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INTRODUCTION

Women'’s Health East is the women’s health promotion
organisation for Melbourne’s eastern region. Women'’s
Health East specialises in implementing primary
prevention initiatives dedicated to advancing gender
equality, preventing violence against women, and
improving women’s sexual and reproductive health.

Manningham

We place particular emphasis on improving the health Boroondara
outcomes of marginalised and disadvantaged women.

Women'’s Health East’s vision is equality, empowerment, .

health and wellbeing for all women, with strategic Whitehorse
priorities of advancing gender equity, preventing

violence against women, and sexual and reproductive Mondsh

health. Women’s Health East works to improve women'’s
sexual and reproductive health outcomes in alignment
with our regional Strategy for Equality: Women’s Sexual
and Reproductive Health in Melbourne’s East 2020—
2025.
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Purpose of this practice asset

This document has been designed to support the work of
health workers and other professionals, particularly those
working in women'’s health or sexual and reproductive
health. The practice asset aims to support healthcare
professionals to gain an understanding of, and actively
contribute to enhancing, the sexual and reproductive
health outcomes of girls and women. The focus of this
document is primarily, but not exclusively, on Melbourne’s
eastern region.

Background

The World Health Organisation describes sexuality

as a “central aspect of being human throughout life

and encompasses sex, gender identities and roles,

sexual orientation, eroticism, pleasure, intimacy and
reproduction”.! Sexual and reproductive health and rights
are important determinants of an individual’s happiness
and wellbeing.? Yet sexual and reproductive health and
rights are still under-discussed and under-researched when
it comes to people with disabilities.?

This resource aims to address this information gap,
highlighting the voices of women with disabilities in
Melbourne’s eastern region. The purpose of this practice
asset is to connect health workers to current information
on the sexual and reproductive health needs and rights of
girls, women and gender diverse people with disabilities,
with the ultimate aim of achieving sexual and reproductive
health equity for this group.

Definitions

Disability is used to describe the “range of physical,
cognitive, sensory, psychosocial and other disabilities
people experience, including chronic illness”.*

Sexual health refers to “a state of physical, emotional,

mental and social well-being in relation to sexuality; it is not

merely the absence of disease, dysfunction or infirmity”.®

Ableism refers to attitudes that lead to harmful or
discriminatory behaviour toward people with disabilities.
Ableism is “more than just negative and prejudiced
attitudes about people with disability. It occurs when
prejudice is accompanied by the power to discriminate
against, repress or limit the rights of others”.®

World Health Organisation 2002, p. 4.

Starrs et al. 2018.

Treacy et al. 2018.

Our Watch & Women with Disabilities Victoria 2022, p. 20.
World Health Organisation 2023, p. 28.

Commonwealth of Australia 2023.

Australian Bureau of Statistics 2019.
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Statistics

In Australia, around one in five people have a disability.” In
Victoria, 18.4 per cent of people live with disabilities, 7.7
per cent of whom are under the age of 15.8 Women are
slightly more likely to live with disabilities than men.®

The exact number of people with disabilities in Australia

is likely higher than these estimates, because people with
disabilities are undercounted. Undercounting occurs for
many reasons, including people not wanting a diagnosis,
identifying with their diagnosis, or considering themselves
to have a disability.!° Societal stigma and shame associated
with disability can cause people to avoid identifying with
this term. Some people may not have access to information
about disability, and some may not be able to access
services to obtain a diagnosis because of financial and
social barriers.

Further, diagnostic and assessment tools used by medical

professionals can be culturally inappropriate and gender-

biased. This can create barriers for people with disabilities
from other marginalised communities who must navigate

multiple forms of structural oppression.

People who face multiple forms of oppression may be
more likely to live with disabilities than those in the
mainstream population. In one study, the Australian Bureau
of Statistics found that 24 per cent of Aboriginal and Torres
Strait Islander people surveyed lived with disabilities.!

An Australian study of 3,853 LGBTQIA+ people found that
33 per cent of trans women lived with disabilities, and

that 42 per cent of people who did not identify as male or
female lived with disabilities.*

8 State Government of Victoria 2023; State Government of Victoria
2022b.

9 Australian Bureau of Statistics 2019.

10 Our Watch & Women with Disabilities Victoria 2022.

11 Australian Bureau of Statistics 2021.

12 Leonard & Mann 2018.



Sexual and reproductive health and women with disabilities

About the
Margins to the
Mainstream Project

Margins to the Mainstream: Preventing violence against women with disabilities
(‘Margins to the Mainstream’) is a project led by Women'’s Health East, in
partnership with Women with Disabilities Victoria and the Together For Equality
and Respect partnership. Margins to the Mainstream commenced in March 2020
and is funded by the Australian Department of Social Services.

CONSULTATION

WITH WOMEN WITH
DISABILITIES LIVING IN
MELBOURNE’S EAST

Margins to the Mainstream aims to:

e Elevate the voices of women with disabilities and promote their leadership
and status in society.

e Challenge intersecting sexist and ableist stereotypes.

e Build the capacity of partners to prevent violence against women with
disabilities.

e Contribute to the evidence base of what works to prevent violence against
women with disabilities.®

The Margins to the Mainstream Experts Group comprises seven women with
disabilities living in Melbourne’s eastern suburbs (the Experts).!* In March 2023,
Women'’s Health East led a consultation with five of the Experts regarding their
sexual and reproductive health priorities, experiences of access to services, and
recommendations for improving health worker practice. The findings from this
consultation are addressed below.

13 Women's Health East 2023, p. 3.

14 More information on the Margins to the Mainstream project and Experts Group can be
found in the Women'’s Health East resource Asking the Experts: A guide to best practice co-
design and consultation with women with disabilities (2023).

The Experts raised five overarching themes for health professionals to consider:

MARGINS TO THE MAINSTREAM EXPERT AND WOMAN WITH DISABILITY

Avoid making
assumptions
about disabilities;
ask women with
disabilities what
they need.

Understand and

meet the specific
needs of women

with disabilities,
including invisible
disabilities, when
providing health

services.

Prioritise safety
in sexual and
reproductive health
and other health
services, and use
trauma-informed
principles.

Understand the
appointment
requirements

for women with

disabilities.

Address financial
barriers to
healthcare for
women with
disabilities.



Avoid making assumptions about disabilities; ask women with disabilities what they need.

The Experts referred to negative assumptions, judgements
and biases held and expressed by some health
professionals that they had interacted with when using

the health system in Melbourne’s eastern suburbs. Several
Experts felt they had been treated negatively due to looking
“visibly disabled”. One Expert, who uses a wheelchair, felt
that a health worker perceived her as “too difficult to deal
with” when she arrived for an appointment. She was told
she needed to rebook her appointment, and felt that this
was because of her visible disabilities. She felt she was
being overtly discriminated against and that her time and
energy had been wasted. Other women with disabilities,
including invisible disabilities, described similar experiences
of ableism in health appointments. They expressed

that this makes it harder for them to return for future
appointments.®®

One Expert recalled other negative experiences when
attending medical appointments with her adult daughter,
who has disabilities. At these appointments, health
workers will often speak directly to the Expert and ignore
her daughter altogether. Another Expert shared that
clinicians tend to assume she is non-sexual due to her
disabilities. The Experts revealed that because of these
types of ableist attitudes and practices, they are less likely
to attend necessary medical appointments and sexual

health screenings, such as cervical screening tests. These
experiences of inaccessible healthcare can therefore
contribute to poorer health outcomes for women with
disabilities.

A major theme raised throughout the consultation was

the need for health professionals to listen to women with
disabilities, and to recognise their expertise and knowledge
about their own health and bodies. The Experts had met
with doctors who focused only on their disabilities or
medical diagnosis, rather than the specific issues that they
had booked an appointment to discuss. This practice is
known as diagnostic overshadowing.®

The Experts also spoke of occasions when they or family
members with disabilities were treated well and with
respect. One Expert reported that their family member,
who lives with disabilities, had been treated with care,
kindness and patience. The family member’s health
practitioners spoke to her directly. For the Experts, this
kind of experience proved to be particularly memorable
and worthy of mention during the consultation as it was
not usually the case. The Experts reported having far
more negative and ableist experiences than positive and
accessible ones when it came to accessing healthcare.

Understand and meet the specific needs of women with disabilities,
including invisible disabilities, when providing health services.

The Experts emphasised that gender sensitivity was an
important part of having their sexual and reproductive
health needs met. They discussed the difference between
the health-related needs of women and men, including
how they differ in terms of the required approach, services,
and costs. They perceived similar services as being more
expensive for women than they were for men.

The Experts preferred to only interact with female
healthcare workers, given the sensitive nature of sexual
and reproductive health and their lived experience of
violence and trauma. One Expert affirmed, “As soon as |
see I've got a male doctor, it’s all over”. Several Experts
said that as sexual violence survivors, they would not
consider going to a psychiatric ward in a hospital, due to
the risk of sexual violence by male patients.'” This is an

15 Women with Disabilities Victoria 2021.
16 Molloy et al. 2021.

important consideration in understanding the gendered
nature of sexual and reproductive health and other areas of
healthcare.

Members of the Experts Group had lodged formal
complaints regarding their needs not being met when
accessing health services. Typically, these complaints

were not actioned by health organisations, requiring
further action to escalate complaints, which the Experts
felt was a waste of their time and energy. This experience
demonstrates that women with disabilities’ rights to make
decisions about their own bodies and health requirements
are frequently ignored.

17 This is echoed by Dr Astha Tomar, chair of the Royal Australian New Zealand College of
Psychiatrists Victorian Branch, who states that “mixed-gender units increase a woman’s risk

of gender-based violence” (Miller, 2023).
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Prioritise safety in sexual and reproductive health and other health services, and use

trauma-informed principles.

Several Experts are survivors of sexual violence. For
these individuals, sexual and reproductive health was

an especially sensitive and difficult subject to talk about.
They spoke of the need for sexual and reproductive
health services to be trauma-informed from the very first
interaction, and suggested several practices for trauma-
informed care.’®

Firstly, health professionals can show respect for women
with disabilities by ensuring they read over each woman'’s
medical file every time she accesses medical services. This
would avoid women having to retell their experiences of
violence, which can be triggering and re-traumatising.

Secondly, staff and services should provide women with
disabilities adequate time to make their own choices

and decisions regarding sexual and reproductive health
procedures. For example, one Expert and survivor of
sexual violence described feeling coerced by a doctor to
have a Pap smear during a medical appointment, despite
not feeling ready to do so. This was an extremely negative
experience for her, and she stated that she was unlikely to
return for a repeat screening.

Thirdly, doctors and other health professionals should
respect the requests made by women with disabilities to
have female-only service providers. An Expert described
her experience when she was given a male doctor for an
appointment, despite specifically requesting a female
doctor. When she raised this, the doctor told her that it was
appropriate for him to carry out the appointment because
the examination she was to have was “not internal”. This
caused her to feel dismissed and disrespected, describing
the process as being “very triggering”. The Experts provided
many examples of their right to choice and decision-making
about their healthcare not being upheld, as medical staff
ignored and dismissed their needs and explicit requests.

Lastly, an area needing improvement in some clinics is the
level of respect and consideration given to the personal
information of women with disabilities. The Experts
highlighted that attention to privacy and confidentiality

is an essential requirement for medical and sexual and
reproductive health services. The Experts spoke of having
their personal information discussed publicly in front

of strangers, especially in shared facilities in hospitals.

For example, one participant said that she was asked to
provide details about her experience of rape in front of

a group of people she didn’t know. Another Expert, who
uses a wheelchair, was asked to provide some personal
information by a worker sitting at a desk. When she

went around the side of the desk to have a more private
conversation with the worker, the worker told her to move
away from the area as she was “getting in (her) space”.

18 Trauma-informed practice is an “approach that recognises that trauma is common and that people accessing services and people delivering
services may be affected by trauma. Trauma-informed practice is an approach that is holistic, empowering, strengths-focused, collaborative
and reflective. It promotes physical, emotional, spiritual and cultural safety” (State Government of Victoria, 2022a, p. 9).



Understand the appointment
requirements for women with
disabilities.

The Experts noted that they and other women with
disabilities often require medical and sexual and
reproductive health appointments that are longer than
the standard length, but that this was not always possible
due to clinical constraints. The Experts stated that longer
appointments allow enough time to be adequately
informed about an issue and to make their own decisions
without being rushed, allowing for equity in health access
and information. This was especially true for Pap smears
or cervical screening tests. Members of the Experts Group
had asked for longer appointment times for these tests
but reported that health practitioners often displayed
annoyance or frustration at this, which was described as
off-putting. This is a systemic issue; health professionals
have significant time pressure placed on them with
limitations on the time they can spend with each patient, as
well as additional complications such as understaffing and
COVID-19 risks affecting patient experience.

The Experts noted that client forms provided by medical
clinics were not currently meeting their needs. Some
changes were suggested to both the format of the forms
and the process for filling in these forms, which would
improve the experiences of women with disabilities. The
Experts suggested that options should be provided for
patients to review or fill out paperwork before arriving
at their appointment. This would allow them to do this
in their own time and in the comfort of their own home.
It would also enable women who use screen readers or
other assistive technologies to do this more easily and
completely. This would reduce the feeling of being rushed
to complete forms when at a clinic or requiring support
workers, family members or staff to do this, reducing the
autonomy of women with disabilities.

The Experts also noted that the space allocated on forms
for providing details of medications was often inadequate,
as women with disabilities often take a number of
medications. Clinic forms do not typically provide space to
disclose disabilities or other information that women with
disabilities may feel is relevant, if they choose to do so. One
Expert referred to a new patient form that asked her to list
any diseases she experienced. As autism isn’t a disease,
she did not include this when completing the medical
form. This may then have negatively impacted her future
health experiences and outcomes, as clinicians could not
then meet any of her relevant health needs or accessibility
requirements.

These experiences — individually and in combination — can
result in women with disabilities feeling ostracised and
excluded. This can reinforce previous negative experiences
they have had in which health services have not adequately
responded or catered to their needs.
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Address financial barriers to
healthcare for women with
disabilities.

The Experts stated that cost was a major barrier to
accessing sexual and reproductive health and other health
services. Experts discussed the stark differences between
the quality of healthcare at private and public services,

in terms of privacy, autonomy, and safety within facilities
and services. They strongly preferred private services but
were only able to access these when someone else was
paying for them, for example, an insurance provider after
an accident. Ideally, all services across public and private
healthcare should provide the same level of dignity,
respect, and safety for patients, including women with
disabilities.

SUMMARY

The Margins to the Mainstream Experts described
sexual and reproductive health as an important
and sensitive component of women’s overall
health and wellbeing. Various barriers — including
ableist attitudes and practices among staff and
organisations — continue to be experienced by the
Experts, no doubt reflecting the experiences of
other women with disabilities in Melbourne’s east.
These barriers impact the quality and effectiveness
of services received and contribute to inequity in
health outcomes. The Experts generously shared

a wealth of feedback and ideas to support sexual
and reproductive health workers in providing
excellent and equitable healthcare for women with
disabilities.

WHAT IS
KNOWN
ALREADY?

LITERATURE REVIEW

Sexual and reproductive health and women with disabilities

In Australia, women with disabilities...

> have poorer sexual and reproductive health outcomes compared
to women without disabilities.*

> are less likely to receive appropriate sexual and reproductive
health support compared to women without disabilities due to
discrimination and ableism, including negative attitudes from

healthcare workers, inaccessible information and communication,

and physical barriers to services.?°

19 Women with Disabilities Victoria 2021.
20 Women with Disabilities Victoria 2021.
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Gender is an important lens through which to view the
sexual and reproductive health and rights of people with
disabilities. Women and men experience disabilities
differently; women with disabilities face additional
disadvantage due to overlapping forms of stigma and
marginalisation associated with gender and disability
discrimination.?! In Australia, despite a slightly higher
percentage of women living with disabilities than men,
women are less likely to be connected with disability
services.”? Women with disabilities are often excluded from
romantic relationships, active sexuality, and opportunities
for motherhood due to ableist attitudes and prejudices held
by Australian society.? Although an increasing number of
international and national frameworks and policies exist
enshrining the human rights of women with disabilities,
including the United Nations’ Convention on the Rights

of Persons with Disabilities, women with disabilities in
Australia continue to experience high rates of systemic
violence and discrimination.?*

Key themes

Several key themes emerged in reviewing the
literature on the sexual health priorities of women
with disabilities.”

These include:

e ableist assumptions and stereotypes directly
causing poorer health outcomes

e women’s needs not prioritised by the disability
sector

e limited sex education and dismissal of pleasure.

21 Frohmader & Ortoleva 2014.

22 Yates et al. 2021.

23 Addlakha et al. 2017.

24 Women with Disabilities Australia 2022.

25 Literature search parameters and inclusion criteria can be found in
the Appendix.

26 Alexander & Gomez 2017; Beckwith & Yau 2013.

27 Carter et al. 2022; Treacy et al. 2018; Addlakha et al. 2017.

28 Women with Disabilities Victoria 2021.

29 Beckwith & Yau 2013; O’Shea & Frawley 2020.
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Stereotypes, assumptions, ableism and violence

Women with disabilities experience stereotyping and
paternalistic attitudes towards their sexuality and
relationships. This includes the misconception that they
have less need for sexual and emotional intimacy, and even
that they feel less pleasure or pain than women without
disabilities.?® Misconceptions of women with disabilities

as non-sexual contributes to the exclusion of this group
from sexual health service design and delivery, resulting in
significantly poorer health outcomes.

Internationally, people with disabilities have lower levels
of contraceptive use, higher rates of sexually transmitted
infections and an increased likelihood of unwanted
pregnancies when compared to people without disabilities;
this is especially true for young people with intellectual
disabilities.?” For example, only 17 per cent of women

with intellectual disabilities in Australia have had a

cervical screening test, compared to 84 per cent without
intellectual disabilities,?® increasing the chances of cervical
cancer in this group. When consulted on this issue, women
with disabilities wanted access to relevant information in
judgement-free, accessible formats that reflect their rights
and desires.” Excluding women and girls with disabilities
from discussions on their sexual health has significant
consequences for their sexual and reproductive health and
reduces their empowerment and sexual safety.*

Many forms of sexual and reproductive health violence are
enacted against women and girls with disabilities. These
include, but are not limited to, practices of forced and/
or coerced contraception, abortion, and menstrual and
sexual suppression, as well as restrictions over pregnancy
and child-raising choices.?' Australia’s Royal Commission
into Violence, Abuse, Neglect and Exploitation of People
with Disability also heard that women and girls with
disabilities continue to be subjected to forced and/or
coerced sterilisation,®? which is irreversible surgery that
permanently prevents reproduction. In a report prepared
for this Royal Commission, Professor Ron McCallum
concluded that the laws of some Australian states and
territories need to be urgently changed to prohibit forced
or coerced sterilisation.*

30 Treacy et al. 2018; Maher et al. 2018; Carter et al. 2022.

31 Women with Disabilities Australia 2022, p. 1.

32 Forced sterilisation refers to the “performance of a procedure
which results in sterilisation in the absence of the prior, free, and

informed consent of the individual who undergoes the procedure”.

Coerced sterilisation occurs when “financial or other incentives,
misinformation, misrepresentation, undue influences, pressure,
and/or intimidation tactics are used to compel an individual to

undergo the procedure” (Women with Disabilities Australia, 2022).

33 Commonwealth of Australia 2023.

According to Women with Disabilities Australia, the

rights of women with disabilities to make decisions about
pregnancy, including abortion healthcare and assisted
reproductive technology, and about child-raising, including
parenting, adoption, foster care and kinship care, are
routinely restricted.3* This practice is underpinned by

a history of eugenics and the assumption that women
with disabilities are not fit to be mothers.?* Currently, the
Australian legal, policy and social support environment
contributes to the removal of children from parents

with disabilities at ten times the rate of parents without
disabilities.?® Internationally, due to the impacts of
discrimination, mothers with intellectual disabilities face far
higher rates of pregnancy-related distress and custody loss
directly after giving birth.”

Women and girls with disabilities also experience violence
more often, in more settings and perpetrated by a
greater range of people, than women and girls without
disabilities.?® Australian research has found that women
with disabilities are more than twice as likely to have
experienced physical violence in the last 12 months, and
twice as likely to experience sexual violence over their
lifetime than women without disabilities.?* Women with
disabilities experience many forms of violence related to
their gender and disability, including restrictive practices,
violence perpetrated by family and carers, and violence
in disability services.*® Violence against women and girls
with disabilities is driven by intersecting forms of ableism
and gender inequality, including restrictions on women
with disabilities” decision-making and independence, and
negative stereotypes, attitudes and assumptions about
women with disabilities.*! Violence against women with
disabilities is compounded for women who belong to
multiple marginalised groups, requiring an intersectional
analysis beyond gender and disability.*?

34 Women with Disabilities Australia 2022, p. 19.

35 Alexander & Gomez 2017.

36 Women with Disabilities Australia 2022, p. 19.

37 Brown et al. in Carter et al. 2022.

38 Our Watch & Women with Disabilities Victoria 2022.

39 Centre of Research Excellence in Disability and Health 2020.

40 Our Watch & Women with Disabilities Victoria 2022; Addlakha et
al. 2017; Frohmader & Ortoleva 2014; Commonwealth of Australia
2023.

41 Our Watch & Women with Disabilities Victoria 2022.

42 Women with Disabilities Australia 2022; Lokot & Avakyan 2020;
Alexander & Gomez 2017.

43 Carter et al. 2022; O’Shea & Frawley 2020.

Sexual and reproductive health and women with disabilities

Carers as gatekeepers of relationships
and rights

Women with disabilities have the same rights and needs
as women without disabilities in sexual health and
relationships, but they face barriers to enjoying the same
outcomes.*®* Most people with disabilities have rewarding
intimate, romantic and sexual relationships; some people
may need additional support to achieve this.* Yet due to
stigma or ‘risk aversion’, the sexuality and sexual health

of people with disabilities can be deprioritised or ignored
by their family and carers.? In the disability sector,
standardised and non-sexual ‘activities of daily living’ are
prioritised and funded, but the sensual or sexual desires
of women with disabilities are often disregarded.*® Privacy
and opportunities for sex and relationship building are
limited in such heavily regulated spaces.”” Yet when people
with disabilities in Australia were consulted on this topic,
they asked to be recognised as “people first, in need of
relationships and ... support to develop and maintain
relationships including ... more intimate relationships”.*®
For people with intellectual disabilities in particular, the
biggest barriers to enjoyable sexuality and sexual health are
biases held by others that lead to restrictions of their sexual
expression.*

It is vital that girls, women and gender diverse people are
provided sufficient and relevant information and resources
on their sexual health, as this directly relates to their
individual agency.>® Access to sexual health and sexuality
education is a gendered issue, with information and
research commonly more available on the sexuality of men
with disabilities compared to women with disabilities.>!
There is even less information available on the sexual
health needs of trans and gender diverse people.>? When
information is available on the sexual health of women with
disabilities, it is often not in accessible formats.>?

Many people with disabilities are made dependent on
others to advise them about their sexual health and rights
and what this means in practice. When family and carers
avoid discussing this topic, people with disabilities may
remain unaware of their human rights.>* Young people with
disabilities are more likely to source information about sex
and sexual health from families and carers compared to
young people without disabilities.>

44 Sexual Health Victoria n.d.

45 Commonwealth of Australia 2023.

46 Addlakha et al. 2017; Alexander & Gomez 2017.

47 Beckwith & Yau 2013; Frawley & Wilson 2016; Sexual Health
Victoria n.d.; Treacy et al. 2018.

48 Alexander & Gomez 2017, p. 116.

49 Frawley et al. 2022.

50 Women with Disabilities Australia 2022; Maher et al. 2018.

51 Beckwith & Yau 2013.

52 Bradford & Spencer 2020; Leonard & Mann 2018.

53 Women with Disabilities Victoria 2021.

54 Alexander & Gomez 2017.

55 Carter et al. 2022; Frawley & Wilson 2016.
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This increases the power of family and carers to act as
information gatekeepers, and demonstrates the need for
open and honest conversations on this topic.>®

Already, people with disabilities face intersecting structural
stigma and marginalisation in violation of their human
rights.”” Yet the realisation of human rights is directly
connected to one’s health.>® Social support, sexuality
education and self-advocacy are the strongest factors

in increasing sexual agency for people with disabilities,
emphasising the need for this group to be leading and
involved in discussions around their sexual health and
rights.> Young people with intellectual disabilities, for
example, have many ideas for increasing their sexual health
knowledge and have a lot of skills and knowledge to offer
as peer educators.®

Women with Disabilities Australia argues that the use

of a sexual and reproductive rights framework alone is
insufficient for creating meaningful systemic change and
equity for women with disabilities.®! They describe this
framework as primarily focused on protecting individual
legal rights to sexual and reproductive health services,
such as the right to abortion healthcare. This does not
necessarily result in the creation of services that are
non-coercive, accessible and equitably distributed.®?
Reproductive justice is a suggested alternative that
demands “sexual autonomy and gender freedom for every
human being”.%® This is a holistic framework that places
“gender, disabilities and other forms of social justice at its
centre”® and champions equity in sexual health and rights
for women with disabilities. Currently, reproductive justice
is a concept frequently discussed in the United States of
America but is still emerging in Australia.®

56 Carter et al. 2022.

57 Carter et al. 2022.

58 Carter et al. 2022.

59 Carter et al. 2022; Frawley & O’Shea 2020.

60 Carter et al. 2022; James et al. 2022.

61 Women with Disabilities Australia 2022, p. 45.

62 Women with Disabilities Australia 2022, p. 45.

63 Ross in Women with Disabilities Australia 2022, p. 8.

64 Women with Disabilities Australia 2022, p. 45.

65 Women with Disabilities Australia 2022.

66 Alexander & Gomez 2017; Beckwith & Yau 2013; Frawley & Wilson
2016.

67 Leonard & Mann 2018.
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Pleasure and sexuality

When families, carers and medical professionals do discuss
sexuality and sexual health with women and girls with
disabilities, this is usually focused on self-protection,
biology and hygiene rather than positive aspects of sex.®®
Conversations are usually deficit-focused, limited to a
heterosexual and/or patriarchal perspective,®” and do not
address pleasure or creativity.®® Women with disabilities
are often denied the opportunity to explore their own
sexuality, as the standard belief is that this does not exist,
which is a bias described as ‘sexual ableism’.®® A study by
Women with Disabilities Australia found that where women
with disabilities did receive school-based health education,
this was severely lacking in relevant and comprehensive
information for people with disabilities.” Ninety-eight

per cent of respondents said that there was a lack of
information on menstrual management relevant to them
as people with disabilities.” Other Australian research

has found that school girls with intellectual disabilities are
often taught a version of sexuality based on ‘rules’, rather
than the topics they describe as important to them, such
as masturbation, gender, and LGBTQIA+ identities.”? Carers
may also shy away from these topics due to stigma.”

Access to comprehensive sexual health education is
integral in normalising sex for people with disabilities and
improving body image;”* an issue described by women
with spinal injury as the biggest barrier to a positive sexual
identity after injury.” Where women with disabilities are
not sufficiently educated about sexuality, many find self-
empowerment through sourcing their own information.”
Women with disabilities described having positive sexual
experiences as integral to healing, confidence building,
sexual discovery and feelings of freedom.”” Suggestions
for improving sexual health education offered to girls

with disabilities include: facilitating a ‘girl’s space’ by a
knowledgeable person (not a teacher or parent); consulting
students with disabilities about their needs; and creating
and prioritising opportunities to explore relationship
building.”® Some adult women with disabilities describe
finding peer-based information useful, while others

prefer information in books or online written by health
professionals.”

68 Addlakha et al. 2017; Women with Disabilities Australia 2022;
Alexander & Gomez 2017; Women with Disabilities Victoria 2021.

69 Gill in Frawley & O’Shea 2020; Addlakha et al. 2017.

70 Women with Disabilities Australia 2022.

71 Women with Disabilities Australia 2022, p. 34.

72 Frawley & Wilson 2016.

73 Alexander & Gomez 2017.

74 Treacy et al. 2018; Sexual Health Victoria n.d.

75 Beckwith & Yau 2013.

76 Beckwith & Yau 2013; Frawley & Wilson 2016.

77 Beckwith & Yau 2013; Addlakha et al. 2017.

78 Frawley & Wilson 2016; Strnadova et al. 2021.

79 Beckwith & Yau 2013.

SUMMARY

Women and girls with disabilities want

to learn about their sexual health and
rights in ways that are accessible to

them, comprehensive, free of shame,

and relevant to their individual needs

and desires. When families, carers and
healthcare workers avoid this topic, this
negatively affects the health and wellbeing
of women with disabilities and can restrict
their human rights. Women and girls with
disabilities need to be listened to and
respected as experts in their own health
and wellbeing.

An increasing number of research papers
and projects already record the priorities
and desires of women with disabilities
regarding their sexual health. Yet there

has not been sufficient action on these
recommendations.® The time has come for
Australians without disabilities to regard
the sexual health priorities of women

with disabilities with the respect and
seriousness this deserves.

80 Maher et al. 2018.
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RECOMMENDATIONS

The following recommendations are designed to support healthcare
professionals to contribute to the improved sexual and reproductive
health outcomes of women and girls with disabilities. These
recommendations draw on the findings of the literature review and
consultation with women with disabilities in Melbourne’s eastern
region.

z Consult on and co-design sexual and reproductive health
services and health promotion programs that are responsive
to the needs of women with disabilities.

Invest and train healthcare practitioners and services in
accessibility and safety for women with disabilities.

Contribute to the evidence base on best practice sexual and
reproductive health services.

Ask women and girls with disabilities, including invisible
disabilities, about their health needs and priorities, recognising
that they are the experts in their own health and wellbeing.

Ensure that sexual and reproductive health services are

trauma-informed and prioritise the safety of women with
disabilities.

Address financial barriers to healthcare for women with
disabilities.

N N WKWK
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APPENDIX

Literature search parameters

Women'’s Health East used the La Trobe University online
library and Google Scholar to conduct a literature search.
Search terms used to identify relevant material included
“women” OR “girls”, AND “disab*”, AND “sex*”, AND
“health”. The initial search also included “Australia”;
however, this was later removed to increase the literature
available.
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