing lived experience on the panel
4.3.3(a) | Concern that people with more 32 Feedback incorporated.
common variations may dominate. When appointing panel members to the pool of members or selecting them to sit on specific panels, we have
suggested that the Minister for Health and Chair each have an obligation to have regard to ensuring a reasonable
diversity of gender, clinical experience and lived experience are represented on the panel.
4.3.3(b) | Ensure a balance of voices (including 32 Feedback incorporated.

Seeitem 4.3.3(a).
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health professionals on the panel
(leaving room for two human rights or
child’s rights specialists).

4.3.3(c) | The panel should be convened from a 32 Feedback incorporated.
poql sp that a person with a similar See item 4.3.3(a).
variation can sit on the panel when
considering a person’s individual care
plan.
4.3.4 Representing clinical expertise on the panel
4.3.4(a) | Include mental health professionalson | 32 Feedback considered and amendments made.
the panel where appropriate. When appointing panel members to the pool of members or selecting them to sit on specific panels, we have
suggested that the Minister for Health and Chair each have an obligation to have regard to ensuring a reasonable
diversity of gender, clinical experience and lived experience are represented on the panel. We have also enlarged
the ways in which the panel can inform itself when making decisions so that other views which are not
represented on the panel can be obtained through evidence, as set out in item 4.2.1.
For more information on the how the panel will be constituted, see item 4.2.1.
4.3.4(b) | Include sexual health professionals on 32 Feedback considered and amendments made.
the panel where appropriate. Seeitem 4.3.1(a).
4.3.4(c) | Include fertility specialists on the panel | 32 Feedback considered and amendments made.
where appropriate. See item 4.3.1(a).
4.3.4(d) | Bioethicists should be treated as allied | 32 Feedback considered and incorporated in part.

As set out in item 4.2.1, we have amended the proposal to reduce the overall number of panel members needed to
make a decision, while adding safequards to ensure good quality decision-making that includes a diversity of
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perspectives. We have also enlarged the ways in which the panel can inform itself when making decisions so that
other views which are not represented on the panel can be obtained through evidence.

process with as little legalism and
formality as possible.

4.3.4(e) | An ethicist should always be part of the | 32 Feedback noted.
panel. When appointing panel members to the pool of members or selecting them to sit on specific panels, we have
suggested that the Minister for Health and Chair each have an obligation to have regard to ensuring a reasonable
diversity of gender, clinical experience and lived experience are represented on the panel. We have also enlarged
the ways in which the panel can inform itself when making decisions so that other views which are not
represented on the panel can be obtained through evidence, as set out in item 4.2.1. For more information on the
how the panel will be constituted, see item 4.2.1.
4.3.5 The Chair
4.3.5(a) | The Chair must have sufficient gravitas | 32 Feedback considered and amendments made.
J’E(:ur?ta;:jis::dp:::; ?nn;jhistaatr)wlg’: Recognising the importance of the appointment, we have suggested that the Chair (and any deputy Chair) be
rocesses P appointed by the Minister for Health after consultation with the Minister for Equality (if a different person). We
P ’ have suggested that the Chair (and any deputy Chair) be a former judicial officer or senior lawyer of at least 10
years’ standing. While the appointment of the Chair (and any deputy Chair) is no doubt important in establishing
trust and confidence in the panel process, we have included a number of provisions that make clear that whoever
is appointed must comply with obligations applicable to all panel members, including the obligation to act with
integrity, impartially, respectfully, fairly and accountably when performing their roles.
4.3.5(b) | The Chair must establish culture and 32 Feedback incorporated.

We have suggested adopting key provisions found in the Victorian Civil and Administrative Tribunal Act 1998 (Vic),
namely that:

e unless and to the extent adopted by the Chair, the oversight body is not bound by the rules of evidence
or any practices or procedures applicable to the courts; and
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e the oversight body must conduct the hearing of any matter with as little formality and technicality, and
as efficiently, as possible.

We have also specified that parties may only be legally represented with leave of the Chair.

4.3.5(c)

The Chair should be a human rights
lawyer.

32

Feedback noted.

While it may be ideal for the Chair to have human rights expertise, all judicial officers and senior lawyers in
Victoria would be expected to have experience, given the Charter of Human Rights and Responsibilities. Rather
than limit the criteria for the Chair, a more appropriate way to ensuring human rights are embedded in decision-
making is to ensure the oversight body must make decisions that comply with the Charter, which is a requirement
that was already part of the proposal.

4.3.5(d)

The Chair should have respect for lived
experience.

32

Feedback considered and amendments made.

As set out in item 4.2.1, the Chair must ensure that any panel (whether a full or sub panel) must include a
community representative panel member (being a person with innate variations of sex characteristics or a family
member of a person with innate variations of sex characteristics). The Chair must also comply with the legislation
(including having regard to its objects and purposes) and with the obligations placed on all panel members, which
include an obligation to act with integrity, impartially, respectfully, fairly and accountably when performing their
roles.

4.3.5(e)

The Chair should be a judge with
experience deciding cases involving
children with disabilities.

32

Feedback noted.

While it may be ideal for the Chair to have expertise with cases involved children with disabilities, such an
eligibility criterion is too restrictive. A more appropriate way to ensure the scheme operates as intended is to
establish a decision-making framework that ensures due regard is given to human rights, which has been already
been incorporated in the proposal.
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should be required to maintain
professional registration or
accreditation.

4.3.5(f) | The Chair should not be a former judge | 32 Feedback considered and amendments made.
h I i h o . . .
bzﬁaellj: Ehzz V\;]oil: \(’jvjrrs:i;?éert € As set out in item 4.3.5(b), we have suggested a number of provisions that guard against the oversight body
P 9 ’ becoming court-like. Rather than limit the pool of potential Chairs, this is @ more appropriate way to address this
concern.
4.3.5(g) | The Chair should not be a former 32 Feedback considered but not incorporated.
Famil j i itici f . ) . . . .
amity Cpurt Judqe, qwgh criticisms 0 Rather than limit the pool of potential Chairs, a more appropriate way to address this concern is to ensure the
the Family Court in decisions .. . . . . . .
o ) decision-making framework of the oversight body is fit for purpose. See item 6.3.3(a), for more information on
approving interventions. ) .
how the oversight body must make decisions.
4.4 PROFESSIONAL DEVELOPMENT
4.41 Panel members should have an 32 Feedback incorporated.
mductlgn and'onqomg ”a”,“”g about The proposal has been amended to enable the Chair to require panel members to attend training and
evaluating evidence; questioning . .
. ) development from time to time.
people in non-confrontational ways;
administrative law and decision-
making.
4.4.2 There should be provisions for 33 Feedback already incorporated.
termination of panel members. The proposal already allows panel members to be terminated by the Minister for Health.
4.4.3 Clinical and legal panel members 33 Feedback incorporated.

The proposal has been amended to include a new provision regarding the obligations of panel members.

Victorian Intersex Oversight Panel Proposal: Final report and recommendations

EQUALITYAUSTRALIA.ORG.AU

PAGE 109




4.4.4 The chair should ensure policies, 33 Feedback incorporated.
ideli . . .
procedgres, s ?nd @ The proposal has been amended to enable the Chair to manage the day-to-day operation of the oversight body.
complaints system are in place.
4.4.5 The Chair should have a disciplinary 33 Feedback incorporated.
role should there be complaints about The proposal has been amended to enable the Chair to receive and resolve complaints from members of the
a panel member. ) . . . . .
public regarding the failure of a panel member to comply with their obligations.
4.5 CONFLICTS OF INTEREST
4.5.1 Actual and perceived conflicts of 33 Feedback incorporated.
Interest should be carefully managed The proposal has been amended to include a new obligation on panel members regarding the declaration and
and considered. . .
management of conflicts of interest.
4.6 SITUATING THE OVERSIGHT BODY
4.6.1 The panel should be independent and 33 Feedback considered and incorporated in part.
sit Wlthl,n ‘a human rights body, tg This proposal would establish the oversight body as a separate entity (but not part of the Equal Opportunity and
ensure it is removed from a medical ) o
. Human Rights Commission).
setting.
5 OVERSIGHT BODY - FUNCTIONS AND POWERS
5.1 More should be made of the panel’s 34 Feedback considered and incorporated in part.
educative powers. The proposal includes giving the oversight body powers to provide information to people who may benefit from
the scheme and issue guidance on the interpretation and operation of the scheme. The oversight body can also
conduct analysis and carry out research on the operation of the scheme, and provide advice and reports to the
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relevant government representatives. Within those boundaries, the oversight body will have an educative
function. However, given the concern raised in item 5.2, we think that is an appropriate balance that ensures the
oversight body can maintain its impartial decision-making role.

consent may not have access to full or
unbiased information.

5.2 Concern that the panel could be 34 Feedback incorporated.
accusefj of bias f[he more it §nqaqes n We have added a requirement that the oversight panel must comply with the rules of natural justice, which will
educative functions and policy ) . . . .
o necessarily require the oversight panel to adhere to the legal rules against bias.
positions.
53 Importance of clear periodic reporting 34 Feedback incorporated.
requirements. A new periodic reporting obligation has been included in the proposal.
6 OVERSIGHT BODY - DECISION-MAKING PRINCIPLES
6.1 THE HUMAN RIGHTS FRAMEWORK PRINCIPLE
6.1.1 Consider that decisions of the 35 Feedback noted.
igh houl i ) . . . . e
ORI e s. ou d i9eleC mrnune It is appropriate that courts have oversight of decisions made by public authorities in the usual way.
from courts considering the merits of a
decision.
6.2 THE PRINCIPLE OF SELF-DETERMINATION
6.2.1 The quality of consent
6.2.1(a) | Concern that people with capacity to 35 Feedback incorporated.

Our consultation heard from many participants who were concerned about the way in which information could be
conveyed to a person with innate variations of sex characteristics who is considering medical treatment modifying
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their sex characteristics and the impact that this could have on the quality of consent obtained from that person,
including whether consent is fully informed and freely given without any coercion or pressure.??4

There were divergent views, however, as to the proper role of the oversight panel in overseeing medical consent
generally, given that there are existing obligations placed on clinicians regarding medical consent.??> There are
also existing avenues for patients to make complaints about health professionals who do not met their obligations
regarding the need to obtain fully informed consent prior to performing medical procedures, such as through the
Victorian Health Complaints Commissioner and Australian Health Practitioner Requlation Agency.22¢

There was also a view among some participants emphasising supported decision-making, meaning that the
proper role of the oversight body is not to substitute its views for the views of a person who could otherwise
provide their own fully informed consent with reasonable support.??” This view also emphasised that people
should be left to make properly informed and non-coerced decisions as they wish, and the oversight panel should
not have a role in second-guessing properly informed and non-coerced decisions no matter if others would have
made a different decision.?2®

To address these differing visions for the oversight panel we have made several amendments to clarify the proper
role of the oversight body depending on whether a person has capacity to provide consent to the proposed
medical treatment or not. We have suggested a proposal that also uses existing Victorian legal frameworks and
does not duplicate existing complaints bodies, such as the Health Complaints Commissioner.

People who have capacity to give personal consent

224 | jstening report, pp. 35-37.

225 | jstening report, p. 37.

226 Health Complaints Act 2016 (Vic), s 5; Health Practitioner Regulation National Law, ss 144-145 (as in force because of s 4 of the Health Practitioner Requlation National Law (Victoria) Act 2009 (Vic)).
227 | istening report, pp. 37, 43.

228 Listening report, pp. 37, 43.
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For people with innate variations of sex characteristics who do have capacity to consent to proposed medical
treatment modifying their sex characteristics, we have suggested using the existing meaning of ‘informed
consent’ in the Mental Health Act 2014 (Vic)??° and clarifying its application in this context, so that safequards are
in place to ensure consent is freely given and fully informed when people with innate variations of sex
characteristics are considering medical treatment to modify their sex characteristics.

We have suggested that the existing legal definition of ‘informed consent’ in the Mental Health Act 2014 (Vic) be
adapted to include some important additional safequards (italicised below) in addition to the existing
requirements. They include:

e  Ensuring that the person has been given adequate information to enable them to make an informed
decision by the provision of:

o affirming, clearly understandable and factually objective information about the nature of their
innate variation of sex characteristics (including its incidence, if known, and how it manifests
physically over time);

o alist of peer support organisations and contacts for psychological support, being a list prescribed
by the Minister for Health after consultation with the Minister for Equality;

o information on the option of having no medical treatment whether now or later, including the
advantages and disadvantages of this option; and

o afull explanation of the proposed medical treatment (including its advantages and
disadvantages, expected side effects, and any beneficial alternatives).

e Ensuring a person has been given a reasonable opportunity to make a decision by the provision of:

o areasonable period of time in which to consider the matters involved in the decision, including
a cooling off period appropriate to the proposed medical treatment;

o areasonable opportunity to discuss the matter with the registered medical practitioner who is
proposing the medical treatment, including the option to do so with or without the assistance or
presence of another person; and

229 See Mental Health Act 2014 (Vic), s 69.
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o areasonable opportunity to discuss the matter with a different health professional to the one
proposing the medical treatment, including the option to do so with or without the assistance or
presence of another person.

e Ensuring that consent has been given freely without undue pressure or coercion by any other person.
e Ensuring that the person has not withdrawn consent or indicated any intention to withdraw consent.

We have also included a clear obligation to keep records documenting all the information provided to the person
in order to obtain their consent and to treat those records in accordance with the with the Health Privacy
Principles set out in the Health Records Act 2001 (Vic).

For people who have capacity to provide their own fully informed consent, the oversight panel would not have a
role to play in making decisions on their behalf or overseeing their decisions. Rather, these people would be able
to directly raise complaints with the Victorian Health Complaints Commissioner or Australian Health Practitioner
Regulation Agency in respect of conduct that fell below these standards (in addition to ordinary legal remedies
through the courts).

This ensures that people with innate variations of sex characteristics who have capacity to make their own
decisions are given the same rights and protections (including the right to privacy, self-determination, physical
autonomy and bodily integrity) as anyone else accessing healthcare.

People who do not have capacity to give personal consent

As set out in item 6.3.3(a), the oversight body would have a role in overseeing medical treatment modifying the
sex characteristics of a protected person who does not have the capacity to provide informed consent to the
proposed treatment.

Further, in working out whether a person has capacity to give personal consent, we have suggested applying
existing Victorian laws that recognise a person has capacity to give informed consent to a particular procedure if
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they can understand, remember, use and weigh relevant information to make a decision, and can communicate
their decision through any means.23°

As set out in item 6.5.1, we have also clarified that capacity to give informed consent must be assessed in light of
whether the person would be able to understand, remember, use and weigh the relevant information, or
communicate their decision, with reasonable support. This is to ensure that people with disabilities are given
reasonable support in order to exercise fully their capacity to make decisions for themselves.

based on assumptions about sexuality.

6.2.1(b) | Concern about people being pressured | 36 Feedback incorporated.
to consent. As set out in item 6.2.1(a), we have suggested incorporating an existing legal definition of ‘informed consent’ into
this scheme with additional safequards to mitigate against the risk of pressure to consent. One safequard will be
the ability of a person to speak with their own doctor or another health professional, with or without the presence
or assistance of someone else.
6.2.1(c) | Concern that people are provided 36 Feedback incorporated.
gsgjilzevz:i:ig?atlsmg information As set out in item 6.2.1(a), we have suggested incorporating an existing legal definition of ‘informed consent’ into
' this scheme with additional safequards to mitigate against the risk of negative or stigmatising information.
Safeguards will include the requirement to provide affirming, clearly understandable and factually objective
information about the nature of a person’s innate variation of sex characteristics and a prescribed list of peer
support organisations and contacts for psychological support when obtaining consent to medical treatment
proposed to modify a person’s sex characteristics.
6.2.1(d) | Concernthat medical advice might be 36 Feedback incorporated.

As set out in item 6.2.1(a), we have suggested incorporating an existing legal definition of ‘informed consent’ into
this scheme with additional safequards to mitigate against the risk of doctors making any assumptions about

230 Medical Treatment Planning and Decisions Act 2016 (Vic), s 4; Guardianship and Administration Act 2019 (Vic), s 5; Mental Health Act 2014 (Vic), s 68; and Voluntary Assisted Dying Act 2017 (Vic), s 4.

Victorian Intersex Oversight Panel Proposal: Final report and recommendations

EQUALITYAUSTRALIA.ORG.AU

PAGE 115




their patients’ sexuality. Safeguards will include the requirement to provide a prescribed list of peer support
organisations and contacts for psychological support and providing a reasonable opportunity for consulting with
another health professional when obtaining consent to medical treatment proposed to modify a person’s sex
characteristics.

commission standard documentation
required to be provided to parents.

6.2.1(e) | Consider importance of explaining 36 Feedback incorporated.
conc.epts to‘ch|ld‘ren, sgpportmq.them, We have included a number of protections to ensure children are involved in decisions being made about them,
and increasingly involving them in . . . .
. even if they do not yet have capacity to provide their own consent to treatment.
decisions.
They include:

e Tothe extent that a child can express any views regarding their individual care plan, the oversight panel
must give them an opportunity, with reasonable support, to express those views and those views must
be considered by the oversight panel.

e The oversight panel can also appoint an independent advocate for the child. Their role is to facilitate the
expression of views from the child where they can be obtained directly (including with reasonable
support), and provide assistance to the oversight panel in considering matters which cannot be raised
directly by the child.

6.2.1(f) | Oversight body should have power to 36 Feedback considered and incorporated where appropriate.

For people who have capacity to consent to their own medical treatment, the information provided to their
parents will be subject to the ordinary rules governing patient confidentiality. As set out initem 6.2.1(a), we have
suggested incorporating an existing legal definition of ‘informed consent’ into this scheme with additional
safequards.

For people who do not have capacity to consent to their own medical treatment, the oversight body will have a
role in overseeing medical treatment that proposes to modify a person’s sex characteristics where that person
cannot provide personal consent. The oversight body will be able to register an individual care plan allowing
certain medical treatment. The application process for an individual care plan requires the treating health
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professional to provide information as to what information has been provided to the parents. See also item
4.1.1(e).

associated with surgery.

6.2.1(g) | Health professionals should have an 36 Feedback considered and incorporated where appropriate.
G prowde i3 rgasons 2 For people who have capacity to consent to their own medical treatment, as set out in item 6.2.1(a), we have
consent forms given to patients and . . . . . ). . . -
arents suggested incorporating an existing legal definition of ‘informed consent’ into this scheme with additional
P ' safequards, including a requirement to keep records of the information provided to obtain consent.
For people who do not have capacity to consent to their own medical treatment, the oversight body will have a
role in overseeing medical treatment that proposes to modify a person’s sex characteristics where that person
cannot provide personal consent. The oversight body will be able to register an individual care plan allowing
certain medical treatment. The application process for an individual care plan requires the treating health
professional to provide information as to what information has been provided to the parents, as well as the option
of providing their views as to any proposed treatment. See also item 4.1.1(e).
6.2.1(h) | Some parents already feel supported 36 Feedback noted.
b;/rzzlesdlcal experts and existing ethics While we acknowledge that some parents have had positive experiences, our consultation revealed that this was
P ' not a universal experience among all parents.2®' Ultimately, this scheme is about ensuring their children have the
right to decide what happens to their bodies to the maximum extent possible.
6.2.1(i) Some parents feel they had access to 36- Feedback noted.
information, including about risks 37

Seeitem 6.2.1(h).

21| istening report, pp. 39-40, 50.
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6.2.2

Testing the quality of consent - a role for the panel?

influenced by parents’ distress.

6.2.2(a) | The oversight panel should have arole | 37 Feedback considered but not incorporated.
n testlr?g t gcorrectr?ess and. As set out in item 6.2.1(a), we have suggested adapting an existing legal definition of ‘informed consent’ with
neutrality of information provided to i, ) L ) . . .
. . additional safeguards, and using existing mechanisms - such as the Victorian Health Complaints Commissioner -
persons who otherwise have capacity . . . . . .
to consent to medical treatment to allow complaints regarding the correctness and neutrality of information provided to persons who can consent.
’ The oversight body will also be able to refer to existing requlatory and enforcement bodies matters that raise
questions as to compliance with the law, as well as issue guidance on the operation of the scheme.
This approach will ensure that people with innate variations of sex characteristics who have capacity to make
their own decisions are given the same rights and protections (including the right to privacy, self-determination,
physical autonomy and bodily integrity) as anyone else accessing healthcare.
6.2.2(b) | A person close to the protected person | 37 Feedback considered and incorporated where appropriate.
sfljzu(l)ds:(jll::aetrgzgfstlons about the As set out in item 6.2.1(e), we have included a number of protections to ensure children are involved in decisions
Prop ' being made about them, even if they do not yet have capacity to provide their own consent to treatment. We have
suggested that the child be given reasonable support to be able to have their views expressed, and that can
include assistance from someone they know if that is appropriate in a particular case.
6.2.2(c) | Concern that the panel may be 37 Feedback considered and amendments made.

As set out in item 6.3.3(a), we have strengthened the decision-making framework which must be followed by the
oversight panel. When making decisions, the panel must consider the risks and benefits of the medical treatment
and any alternatives (including the option of doing nothing).

As set out in item 4.1.1(a), the views of parents must also be considered by the panel. But ultimately, the weight
given to the views of parents in an individual matter will depend on the circumstances of the case, and the
oversight panel must consider the outcome by reference to what is in the best interests of the child.
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maker of last resort and embrace
supported decision-making.

6.2.2(d) | Ensure access to independent peer 37 Feedback incorporated.
f le. . . L A . .
support for young people As set out in item 6.2.1(a), we have suggested adapting an existing legal definition of ‘informed consent’ with
additional safequards. One safequard will be to ensure a prescribed list of peer support organisations and
psychological support is given to people with innate variations of sex characteristics who are being asked to
consent to medical treatment modifying their sex characteristics.
We have also suggested that the oversight panel be able to provide a referral to peer support and counselling to
any affected person, whenever it is reviewing an application for registering an individual care plan.
6.2.2(e) | Concernthat some peer support 37 Feedback incorporated.
g;oﬁ:;;nahyozilzrzt:;r: (:]rO(;ti:erwme To ensure that peer support organisations are safe and inclusive, we have suggested that the Minister for Health
P P ’ prescribe a list of such organisations after consulting with the Minister for Equality (if that person is different).
The Minister for Health and Equality can then seek recommendations or feedback from affected persons and the
broader community as to organisations that should be placed on the list of prescribed peer support organisations.
6.2.2(f) | Medical professionals already have a 37 Feedback considered and incorporated in part.
,dUty to ensure they have recelved As set out in item 6.2.1(a), we have suggested adapting an existing legal definition of ‘informed consent’ with
informed consent, so quality could be ", L . ) i . .
. . ) additional safequards. This will ensure medical professionals are familiar with the concepts they are being asked
improved through training for medical ) L . . . .
. to follow, while providing clarity as to the minimum safequards required to ensure informed consent has been
professionals and peer support (rather . , . . L T
i properly obtained. However, as set out in 4.1.2(a), we do not agree with the view that existing multidisciplinary
than arole for the oversight panel).
forums are adequate.
6.2.2(qg) | The panel should only be a decision- 37 Feedback incorporated.

As set out in items 6.2.1(a), 6.3.3(a) and 6.5.1-6.5.2, the panel will only have a role in making decisions for those
people who do not have capacity to consent. Otherwise, the scheme proposes to improve the framework for
informed consent, to ensure people who have capacity to give consent have the information, time and support
needed to come to their own decisions.
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deferability and liked not having to
have made the decision themselves or
grown up different to classmates.

6.2.2(h) | People should be able to make choices | 37 Feedback incorporated.
for th | if th o . . . -
or‘F emseives eyen I U CCLE As set out in items 6.2.1(a), 6.3.3(a) and 6.5.1-6.5.2, the panel will only have a role in making decisions for those
choices. The legislative scheme should . ) .
) . ) people who do not have capacity to consent. Otherwise, the scheme proposes to improve the framework for
focus on ensuring decision-making . . . . . .
) . informed consent, to ensure people who have capacity to give consent have the information, time and support
environments are not coercive. . .
needed to come to their own decisions.
6.3 THE PRINCIPLE OF DEFERABILITY
6.3.1 Views among people with variations of sex characteristics
6.3.1(a) | Decisions should be informed by three | 38 Feedback incorporated.
g:wlgcrliplri[s‘;o”gzz::nze’ A LEEIE) As set out in item 6.3.3(a), we have strengthened the decision-making framework which must be followed by the
9 ' oversight panel. The framework now uses the grounding principle that “individuals have a significant and
profoundly personal interest in deciding what happens to their own bodies”. This composite phrase embodies the
principles of bodily integrity, self-determination and physical autonomy. As set out in item 6.2.1(a), we have also
strengthened the provisions around informed consent, to ensure that people who have the capacity to provide
personal consent are offered the opportunity to do so in a fully informed way. These changes help ensure a
person has the right to be, belong and become.
6.3.1(b) | Some participants with CAH opposed 38 Feedback considered and incorporated in part.

We acknowledge that for some people with innate variations of sex characteristics they may ultimately agree with
the decisions made for them as infants and would make decisions today based on social or psychosocial benefits
they regard as important for themselves. However, our consultation revealed that this was not the universal
experience for all people with innate variations of sex characteristics.

As set out in item 6.3.3(a), we have strengthened the decision-making framework which must be followed by the
oversight panel to centre the voice of the person who is receiving the treatment. The framework allows the
oversight panel to consider the views of the person receiving the treatment, even if they do not have legal
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capacity to make the decision for themselves. That means a child may be able to provide their own views as their
capacity evolves. This may persuade the oversight panel to consider earlier treatment for some children than it
would for others.

Further, while we have also placed limitations on the ability of the oversight panel to rely on speculative or
general evidence of psychosocial and social benefits, we have recognised that one of the exceptions to this rule
should be where that evidence of those benefits comes directly from the protected person themselves.

6.3.1(c)

Early surgery on people with CAH
allows surgery to grow with the body.

38

Feedback considered and incorporated in part.

We acknowledge that some people with innate variations of sex characteristics may ultimately prefer earlier
surgery on their bodies and would make decisions today based on benefits they regard as important for
themselves. However, our consultation revealed that this was not the universal experience for all people with
innate variations of sex characteristics.

For information on how we have struck the balance between divergent views among people with innate variations
of sex characteristics, see items 6.3.1(b) and 6.3.3(a).

6.3.1(d)

Early surgery can avoid stigmatising
experiences with doctors.

38

Feedback considered and incorporated in part.

We acknowledge that some people with innate variations of sex characteristics may ultimately prefer earlier
surgery on their bodies and would make decisions today based on benefits they regard as important for
themselves. However, our consultation revealed that this was not the universal experience for all people with
innate variations of sex characteristics.

For information on how we have struck the balance between divergent views among people with innate variations
of sex characteristics, see items 6.3.1(b) and 6.3.3(a). The oversight body will be able to consider the risks and
benefits of the medical treatment and any alternatives (including the option of doing nothing). However, evidence
of psychosocial benefits will need to meet certain requirements to be taken into account.
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6.3.1(e) | Some people who required multiple 38 Feedback considered and incorporated in part.
i ishth Idh Il L " _ . .
s:rr?srr::;:v; oaeeg;c;u CRRRCHIEE We acknowledge that some people with innate variations of sex characteristics may ultimately prefer earlier
P ’ surgery on their bodies and would make decisions today based on benefits they regard as important for
themselves. However, our consultation revealed that this was not the universal experience for all people with
innate variations of sex characteristics.
For information on how we have struck the balance between divergent views among people with innate variations
of sex characteristics, see items 6.3.1(b) and 6.3.3(a). The oversight body will be able to consider the risks and
benefits of the medical treatment and any alternatives (including the option of doing nothing).
6.3.1(f) When a person undertakes surgery, 39 Feedback incorporated.
ensure that person is fully |nformed As set out in item 4.1.2(b), we have included a broad list of matters which can be included in an individual care plan
about the procedure and has suitable . .. - . .
to ensure care plans can include provisions on post-treatment support and the provision of information to the
post-treatment support.
protected person.
6.3.1(g) | Consider that consequences of 39 Feedback incorporated.
trgatment §uch as |nfert||‘|ty may be As set out in item 6.3.3(a), we have strengthened the decision-making framework which must be followed by the
weighted differently by different ) ) L - s
cople oversight panel. The framework now uses the grounding principle that “individuals have a significant and
people. profoundly personal interest in deciding what happens to their own bodies”. This composite phrase embodies the
principles of bodily integrity, self-determination and physical autonomy, and recognises that the interest of an
individual is “profoundly personal”. This centres the individual in every decision, including when they do not yet
have capacity to make their own decisions.
6.3.2 Views among parents
6.3.2(a) | Some parents who have opted for 39 Feedback incorporated.
deferring treatment often second
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guess their decision or are subject to
pressure from medical professionals.

This scheme will require the oversight body to oversee any medical treatment modifying the sex characteristics of
a protected person in circumstances where they cannot provide personal consent. This means that parents can
take comfort in a specialist panel whose role will be to consider what is in the best interests of their child.

The scheme also ensures that parents can provide their views on any decision being considered by the oversight
panel in respect of their children and requires the oversight panel to take their views into account. The scheme
also includes several other rights and protections for parents, as set out in item 4.1.1(a).

surgeries they have consented to on
behalf of their child.

6.3.2(b) | Some parents feel they would not 40 Feedback incorporated.
make the §ame deqsmns had they had This scheme will require the oversight body to oversee any medical treatment modifying the sex characteristics of
access to information. L ) .
a protected person in circumstances where they cannot provide personal consent. This means that parents can
take comfort in a specialist panel whose role will be to consider what is in the best interests of their child.
The scheme also ensures that parents can provide their views on any decision being considered by the oversight
panel in respect of their children and requires the oversight panel to take their views into account. The scheme
also includes several other rights and protections for parents, as set out in item 4.1.1(a).
6.3.2(c) | Some parents are comfortable with 40 Feedback noted.

We acknowledge that some parents are comfortable with the surgeries they have consented to on behalf of their
children, and similarly some people with innate variations of sex characteristics are also comfortable with the
decisions made for them by their parents.?*? Unfortunately, that was not the universal experience of all our
consultation participants.23?

This scheme will require the oversight body to oversee any medical treatment modifying the sex characteristics of
a protected person in circumstances where they cannot provide personal consent. However, the scheme also
ensures that parents can provide their views on any decision being considered by the oversight panel in respect of

232 Listening report, pp. 38-40.

233 Listening report, pp. 35-40, 49-50.
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their children and requires the oversight panel to take their views into account. The scheme includes several
other rights and protections for parents, as set out in item 4.1.1(a).

Ultimately, the weight given to the views of parents in an individual matter will depend on the circumstances of
the case, and the oversight panel must consider the outcome by reference to what is in the best interests of the
child.

universal deferability’.

6.3.2(d) | Some parents oppose deferability 40 Feedback noted.
hil less likel s _— _ . .
because young chi d.ren are e;s e y We acknowledge that some people with innate variations of sex characteristics may ultimately prefer earlier
to remember surgeries or realise their ; ) . ) .
e , surgery on their bodies and would make decisions today based on benefits they regard as important for
body is ‘different’. . . . . .
themselves. However, our consultation revealed that this was not the universal experience for all people with
innate variations of sex characteristics.
As set outin item 6.3.3(a), the oversight body will be able to consider the risks and benefits of the medical
treatment and any alternatives (including the option of doing nothing). However, evidence of psychosocial
benefits will need to meet certain requirements to be taken into account. Those requirements are that the
evidence either comes directly from the protected person themselves, or has substantial probative value.
6.3.3 Views among clinicians and health professionals
6.3.3(a) | Concerns about the ‘assumption of 40 Feedback incorporated.

The oversight panel will be responsible for determining if medical treatment which modifies a protected person’s
sex characteristics will be allowed in circumstances where:

e the emergency medical treatment exception does not apply (for example, because the procedure may
be desirable but is not urgent); and

e the protected person does not have capacity to consent to the treatment themselves (for example,
because they are too young to do so).

The oversight panel will be allowed to make decisions authorising such treatment either by:
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e registering an individual care plan which includes the treatment (and which may include any conditions
or limitations on the scope of that treatment); or

e making class exemption orders for particular types of treatment (and which may include any conditions
or limitations on the scope of that exemption).

A class exemption order means that, subject to any conditions or limitations imposed in the order, the treatment
does not require individual approval from the oversight body and the ordinary medical decision-maker (usually
the parent) can provide informed consent to the treatment within the boundaries of what is permitted by the class
exemption order.

The fundamental question is how the oversight body should decide whether or not to permit medical treatment
modifying the sex characteristics of a protected person, in circumstances where that treatment is necessary, but
the person does not have capacity to provide consent to the treatment themselves. Our consultation participants
differed in their views as to what factors should be considered in determining whether treatment is necessary, or
should be deferred until a person could decide for themselves later.234

No international jurisdiction which has considered this issue has approached the test in the same way:

e Iceland places a prohibition on undertaking permanent medical changes to the sex characteristics of a
child under 16 years with atypical sex characteristics unless the child is able to express their own will or
the treatment is for ‘health reasons’ (following a detailed assessment of the need for and consequences
of such treatment). Social, psychosocial and appearance-related reasons are expressly excluded from
the scope of a ‘health reason’.23>

e Malta prohibits surgical interventions on a person under 16 unless they can provide personal informed
consent or in ‘exceptional circumstances’ (where an interdisciplinary panel and the parents/quardians
can consent to the treatment). However, this decision cannot be driven by ‘social factors’.23¢

24 Listening report, pp. 37-43.

235 Acton Gender Autonomy No 80/2019 as amended by Act No 159/2019, No 152/2020 and No 154/2020, art 11a. See Appendix C of our Background Paper.

236 Gender Identity, Gender Expression and Sex Characteristics Act 2015, art 14. See Appendix C of our Background Paper.

Victorian Intersex Oversight Panel Proposal: Final report and recommendations

EQUALITYAUSTRALIA.ORG.AU

PAGE 125




e Germany prohibits interventions aimed at altering an intersex child’s physical appearance with the
intention of making them appear more ‘male’ or ‘female’ unless the interventions are ‘vital and not
deferrable’, or are approved by a family court and are not solely aimed at aligning the child’s physical
appearance to male or female sex characteristics.?3’

e Portugal prohibits surgical and pharmacological procedures that ‘imply’ changes in the body and
characteristics of a minor intersex person until the moment their ‘gender identity is manifested’ or if
there is a proven risk to health.238

The draft proposal’s principle of deferability and ‘harm to health’ test were broadly inspired by these international
approaches, but none of the international approaches are legally sound in the Australian context. This is because:
(1) we have a federalist system which requires considering the powers existing at both the Commonwealth and
state level, (2) our legal system generally provides public authorities with more clarity over how they must
exercise their powers (including listing mandatory or relevant considerations they must or must not consider), (3)
our separation of powers tradition means the relationship between an administrative decision-maker and a court
has to be more clearly delineated and certain functions are customarily exercised by either an administrative
decision-maker or court within our constitutional framework, and (4) the international prohibitions above are
broader in some respects and narrower in others, meaning that any Victorian prohibition and its exceptions must
be carefully read together to ensure all necessary treatment is not denied or delayed to a protected person.

For this reason, we have suggested a unique legal test that amalgamates key principles raised in our consultation
and translates them into a proposal that is legally sound in the Victorian legal context. Those principles include:

e That modifying a person’s sex characteristics without their personal consent is an affront to the bodily
integrity, physical autonomy and self-determination of the person. Accordingly, the significant and
profoundly personal interest that an individual has in deciding what happens to their own body is - and

27 aw No. 19/24686, see summary prepared by Oll Europe: https://oiieurope.org/wp-content/uploads/2021/03/press-release_German-Ban_igm_30-03-2021.pdf. See Appendix C of our Background Paper.

238 Law No. 38/2018. See Appendix C of our Background Paper.
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must be - the fundamental starting point.?*® We have suggested adopting this concept of a “person’s
significant and profoundly personal interest in deciding what happens to their own body” throughout the
scheme, as a grounding concept for all decisions.

e  That deferring medical treatment is not an end in and of itself.?4° It is done for a purpose: to maximise
the opportunity for a person to realise their own capacity to decide what happens to their own body in
the future. That means that, in some cases, allowing treatments which preserve options for the future
(such as preserving fertility) can facilitate a person’s future capacity to make decisions for themselves,
and thereby promote their right to bodily integrity, physical autonomy and self-determination over the
life course. The legal test needs to allow that balancing of considerations to occur, and so, we agree that
a ‘universal assumption of deferability’ alone is not the correct approach.

e That allowing medical treatment to modify a person’s sex characteristics without their personal consent
must only be done for the most compelling of reasons, particularly where there is doubt or where the
treatment can wait until the person can decide for themselves. It was here that consultation participants
particularly diverged, with a wide range of reasons (including psychosocial and even economic reasons)
sometimes being provided to justify earlier treatment.?# However, most consultation participants with
variations of sex characteristics, and some parents, were adamant that the reasons for earlier treatment
had to be carefully circumscribed.?*> We agree with the latter view. If the reasons for justifying earlier
treatment can be too loosely put or considered, you risk swallowing up the fundamental objective of the
scheme, which is to promote the right of an individual to decide what happens to their own body.

e That different people with innate variations of sex characteristics will have different views on how to
balance competing considerations. Accordingly, the test must always centre the voice of the person
receiving the treatment to maximum extent possible, and allow the oversight body to make a decision

239 See for example the views expressed in the Listening report, pp. 37-39, 42.
240 See for example the views expressed in the Listening report, pp. 41,42.
241 See for example the views expressed in the Listening report, pp. 42-43.

242 See for example the views expressed in the Listening report, pp. 37-40, 42.
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that affirms what the person wants even if the person does not have legal capacity to make that decision
themselves.

That because these decisions are profoundly personal and different people with innate variations of sex
characteristics will have different views, we must quard against a test that allows mere speculation or
assumptions to be made as to what the person might eventually want if it is possible to wait until they
can express their own views.

That international human rights law, and particularly the principles of supported decision-making,
requires a different approach between children, and adults with disability.?4® The test should conform to
the requirements of the Convention on the Rights of the Child and Convention on the Rights of Persons
with Disabilities. For children, that means the best interests of the child as the paramount consideration,
although acknowledging that past determinations of best interests has been heavily criticised.?*4 For
adults, that means listening to the will and preferences of the person, or ascertaining what their will and
preferences would be if they could fully express them, and only overriding their wishes if it is necessary
to prevent serious harm.?4°

Taking those principles into account, we have suggested the following decision-making framework should apply:

That the oversight body only have power to make decisions in respect of protected persons that do not
have capacity to provide personal consent to the proposed medical treatment modifying their sex
characteristics. This means that the oversight body does not have the power to second-guess or
override the decision of a person who has capacity to provide personal consent.

That, when making decisions, the oversight body must follow the principles of natural justice and take
into account the views of relevant persons as follows:

243 Listening report, p. 43.
24 Listening report, pp. 27-28, 32, 43.

245 Listening report, p. 43. See also s 9 of the Guardianship and Administration Act 2019 (Vic).

Victorian Intersex Oversight Panel Proposal: Final report and recommendations

EQUALITYAUSTRALIA.ORG.AU

PAGE 128




o  when considering individual care plans: the oversight body must take into account the views of
the protected person, and if the protected person is under 18 years of age, also their parents;
and

o  when considering class exemption orders: the oversight body must follow a public consultation
process and consult also with the Minister for Health and Minister for Equality.

That, when making decisions, the oversight body “must have regard to the risks and benefits of the
medical treatment and any alternatives (including the option of doing nothing)”. This means taking into
account the following factors:

o thesignificant and profoundly personal interest of a person in being able to decide what
happens to their own body, and the extent to which that interest may be realised through:

=  the option of deferring medical treatment that modifies the protected person’s sex
characteristics to preserve any expected ability of the protected person to provide
personal consent in future; or

= the option of allowing medical treatment that preserves options for the protected
person in the future;

o thelikely benefits and risks of the proposed medical treatment to the protected person’s
health;

o any likely adverse consequences to the protected person’s health of the proposed medical
treatment not being provided; and

o any alternatives to the medical treatment being proposed, and the likely benefits and risks of
those alternatives.

That, when making decisions, the oversight body must not presume that a person with innate variations
of sex characteristics would experience any social or psychosocial benefits from having their sex
characteristics function or appear in a manner which conforms with norms for persons without that
variation except where there is: (1) specific evidence that has substantial probative value, or (2) in
individual cases, the evidence comes directly from the protected person.

That, when making decisions, the oversight body must comply with the law, including having regard to
relevant human rights contained in the Charter and the objects and purposes of this scheme.

That ultimately, when making decisions regarding individuals:
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o ifthe protected person is aged under 18: the oversight body must be satisfied that the protected
person’s “best interests are better served by the medical treatment proceeding without their
personal consent over deferring the treatment to realise that person’s significant and profoundly
personal interest in deciding what happens to their own body”; or

o ifthe protected person is aged 18 year or over: that the oversight body must be satisfied that the
medical treatment modifying a protected person’s sex characteristics is “consistent with their
will and preferences, or to the extent that those will and preferences cannot be fully expressed, is
consistent with the best ascertainment of what the protected person’s will and preferences would
likely be.” (However, consistent with section 9 of the Guardianship and Administration Act this
may include a proviso protecting against serious harm.)

e That ultimately, when making decisions regarding class exemption orders, that “the best interests of any
protected person who meets the conditions specified in the class exemption order would be better served by
the medical treatment proceeding (with the consent of a medical-decision maker and on any conditions
specified by the oversight body) over deferring the treatment to realise a person’s significant and
profoundly personal interest in deciding what happens to their own body.”

stemming from surgeries not being
provided earlier in life.

6.3.3(b) | Concern that there is a high potential 40 Feedback considered and incorporated in part.
fgr S|m|lar O.r hlgher rat(?s e . , As set out in item 4.1.2(b), we have included a broad list of matters which can be included in an individual care plan
dissatisfaction with the ‘experimental o L ) . .
deferral aporoach to ensure that the individual care plan may be periodically reviewed. This ensures reviews and amendments of
PP ' the individual care plan can occur where a revised assessment of risks and benefits weighs against the further
deferral of treatment.
6.3.3(c) | Consider later regret, anger or distress | 41 Feedback considered and incorporated in part.

This feedback wrongly assumes that a child will be silent throughout the entire process of the registering and
reviewing their individual care plan.

As set out in item 6.3.3(a), we have strengthened the decision-making framework which must be followed by the
oversight panel to centre the voice of the person who is receiving the treatment. The framework allows the
oversight panel to consider the views of the person receiving the treatment, even if they do not have legal
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capacity to make the decision for themselves. That means a child may be able to provide their own views as their
capacity evolves. This may persuade the oversight panel to consider earlier treatment for some children than it
would for others.

Further, while we have also placed limitations on the ability of the oversight panel to rely on speculative or
general evidence of psychosocial and social benefits, we have recognised that one of the exceptions to this rule
should be where that evidence of those benefits comes directly from the protected person themselves.

6.3.3(d)

Evidence suggests adults are pleased
with procedures done in infancy.

14

Feedback considered and incorporated in part.

As set out in item 6.3.3(a), we have strengthened the decision-making framework which must be followed by the
oversight panel. The oversight body will be able to consider the risks and benefits of the medical treatment and
any alternatives (including the option of doing nothing). However, evidence of psychosocial benefits will need to
meet certain requirements to be taken into account. Those requirements are that the evidence either comes
directly from the protected person themselves, or has substantial probative value specific to the protected
person. The panel will therefore be able to scrutinise any specific evidence of substantial probative value that
suggests adults in the position of the protected person are pleased with procedures done in infancy.

6.3.3(e)

Deferability would cause harm for
women with CAH.

14

Feedback considered and incorporated in part.

As set out in item 6.3.3(a), we have strengthened the decision-making framework which must be followed by the
oversight panel. The oversight body will be able to consider the risks and benefits of the medical treatment and
any alternatives (including the option of doing nothing). However, evidence of psychosocial benefits will need to
meet certain requirements to be taken into account. Those requirements are that the evidence either comes
directly from the protected person themselves, or has substantial probative value specific to the protected
person. The panel will therefore be able to scrutinise any specific evidence of substantial probative value that
deferability would cause harm for women with CAH if it is evidence of a psychosocial benefit.

6.3.3(f)

Deferability would cause harm for
people with hypospadias.

14

Feedback considered and incorporated in part.
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As set out in item 6.3.3(a), we have strengthened the decision-making framework which must be followed by the
oversight panel. The oversight body will be able to consider the risks and benefits of the medical treatment and
any alternatives (including the option of doing nothing). However, evidence of psychosocial benefits will need to
meet certain requirements to be taken into account. Those requirements are that the evidence either comes
directly from the protected person themselves, or has substantial probative value specific to the protected
person. The panel will therefore be able to scrutinise any specific evidence of substantial probative value that
deferability would cause harm for people with hypospadias if it is evidence of a psychosocial benefit.

presumption of deferability would be
hard to rebut, potentially leaving
people without treatment that would
be in their best interests.

6.3.3(g) | Early surgery can improve fertility in 41 Feedback considered and incorporated in part.

USRS Ve e el (=SS, As set out in item 6.3.3(a), we have strengthened the decision-making framework which must be followed by the
oversight panel. The oversight body will be able to consider the risks and benefits of the medical treatment and
any alternatives (including the option of doing nothing). This includes the option of allowing medical treatment
that preserves options for the protected person in the future.

6.3.3(h) | Lack of evidence means the 41 Feedback considered and incorporated in part.

We have provided the oversight body with its own powers to obtain evidence or opinions from specialists to help
reduce any evidentiary gaps. The oversight body can also include provisions in an individual care plan allowing
the plan to be reviewed when circumstances change or after a period of time.

As set out in item 6.3.3(a), we have also strengthened the decision-making framework which must be followed by
the oversight panel. The oversight body will be able to consider the risks and benefits of the medical treatment
and any alternatives (including the option of doing nothing). This includes:

e the option of deferring medical treatment that modifies a protected person’s sex characteristics to
preserve any expected ability of the protected person to provide personal consent in future; or
o the option of allowing medical treatment that preserves options for the protected person in the future.

Ultimately, if there is no evidence to show the benefits of treatment, then there is no justification for medical
treatment modifying a person’s sex characteristics without their personal consent.
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families during the deferral period.

6.3.3(i) | Express the principle more neutrally, 141 Feedback considered and incorporated in part.
f | f ingin th fi o - ) .
oc;rdee);:gzi(leitby(rZE;Z?:r?al: tr;ﬁ:; |t)s As set out in item 6.3.3(a), we have strengthened the decision-making framework which must be followed by the
Y P 9 oversight panel. The oversight body will be able to consider the risks and benefits of the medical treatment and
any alternatives (including the option of doing nothing). This includes:
o the option of deferring medical treatment that modifies a protected person’s sex characteristics to
preserve any expected ability of the protected person to provide personal consent in future; or
e the option of allowing medical treatment that preserves options for the protected person in the future.
6.3.3(j) Deferral is already common practice 41 Feedback noted.
for severa! condlfclf)r.ws including If that is the case, then there is no requirement to apply to the panel. The proposal only requires applications to
androgen insensitivity, 5-alpha ) . , S .
. the panel when proposed medical treatment modifies a protected person’s sex characteristics in ways which are
reductase deficiency and 17 beta HSD. - . .
permanent or difficult-to-reverse, and they do not have capacity to provide personal consent.
6.3.3(k) | Consider potential harm to mental 41 Feedback incorporated.
health during deferral period. As set out in item 4.1.2(b), we have included a broad list of matters which can be included in an individual care plan
to ensure care plans can include provisions for peer support and psychological support.
6.3.3(1) | Provide psychological support to 42 Feedback incorporated.

As set out in item 4.1.2(b), we have included a broad list of matters which can be included in an individual care plan
to ensure care plans can include provisions for peer support and psychological support. The oversight body can
also make referrals to peer support and counselling for any affected person that comes before it.
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6.4

THE ‘HARM TO HEALTH’ TEST AND PRINCIPLE OF NON-DISCRIMINATION

6.4.1

Consider an approach strictly ruling
out some procedures, for example
cosmetic treatments.

42

Feedback considered and incorporated in part.

As set out in item 2.4.5, there are difficulties in defining a prohibition (and its exceptions) to ensure it is
sufficiently certain, considers the individual circumstances of each person (including circumstances which are
difficult to predict or know in advance), and does not delay or deny treatment to a person which is necessary or
wanted by the person. There is also a distinction between treatment carried out for a purely cosmetic purpose,
and treatment which is not cosmetic but may have some relevant cosmetic considerations.

An example we were provided in the consultation was in relation to treatment connected to bladder exstrophy,
which is undertaken for health reasons (to achieve continence and maintain kidney function) but may require
some aesthetic considerations to be taken into account in deciding on the preferred approach to treatment.?4¢

We think the better approach is to put in place a series of broader principles, a good process that allows the
scrutiny and testing of evidence and claims, and a legal test which allows decision-makers to consider each case
on its merits so decisions can be tailored to the needs of the particular person.

For that reason, we think the amended decision-making approach (discussed in item 6.3.3(a)) achieves this
objective in a legally defensible way that protects the rights of the individual but minimises the risk of unintended
consequences. Itincludes a restriction on the oversight panel relying on cosmetic rationales for treatment, but
allows evidence of social or psychosocial benefits if the protected person provides that evidence themselves or
the evidence has substantial probative value is specific to the protected person.

6.4.2

Concern that the ‘harm to health’ test
may be too broad and allow social and

42

Feedback considered and incorporated in part.

As set out in item 6.3.3(a), we have strengthened the decision-making framework which must be followed by the
oversight panel. The oversight body will be able to consider the risks and benefits of the medical treatment and

24 Listening report, p. 42.
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psychological considerations under
mental health.

any alternatives (including the option of doing nothing). However, evidence of social and psychosocial benefits
will need to meet certain requirements to be taken into account. Those requirements are that the evidence either
comes directly from the protected person themselves, or has substantial probative value specific to the protected
person.

both physical and psychological health.

6.4.3 Concern that the ‘harm to health’ test 42 Feedback incorporated.
f - - ) .
may .be t°°, LTI . As set out in item 6.3.3(a), we also strengthened the decision-making framework which must be followed by the
considerations (such as future fertility) ) . . . . . .
) oversight panel. The oversight body will be able to consider the risks and benefits of the medical treatment and
should be taken into account. . . . . . . -
any alternatives (including the option of doing nothing). This includes:
o the option of deferring medical treatment that modifies a protected person’s sex characteristics to
preserve any expected ability of the protected person to provide personal consent in future; or
e the option of allowing medical treatment that preserves options for the protected person in the future.
6.4.4 Cosmetic factors should not be entirely | 42 Feedback incorporated.
excluded given aesthetic .
See item 6.4.1.
considerations may be linked to other eettem
procedures.
6.4.5 The notion of health should involve 42 Feedback considered and incorporated in part.

As set out in item 6.3.3(a), we have strengthened the decision-making framework which must be followed by the
oversight panel. The oversight body will be able to consider the risks and benefits of the medical treatment and
any alternatives (including the option of doing nothing). This includes all aspects of health. However, evidence of
social and psychosocial benefits will need to meet certain requirements to be taken into account. Those
requirements are that the evidence either comes directly from the protected person themselves, or has
substantial probative value specific to the protected person.
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6.4.6

Stigma and discrimination should be
considered by the panel in determining
whether treatment should proceed.

16

Feedback considered and incorporated in part.

As set out in item 6.3.3(a), we have strengthened the decision-making framework which must be followed by the
oversight panel. The oversight body will be able to consider the risks and benefits of the medical treatment and
any alternatives (including the option of doing nothing). This includes all aspects of health. However, evidence of
social and psychosocial benefits will need to meet certain requirements to be taken into account. Those
requirements are that the evidence either comes directly from the protected person themselves, or has
substantial probative value specific to the protected person. This recognises that stigma and discrimination
cannot be used as a reason to justify modifying a person’s body, particularly when other support may address that
unfair burden that will continue to be carried by individuals until society collectively takes responsibility and
addresses attitudes which impose these burdens on people.

If a person themselves wants changes made to their body for a social or psychosocial reason, the oversight body
will have the ability to listen to the specific needs and wants of the person, consider with them the alternatives
available, and provide them with the option of information, support or additional time as part of their individual
care plan. Through the panel process, that person will have the opportunity to explore medical and non-medical
alternatives that may address the underlying burden they are experiencing as a result of stigma and
discrimination.

6.4.7

Some parents were comfortable with
‘cosmetic’ procedures such as clitoral
reduction and vaginoplasty for their
children, emphasising intermingling of
physical, psychosocial and
socioeconomic rationales.

43

Feedback noted.

This scheme will require the oversight body to oversee any medical treatment modifying the sex characteristics of
a protected person in circumstances where they cannot provide personal consent.

As set out in item 6.3.3(a), we have strengthened the decision-making framework which must be followed by the
oversight panel. The oversight body will be able to consider the risks and benefits of the medical treatment and
any alternatives (including the option of doing nothing).

Evidence of social and psychosocial benefits will need to meet certain requirements to be taken into account.
Those requirements are that the evidence either comes directly from the protected person themselves, or has
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substantial probative value. Ultimately, the oversight body must give proper weight to the principle that every
individual has a significant and profoundly personal interest in deciding what happens to their own body.

6.5

SUPPORTED DECISION-MAKING PRINCIPLES

6.5.1

The scheme should be framed in
accordance with supported decision-
making principles.

43

Feedback incorporated.

Supported decision-making means assisting, or supporting, someone to make a decision for themselves.

We have incorporated supported decision-making principles by:

Ensuring that the oversight body does not make decisions for people who otherwise have the capacity
to make their own decision and clarified that the capacity to provide informed consent must be
assessed in light of whether the person would be able to understand, remember, use and weigh the
relevant information, or communicate a decision, with reasonable support. We have defined ‘reasonable
support’ to include (a) the conveying of the information by another person or in another manner; (b) the
provision of additional time; (c) the provision of additional assistance or support, including by another
person; or (d) the provision of aids (including palliative or therapeutic devices) or other mechanisms,
and in a manner which is reasonable, and which would enable the protected person to understand,
remember and use or weigh relevant information, or communicate the relevant decision or information.
Ensuring that the oversight body applies the ‘wills and preferences’test when it makes decisions for
adults who do not have capacity to give informed consent. Rather than considering what it thinks is
best for the person, this test requires the oversight body to consider what the person would want for
themselves, or the best ascertainment of what the person would want for themselves if they could fully
express their views, unless overriding those wishes is necessary to prevent serious harm to the person.

Given the requirements for supported decision-making require an individual assessment of a person’s will and
preferences, we cannot see that class exemption orders are likely to be made in respect of classes of treatment
where the person requires an individual assessment of their will and preferences.

Victorian Intersex Oversight Panel Proposal: Final report and recommendations

EQUALITYAUSTRALIA.ORG.AU

PAGE 137




birth.

6.5.2 Consider international human rights 43 Feedback incorporated.
I iff i h o . . . .
aw di eren.ces In approach to Fonsent As set out in item 6.3.3(a), we have amended the decision-making framework to conform with the different
between children and adults with a . . . ) ) . . .
disability approach in international human rights law applicable to children under the Convention on Rights of the Child and
’ adults with disability under the Convention on the Rights of Persons with Disabilities. For children, that means
the best interests of the child as the paramount consideration, although acknowledging that past determinations
of best interests has been heavily criticised,?*” and ensuring children are given a say in decisions affecting them
as their capacity develops.?#® For adults, that includes listening to the will and preferences of the person, or
ascertaining what their will and preferences would be if they could fully express them.24°
7 OVERSIGHT BODY - INDIVIDUAL CARE PLANS AND CLASS EXEMPTION ORDERS
7.1 SCOPE OF INDIVIDUAL CARE PLANS
AR Require individual care plans from 44 Feedback considered but not incorporated.

While it will be possible for an interested person to seek an individual care plan from the birth of a child, there is
no requirement to do so. In most cases, we expect an individual care plan will be sought where medical treatment
is proposed which would modify the sex characteristics of a protected person without their personal consent. As
set out in item 6.2.1(a), the role of the oversight body is not to reqgulate every instance of care given to people with
innate variations of sex characteristics.

247 | jstening report, pp. 27-28, 32, 43.

248 Convention on Rights of the Child, arts 3(1) and 12.

24% Convention on the Rights of Persons with Disabilities, art 12(2)-(4). See also Australian Law Reform Commission (2014) Equality, Capacity and Disability in Commonwealth Laws, recommendation 3.3.
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through the process but does not
advocate their own views.

7.1.2 Ensure individual care plans include 44 Feedback incorporated.
f f o ) . . . . S
Il Gl G I As set out in item 4.1.2(b), we have included a broad list of matters which can be included in an individual care plan
treatment. . . . L
to ensure care plans can be patient-centred and individualised. However, we have not been prescriptive so that
an individual care plan can be tailored to the needs of the individual.
71.3 Ensure appropriate counselling or 44 Feedback incorporated.
hological i ilti ) . .
psyF ‘0 ogica Asupport Bl We have suggested that the oversight panel be able to provide a referral to peer support and counselling to any
decision-making. o o - - o
affected person, whenever it is reviewing an application for registering an individual care plan.
7.1.4 Ensure longevity and regular review of | 44 Feedback incorporated.
individual care plans. Among the matters which can be included in an individual care plan, we have specified “the term of the individual
care plan and/or the time or circumstances in which the plan ceases to have effect or must be reviewed by the
oversight body.”
7.1.5 Concern that the inclusion of mental 44 Feedback considered and amendments made where appropriate.
health suppo‘rts inindividual care plans We have included a greater emphasis on peer support and psychological support through the scheme, whether a
would result in unequal access to X . . . .
protected person’s medical treatment is overseen by the oversight body or the person has the capacity to make
mental health support for those who their own decisions
do not have to go through the panel ’
process (ie, those with capacity to
consent).
7.2 SUPPORT WORKERS
7.2.1 Ensure support worker helps people 45 Feedback incorporated.

We have opted to replace the concept of a support worker employed by the oversight body with granting a power
to the oversight body to appoint an independent advocate on behalf of the protected person. This allows the

Victorian Intersex Oversight Panel Proposal: Final report and recommendations

EQUALITYAUSTRALIA.ORG.AU

PAGE 139




independent advocate to put forward views in support of the protected person without those views being seen to
have come from the same oversight body that will ultimately decide the matter; thus protecting the impartiality of
the oversight body and guarding against the risk of apprehended or actual bias. The oversight body will still be
able to employ a secretariat to provide neutral assistance to people interacting with the oversight body without
risking the oversight body being seen as lacking in impartiality.

be made on the papers where
appropriate.

7.2.2 Employ support workers through a 45 Feedback incorporated.
iff li . o . .

CAICENE TR0l As set out in item 7.2.2, we have opted to replace support workers employed by the oversight body with
independent advocates appointed by the oversight body. This allows the oversight body to act (and be seen to be
acting) impartially.

7.2.3 Ensure there is a counselling model 45 Feedback incorporated.
f f h . ) . .

SELCCI I OIS We have suggested that the oversight panel be able to provide a referral to peer support and counselling to any
affected person, whenever it is reviewing an application for registering an individual care plan.

7.3 CONSIDERATION BY THE PANEL
7.3.1 Evidence gathering powers
7.3.1(a) | Ensure panel has power to appoint 45 Feedback incorporated.

S?;T\]/‘i?g:?nijee'g‘eanzzrwir;(ili(:j(}elsz)eto We have strengthened the ability of the oversight panel to seek evidence, including through the appointment of

P P ' an independent expert to provide recommendations on matters sought by the oversight panel. This can include
clinical experts or people with lived experience.

7.3.1(b) | Ensure flexibility so that decisions can | 45 Feedback incorporated.
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We have suggested that the oversight body be given a power to convene a private meeting with all affected
parties to seek and obtain their views on the application and draft individual care plan. However, subject to the
requirement to comply with the rules of natural justice, there is no requirement for a private hearing to be held.

7.3.1(c) Ensure people are not forced to speak 45 Feedback considered and already incorporated.
by the panel. The oversight panel must afford affected persons the opportunity to express their views but there is no obligation
on them to take up that opportunity.
7.3.2 Independent advocate
7.3.2(a) | Consider including provision for an 45 Feedback incorporated.
independent advocate for the child. We have amended the proposal to include the ability for the oversight body to appoint an independent advocate.
7.3.3 Legal representatives
7.3.3(a) | Only permit lawyers to appear with 45 Feedback incorporated.
leave of the panel. We have amended the proposal to include this suggestion.
7.3.4 Time for making decisions
7.3.4(a) | Ensure panel can be convened quickly. | 46 Feedback incorporated.

We have included the option for a sub panel to be convened comprised of 3 members, and included an obligation
on the oversight body to make decisions as efficiently as possible.
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refusing to register an individual care
plan.

7.3.4(b) | Concern about workload of the panel 46 Feedback incorporated.
kl f ’ o L .

IS el (EIH RS As set out in item 4.1.2(d), we have adopted a number of safequards to minimise the potential for delays. These
include the ability of the oversight panel to make class exemption orders where appropriate, reducing the need
for individual applications and thereby the workload.

7.3.4(c) | Concern for psychological impacts of 46 Feedback incorporated.

CEEVE As set out in item 4.1.2(d), we have adopted a number of safequards to minimise the potential for delays. We have
also suggested that the oversight panel be able to provide a referral to peer support and counselling to any
affected person, whenever it is reviewing an application for registering an individual care plan.

7.4 REGISTRATION
7.4.1 Ensure more clarity around the 46 Feedback incorporated.
i i f | . ) o . .

;Eglrs(:rai:tc;: CHCIRREIBCIE 1 We have suggested that individual care plans be held on a register maintained by the oversight body and available

9 ’ for access in accordance with the Health Privacy Principles in the Health Records Act 2001 (Vic).
7.4.2 Ensure panel’s notes are retained and 46 Feedback incorporated.
ilabl individual . . . . . .
:;aiz:tvm DI CCECEl The panel must provide written reasons for its decisions, and these must be held on the register with any
g ’ registered individual care plan.
7.5 MATTERS FOR CLARIFICATION
7.5.1 Consider the effect of the panel 46 Feedback incorporated.

We have suggested amendments to clarify that a current individual care plan which has been registered by the
oversight body operates according to its terms as if it were an order of an administrative tribunal. That means it
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compels or authorises such as acts to be done, or compels or grant authority to another person to authorise such
as acts to be done, as set out in its terms.

be subject to a class exemption order.

7.5.2 Consider who is responsible for 46 Feedback considered and amendments made.
implementing an individual care plan. The individual care plan can function like an order of a tribunal. We have allowed the oversight body to determine
- by specifying in the individual care plan itself - whether the individual care plan authorises an act directly, or
whether it authorises another person to perform an act.
7.5.3 Consider liability for wrong decisions. 46 Feedback considered.
In the same way as a court or tribunal exercising medical decision-making powers, it is intended that the
oversight body be responsible for making its decisions according to law, and its decisions can be appealed.
Individual panel members are relieved from personal liability in the same way as tribunal members.
7.6 CLASS EXEMPTION ORDERS
7.6.1 Fistula repair should be subject to a 47 Feedback considered and incorporated as appropriate.
class exemption order. This is ultimately a matter for the oversight body to determine. For more information on the decision-making
framework which must be followed by the oversight panel in order to make a class exemption order, see item
6.3.3(a). The oversight body will be able to consider whether it should make a class exemption order in respect of
fistula repair, given it can consider the risks and benefits of a proposed medical treatment and any alternatives
(including the option of doing nothing).
7.6.2 Orchiopexy and chordee repair should | 47 Feedback considered and incorporated as appropriate.

This is ultimately a matter for the oversight body to determine. For more information on the decision-making
framework which must be followed by the oversight panel in order to make a class exemption order, see item
6.3.3(a). The oversight body will be able to consider whether it should make a class exemption order in respect of
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orchiopexy and chordee repair, given it can consider the risks and benefits of a proposed medical treatment and
any alternatives (including the option of doing nothing).

urinary tract infection over a long term
should be subject to a class exemption
order.

7.6.3 Certain fertility preservation 47 Feedback considered and incorporated as appropriate.
Zle:;ngasjrdztld be subject toa class This is ultimately a matter for the oversight body to determine. For more information on the decision-making
P ’ framework which must be followed by the oversight panel in order to make a class exemption order, see item
6.3.3(a). The oversight body will be able to take into account the risks and benefits of certain fertility preservation
treatments, given it can consider options of allowing medical treatment that preserves options for the protected
person in the future.
7.6.4 Gonadectomies for evidenced highrisk | 47 Feedback considered and incorporated as appropriate.
f houl j | . ) . . . . - .
ngfnnct?;; oc;::r be subject toa class This is ultimately a matter for the oversight body to determine. For more information on the decision-making
P ' framework which must be followed by the oversight panel in order to make a class exemption order, see item
6.3.3(a). The oversight body will be able to take into account evidenced high cancer risk, given it can consider the
risks and benefits of the medical treatment and any alternatives (including the option of doing nothing).
7.6.5 Treatment for evidenced repeated 47 Feedback considered and incorporated as appropriate.

This is ultimately a matter for the oversight body to determine. For more information on the decision-making
framework which must be followed by the oversight panel in order to make a class exemption order, see item
6.3.3(a). The oversight body will be able to take into account evidenced repeated urinary tract infection, given it
can consider the risks and benefits of a medical treatment and any alternatives (including the option of doing
nothing).
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MANDATORY REPORTING OBLIGATIONS

past medical procedures, including the
last 10-15 years.

8.1 OBLIGATION TO REPORT
8.1.1 The panel should be notified of any 47 Feedback considered but not incorporated.
diagnosis of a pgrspn with a variation This suggestion was not universally supported by all people with variations of sex characteristics.
of sex characteristics.
We are persuaded by the consultation participants who argued that:
e reporting should be directed to the areas of greatest risk (which is the provision of treatments without
personal consent);
e reporting of diagnoses is prone to error due to the risk of misdiagnosis; and
e reporting obligations on diagnosis may have the unintended effect of discouraging diagnosis.?°
Given reporting obligations involve the collection and disclosure of personal health information, the information
collected should be limited to that information which is strictly necessary for the oversight body to perform its
functions.
8.1.2 Reporting obligations should extend to | 47 Feedback considered but not incorporated.

The intention behind this suggestion was to give the oversight body a baseline set of data about medical
procedures performed historically, so it could monitor the effectiveness of the scheme going forward.?°!

Given the scheme imposes new obligations (including on the consistent recording and reporting of appropriate
data going forward), we do not think that imposing retrospective reporting obligations is practical, or would
provide complete and consistent data that would be meaningful.

250 | istening report, p. 47.

25| istening report, p. 47.
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Further, given reporting obligations involve the collection and disclosure of personal health information, the
reportable information should be limited to that information which is strictly necessary for the oversight body to
perform its functions.

allow the panel to contact a mental
health crisis team where appropriate.

8.1.3 Reporting should include information 47 Feedback incorporated.
on alternative treatments considered. The proposal has been amended to include this requirement.
8.2 MANAGING PERCEPTIONS OF BIAS
8.2.1 Ensure the oversight body remains a 47 Feedback incorporated.
f:cjg;msz:g body rather than a As set out in item 7.2.1, we have opted to replace support workers employed by the oversight body with
9 Y y. independent advocates appointed by the oversight body. This allows the oversight body to act (and be seen to be
acting) impartially. We have also ensured that the oversight body does not have its own powers to consider
contraventions of the prohibitions - but instead can refer them to relevant requlatory and law enforcement
bodies. We have maintained an ability for the oversight body to issue guidance on the interpretation and
operation of the scheme, including the interpretation of the prohibitions. This function will need to be exercised
cognisant of its duties to comply with the rules of natural justice and act fairly and according to the substantial
merits of the case in all matters.
9 CONFIDENTIALITY
9.1 Confidentiality requirements should 48 Feedback incorporated.

We have amended the confidentiality protections to ensure that the oversight body can lawfully disclose
information when it is urgent and necessary to save life, prevent serious damage to the person’s health, or
prevent the person from suffering or continuing to suffer significant pain or distress, and it would not be
appropriate or practicable to obtain consent from the person prior to the disclosure.
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legislation to provide clearer avenues
for redress.

9.2 Reporting should be aggregated 48 Feedback considered and incorporated in part.
((jr:ctir:ie;r‘]c:)atnopurtc))ltlzztlnqrilcadyduaI A new periodic reporting obligation has been included in the proposal in addition to an option for the oversight
P P v body to publish individual decisions without any identifying information.
10 INTERACTION WITH OTHER LAWS AND SYSTEMS
10.1 The parens patrie jurisdiction of the 48 Feedback incorporated.
Victorian Supreme Court should not be The proposal has been amended to remove this aspect of the draft proposal.
removed.
10.2 Consider interaction of the civil 48 Feedback incorporated.
grot;ittlsg :src::;)j?cla\?lljtzc?;;s:-r;akers We have suggested that the law (including any prohibitions) should take effect notwithstanding any other law
PP ) ) (including any statutory or common law principle regarding consent to medical treatment).
under the Medical Treatment Planning
and Decisions Act.
10.3 Consider interaction with powers given | 48 Feedback incorporated.
J;o fzsi:]i:::r:f;izzro;:;i;rical We have suggested that the law (including any prohibitions) should take effect notwithstanding any other law
IepFi)slation (including any statutory or common law principle regarding consent to medical treatment), including historical
E ’ legislation that remains in effect.
10.4 Amend statute of limitations 49 Feedback incorporated.

We have suggested clarifying the effect of the Limitations of Actions Act 1958 (Vic) on the date of discoverability
for actions for personal injury, by either excluding knowledge held by the parents from being imputed to their
child, allowing a child to bring an action without any time limit in respect of medical treatment modifying their sex
characteristics or allowing a reasonable time after a child becomes an adult and becomes aware that they
received medical treatment modifying their sex characteristics.
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1

FUTURE NATIONALISATION

1.1

Concern that there might be ‘border-
hopping’ without nationally consistent
laws.

49

Feedback considered and incorporated as appropriate.

As set out in item 2.4.6, we have suggested the inclusion of extraterritorial offences to discourage forum
shopping intended to evade the protections of the scheme.

While we would support a nationally consistent approach that protects people with innate variations of sex
characteristics wherever they live in Australia, we have reconsidered the ability of a Victorian law to set that
foundation. Initially we suggested provisions allowing other jurisdictions to ‘opt in’ to the Victorian oversight
body model. On further reflection however, and given that this scheme will now incorporate many references to
existing Victorian laws on medical consent, we cannot see that another jurisdiction would be able to simply adopt
this law as its own, without making significant amendments to ensure harmony with its own laws in many other
areas.

Accordingly, we suggest an easier way to ensure some national consistency is to:

e encourage each state and territory to adopt laws similar to this proposal; and
e allow each state and territory to appoint to their oversight panels people who may also be appointed to
the oversight panels of other jurisdictions.

As more states and territories adopt their own laws, it may be possible to explore other efficiencies and synergies
across various laws, such as:

e amendments to recognise individual care plans adopted in another jurisdiction;
e operational measures that allow for the appointment and training of panel members across jurisdictions;
o information sharing between the oversight bodies of different jurisdictions.

For this reason, we have suggested that the future harmonisation of laws with other jurisdictions be considered as
part of the 5-year statutory review.
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12 REDRESS
12.1 Include redress for historical practices | 49 Feedback noted.
{suggestions |nclvuded an épology, While this feedback deals with matters which are outside the scope for our engagement, we would support such
access to health information, peer . . . L .
. redress measures and encourage the Victorian Government to consult with people with innate variations of sex
support or compensation) . .
characteristics in this regard.
13 NEED FOR EDUCATION
131 Ensure greater education in health 50 Feedback noted.
fessionals, GP h | ) ) . . .
pLi)l(ieCssmna S GFS LI While this feedback deals with matters which are outside the scope for our engagement, we would support such
P ' education, and encourage the Victorian Government to consult with people with innate variations of sex
characteristics in this regard.
13.2 Ensure resources and information are 50 Feedback noted.
i ible | b ) ) . . .
el LI While this feedback deals with matters which are outside the scope for our engagement, we would support such
resources and information, and encourage the Victorian Government to consult with people with innate variations
of sex characteristics in this regard.
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