Women with

I‘\ Disabilities ACT

Submission to the Inquiry into ACT Health system
data, demand and processes

19 December 2025



Table of Contents

WY o Xo X0 1 1A 4T 0 ) X O 3
ADOUL tNiS SUDMUSSION a..aeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeemaessmaessmamssssmsnsnmsnsnmnnns 4

About people with disabilities and experiences in the healthcare

LT (=] 1 T 5
Data and public accountability ...............ccoommmmmeeeeiiimmmeneciiirieeeccisennnnnns 7
Emergency department wait times 7
Specialist wait times 9
Other data availability 10
Digital Health ReCOI(............coeeeeeeieieeeeecieeineecccseeenmssss e s e nnessss s e nnnnas 12
Key areas of demand.................cooommmmeeciimimmmeciiienneeccssssnn s s r s 14
Reported waits to access specialists in the ACT public system in
the last 3 years 14
Specialist areas accessed privately or interstate due to lack of
capacity in the ACT public system 14
Specialist areas unable to be accessed at all 15
Reform opportunities .............ee...ceeemmmeesciiiiineeccisssnnmssssssssnnesssssssnnnnas 17
Responding to complex needs and systemic gaps 17
Experience on the waitlist 18
Accessibility of the healthcare system 18
General practitioners and interaction with the public health system
20
Workforce concerns 21
Access to private health insurance 21
Case study: service refusal for person with intellectual disabilities
............................................................................................................... 23
Other information and endorsements..............c.cccovmmmmmencciirsnneensssinnns 24

Endorsements of other submissions 24



About WWDACT

Women with Disabilities ACT (WWDACT) is a systemic advocacy and
peer support organisation dedicated to advancing the rights, safety, and
inclusion of women, girls, non-binary and gender diverse people with
disabilities in the ACT region. Established in 1995, WWDACT's work is
underpinned by a human rights philosophy, aligning closely with the
Convention on the Rights of Persons with Disabilities (CRPD) and the
Convention on the Elimination of All Forms of Discrimination Against
Women (CEDAW). WWDACT is unique in its intersectional approach to
gender and disability advocacy, utilising co-design principles and lived
experiences of members to influence policy and drive systemic change.
As a Disabled People’s Organisation, we are run by and for women and
non-binary people with disabilities.

WWDACT is a founding member of the ACT Disability Directed
Consumer Caucus — a policy alliance of organisations representing
Canberrans with Disabilities, including Advocacy for Inclusion and ACT
Down Syndrome and Intellectual Disability. The Caucus represents our
commitment to shared advocacy and representative work to the ACT
Government on some key issues and matters of practice.

Recommendations in this submission are endorsed by members of the
Caucus as well as Women’s Health Matters.



About this submission

This submission was prepared by Women with Disabilities ACT
(WWDACT) incorporating feedback from the ACT Disability Directed
Advocacy Caucus, including Advocacy for Inclusion and ACT Down
Syndrome and Intellectual Disability. The contents of the submission
was also informed by discussions with Women'’s Health Matters and
includes unpublished survey data from their Survey of Women’s Health
(2025).

As part of preparation for this submission WWDACT conducted our own
consultations via a survey. We received 22 survey responses from
women and non-binary people with disabilities elaborating on their
experiences in the public healthcare system. The survey received
responses from people who attended WWDACT events in person and
online during November, who were subscribed to the WWDACT
newsletter, or who follow WWDACT on social media. WWDACT also
consulted with our Policy Advisory Committee, consisting of 6 women
and non-binary people with lived experience of disabilities.

This submission contains direct feedback from consultation respondents
where indicated. The inclusion of quotes from respondents does not
necessarily mean that these statements are endorsed or verified by
WWDACT or endorsing organisations, but they do convey issues and
perceptions in our community.



About people with disabilities and experiences in the
healthcare system

Around one in 5 Canberrans have a disability, making up a significant
population who face additional barriers to accessing the healthcare they
need'. The ACT Disability Strategy Listening Report revealed that 63 per
cent of survey respondents rated finding and using necessary health
care services as a big or very big issue?. In the ACTCOSS Imagining
Better report, people with disability highlighted issues with short
consultations in managing complex and chronic conditions and showed
how bulk billing consultations exacerbated the risk of poor outcomes and
diagnostic overshadowing?.

For women and non-binary people with disabilities, disability
discrimination compounds with gendered discrimination leading to worse
outcomes in healthcare. The Women’s Health Matters ‘| have to ask to
be included’ (2022) report on healthcare for women with disabilities
showed that the most significant barriers to healthcare amongst their
survey respondents included affordability of services (particularly for 25-
34 year olds), lack of appointment availability, long wait times, need to
travel to access services, and a lack of formal care services*. Women
with disabilities reported that medical professionals often focus on
impairments rather than the health issues needing attention, treating
their disability as the main concern to the detriment of other health
issues — this can be particularly pervasive for those with a mental health
diagnosis®. Women with disabilities also report being overlooked for
health screenings, and face discrimination in relation to screening for

T ACT Government (2024). ACT Disability Strategy 2024-2033.
https://www.act.gov.au/__data/assets/pdf_file/0020/2431811/ACT-Disability-Strategy-and-First-
Action-Plan.pdf

2 ACT Government (2022). Towards a 10-year ACT Disability Strategy: Listening Report 2022.
https://www.communityservices.act.gov.au/__data/assets/pdf_file/0003/2216091/Towards-a-10-year-
ACT-Disability-Strategy-Listening-Report-2022.pdf

3 ACTCOSS (2019). Imagining Better — Reflections on access, choice and control in ACT health
services for people with disability. https://actcoss.org.au/publication/imagining-better-reflections-on-
access-choice-and-control-in-act-health-services-for-people-with-disability/

4 Women'’s Health Matters (2022). "/ have to ask to be included...".
https://womenshealthmatters.org.au/2022/03/01/media-release-i-have-to-ask-to-be-included-
research-report/

5 Women with Disabilities ACT (2023). Submission to the ACT Women’s Plan 2016-26 Third Action
Plan Consultation. https://wwdact.org.au/submission-to-the-act-womens-plan-third-action-plan/



conditions including breast cancer and cervical cancer®. In previous
consultations by WWDACT, we heard that some doctors, particularly
male doctors, failed to seek informed consent on procedures, and that
women with disabilities are afforded less pain relief medication as their
pain levels are less likely to be believed.

Although disability and health conditions are not interchangeable terms,
women and non-binary people with disabilities (and people with
disabilities generally) are more likely to access the healthcare system
frequently. Of the survey respondents to Women’s Health Matters
Survey of Women'’s Health in the ACT (2025), 77% of women with
disabilities reported that they had consulted with a specialist in the last
12 months, compared to only 47% of women without disabilities”.
Despite being more likely to access specialists, under 20% of women
with disabilities rated their access to specialists in the ACT as ‘excellent’
or ‘very good’, compared to 30% of women without disabilities®. This
could indicate unmet need and accessibility barriers to receiving
specialist care, as we have heard from our own consultation
respondents described below in this submission. 36% of women with
disabilities had been to the emergency department in the last 12 months,
compared to 17% of women without disabilities — but again, women with
disabilities rated their access to emergency care lower than women
without disabilities®.

People with disabilities must be considered a priority population in public
healthcare system reform, and there is significant work to be done to
address accessibility barriers within the public health system in the ACT.

& Women with Disabilities ACT (2023). Submission to the ACT Women’s Plan 2016-26 Third Action
Plan Consultation. https://wwdact.org.au/submission-to-the-act-womens-plan-third-action-plan/

” Women'’s Health Matters (2025). Unpublished data from Survey of Women’s Health in the ACT
2024-2025.

8 Women'’s Health Matters (2025). Unpublished data from Survey of Women’s Health in the ACT
2024-2025.

® Women'’s Health Matters (2025). Unpublished data from Survey of Women’s Health in the ACT
2024-2025.



Data and public accountability

WWDACT has heard from our consultation respondents and
stakeholders about the gaps in publicly available data about the ACT
Public Healthcare system. As highlighted in the terms of reference for
this consultation, making specialist wait times publicly available should
be a high priority for the health system. However, there is other data that
should be made available to the public — so people have relevant
information about accessing healthcare and can hold the public health
system to account.

Respondents overwhelmingly indicated the need for accurate and
honest information to be made available to the public. They also
reflected that the websites and applications where data is made
available are not always accessible to people with disabilities.

Emergency department wait times

Of those we consulted with, many indicated that it was easy to find
information about ED wait times compared to other data about the ACT
public health system. A few spoke to us about the ACT Health App and
said that it was easy to find information about ED wait times through the
app, though the existence of the app is not widely known. One person
reported that they showed the app to other patients whilst in the ED, as
other patients had not heard about it.

Though ED wait times are available publicly, the accuracy of the
published wait times varies and specific cohorts of people are likely to
experience longer wait times for healthcare in the ACT. We heard from
one respondent, an older woman with disabilities, who experienced
diagnostic overshadowing at the Canberra Hospital. When they
presented to the ED, they were left waiting in a corridor with their oxygen
cylinder and ignored by the nurses. They could see nurses joking with
others on the ward whilst ignoring their monitor alarm and failing to
check in. This person has had this experience consistently when
presenting to ED, even when taken there via ambulance, and has
reported that the waiting times do not reflect their experience.

People with disabilities are more likely to experience diagnostic
overshadowing, where medical practitioners wrongly assume that a



patient’s complaint is related to their disability. People with disabilities
may be triaged inappropriately, experience longer wait times to be
treated, and be placed in danger when their symptoms are ignored. This
is a significant risk when medical practitioners do not have specific
disability knowledge and training.

For women and non-binary people with disabilities the risk of diagnostic
overshadowing significantly increases. This combines with gendered
biases and sexism in healthcare to lead to worse outcomes for women
with disabilities accessing the emergency department (or any
healthcare). For issues such as pelvic pain or endometriosis,
consultation respondents reported that they were not taken seriously by
health professionals or were left waiting many hours in the emergency
department.

In 2022-23 it was reported that ACT performed the worst of all
jurisdictions in terms of ED wait times, with over 50% of patients staying
for over 4 hours'. The ACT was also by far the worst jurisdiction in
Australia for treating Aboriginal and Torres Strait Islanders within a 4
hour window. It is likely that other cohorts may experience discrimination
in accessing health care and may be systemically disadvantaged in ACT
public health.

In 2023-24 the ACT’s numbers have improved but notably Aboriginal
and Torres Strait Islander people are more likely to wait over 4 hours in
ED compared to non-Indigenous people in Canberra’s hospitals™.

Recommendations

e ED wait times continue to be made available in real time across
multiple platforms

e Promotion of the ACT Health App including inside emergency
rooms and walk in centres to increase community awareness

e Historical data of average, minimum and maximum wait times in
ED be made publicly available

o Disaggregation by type of complaint, including gendered
issues such as pelvic pain

10 Australian Government Productivity Commission (2025). Report on Government Services 2025.
https://www.pc.gov.au/ongoing/report-on-government-services/2025/health/public-hospitals/
" Australian Government Productivity Commission (2025). Report on Government Services 2025.
https://www.pc.gov.au/ongoing/report-on-government-services/2025/health/public-hospitals/



o Disaggregation by population cohort, including people with
disabilities, Aboriginal and Torres Strait Islander people,
culturally and linguistically diverse people, LGBTQIA+
people, women and gender diverse people, and low-SES
people

e Publicly available explanations of the triage system be made
available

Specialist wait times

There was a consensus amongst those consulted that providing more
readily available information about specialist wait times for outpatients in
the public system should be a high priority for ACT Health, in line with
other jurisdictions. Currently this outpatient data is not available outside
of elective surgery, making it difficult for people with disabilities to make
informed decisions about getting the healthcare they need within a
reasonable timeframe. Those that have tried to access information about
wait times have found it difficult to get in touch with the correct
department and have found it inaccessible to speak to receptionists
across different areas.

Many respondents reported that their GPs have struggled to access
information about likely wait times in the public system, and inaccurate
information leads them to make predominantly private referrals despite
the cost of private specialists being out of reach for many.

Recommendations
e Specialist wait times in the public system for outpatients become
available
o Should include time to first appointment, time to surgery if
required, time to follow up appointment
¢ Historical data of average, minimum and maximum wait times be
made publicly available
o Disaggregation by specialist type and type of complaint
o Disaggregation by population cohort, including people with
disabilities, Aboriginal and Torres Strait Islander people,
culturally and linguistically diverse people, LGBTQIA+
people, women and gender diverse people, and low-SES
people
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o Comparison of wait times to the benchmark e.g. knowing
proportion of Category 1 surgery patients treated within 30
days

e Data of outcomes be made available, including the number of
Canberrans who die whilst on the waitlist for public health
interventions

Other data availability

When considering what data should be made publicly accessible in the
ACT Public Health System, respondents suggested a range of other
information that should be made available, or where it is currently
available, more accessible.

In particular, we see a need for improved data collection about the
extent to which long stay patients are connected to primary health,
wellbeing and social activation while on a recovery pathway in hospital.
This should include information about connections to allied health,
general practitioners, and dentists as well as wellbeing and social
supports. In situations where people with disabilities spend significant
periods of time in hospital, especially where other supports systems fail
and people are forced to remain in hospital due to lack of accessible or
suitable accommodation elsewhere, it is vital that people maintain
access to the full suite of healthcare services.

The ACT has the one of the lowest levels of access to bulk-billing in any
Australian jurisdiction’. Many people we speak to struggle to access
bulk-billing services and GPs. Data collection on exactly how many
practices bulk-bill in the ACT, location of the practices, and demand on
the practices would help paint a picture of primary care access in the
ACT.

Another gap in available data is information tracing individual pathways
to accessing care. Navigating the health system, particularly for women
with disabilities, is often a multiple stage process with system failures
likely at each stage. Referrals from a GP to a specialist either publicly or
privately, long wait times to see specialists, presentations to ED after

12 Attwool J. (2025). ‘We’re going to intervene in the market’: Health Minister. NewsGP.
https://www1.racgp.org.au/newsgp/professional/we-re-going-to-intervene-in-the-market-health-mini
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failed attempts to access care, having surgery in hospitals or privately,
or spending months on public waiting lists even after ED presentations,
have significant impacts on access to healthcare but are not well
recorded. Knowing the typical pathways to accessing care and having
access to joined-up data about sequences of interactions would help to
inform system improvements.

Recommendations

Publish outcomes from reviews, including governing review of
gynaecology ward

Publish contact details for out of hours GPs and nurses

Publish a list of doctors and specialists working in Canberra
Health Services, including information about their speciality
areas and their range of practice

Conduct an accessibility review of digital platforms where data is
published

Collect and publish data about access to external services for
long stay patients

Publish data about available bulk-billling GP appointments and
GP practices

Connect datasets to provide information about individual
pathways through the healthcare system, to identify blockages in
healthcare access pathways
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Digital Health Record

Many survey respondents spoke to the usefulness and limitations of the
Digital Health Record in their experience managing their healthcare.
Though a few highlighted that it has made their overall experience
easier, common frustrations arose that MyDHR is unable to link to
information from other states and territories, as well as from private
specialists. As this submission elaborates later, many people cannot
access the healthcare they need from within the ACT public system, and
those who are forced to use the private system or public system in
another state and territory should still be able to access the benefits of
the DHR. People have also indicated that despite the existence of the
DHR, specialists do not communicate between each other or consult
with the record at all to see what has been done in the past.

For people with disabilities, accessing the digital health record can pose
additional challenges due to difficulty navigating the website and/or
application. It is difficult to get access to personal health data through
other methods, and when requesting access to older information, this
may have to go through a doctor and require a wait period.

The Digital Health Record has enormous potential as a useful tool for
everyone accessing the health system, but particularly for people with
disabilities with additional communication needs. One respondent
described their difficulties communicating with healthcare providers and
advocating for themselves, and they struggled to remember to raise
relevant information as a result of their disability. If the Digital Health
Record was able to serve as a complete record of test results and
specialist reports from across different state and territory, public and
private systems, it would improve communication between patients with
disabilities and the healthcare system.

As a case study for the potential of the DHR, a survey respondent
described a situation where their referral to a neurologist was initially
rejected as the GP “did not try enough treatments first”. However, the
neurologist was not aware that this person had tried several treatments
including medication prescribed by a private psychiatrist in hospital for
dual purposes. If private information was able to be uploaded to the
DHR, and if processes were in place to check a patient’'s DHR as part of
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a referrals process, this situation could have been prevented and the
patient would have been seen by the neurologist in a significantly shorter
timeframe.

Work is also required in considering how health practitioners respond to
domestic, family and sexual violence (DFSV) in the public health system,
and how this may interact with the DHR. Women with disabilities are
significantly more likely to experience DFSV, as well as other forms of
violence like carer violence. There is a need for health practitioner
training in violence awareness including specifically disability violence
awareness training, to ensure that workers interacting with patients have
the tools and capacity to respond effectively, and communication
between practitioners in the DHR does not pose risk to patients who are
experiencing violence.

Recommendations

e Conduct a review of the accessibility of the DHR and viable
alternatives to obtaining personal health data that are less
complex to access for people with disabilities

e Enable users or medical practitioners to upload reports and
results from tests and consultations conducted within the private
system, to ensure the DHR is a complete record of health

¢ Allow medical practitioners to have access to the DHR from
other states and territories

¢ Review how the DHR functions as part of a broader process of
responding to DFSV in the healthcare system, and fund violence
awareness training including disability violence awareness
training for health practitioners
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Key areas of demand

Our consultation respondents painted a dire picture of the wait times to
access health care in the ACT. The results of the survey are shown
below to highlight particular specialist areas that may require deliberate
attention and funding to retain and increase the number of doctors
practicing within the public system.

Reported waits to access specialists in the ACT public system in the

last 3 years

Neurologist — over 5 years

Endocrinology — 3 years

ENT- 3 years

Gastroenterology — 30 months total, 10 month wait for a first
appointment

Immunologist — over 2 years

Sleep specialist — 2 years (one person waited over 6 years)
Pain clinic — 2 years

Pelvic pain — 2 years

Endocrinologist — 2 years

ACL surgery — 18 months

Pulmonary rehab — 18 months

Dental services — over 12 months

Allergist — over 1 year

Mirena procedure — 1 year

Gynaecology — 9 month wait for appointment, over a year wait for
surgery

MRI — 9 months

Psychiatrist — after multiple visits to the ER, still took 4 months

Specialist areas accessed privately or interstate due to lack of

capacity in the ACT public system

Cardiologist — GP in the ACT said wait time to access in the ACT
public system would be over 3 years

Specialist imaging — Respondent needed to be seen quickly for
potential cancer. Was told it would be over 3 years wait in the ACT
public system, so they were forced to go interstate and private
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Immunologist — the Immunologist at Canberra Hospital Cancer
Centre refused to see the respondent for an autoimmune disease,
despite the fact that it could not be managed by a GP
Rheumatologist — even in the private system it was a 5 month wait.
The Rheumatologist was under so much pressure to get through
patients that even when the respondent got an appointment, there
was no time to ask questions

Psychiatrist — in the ACT the wait time was 6 months and the
psychiatrist was unable to prescribe the right medication

Gender confirmation surgery — unavailable in the ACT public
system, still 3 years to wait in the private system

Ketamine infusions — 3 year wait in the ACT public system, but can
happen every 6 months (as required) in private system

Specialist areas unable to be accessed at all

These respondents were unable to access these specialist areas, due to
unavailability of the specialists in the ACT, refused referrals, prohibitive
cost of going private, or that they are still on the waiting list. These
informants tell us that pressure areas include:

Dental services
Breast reduction
Rheumatologist
Liposuction
Sleep specialists
o One respondent was unable to seek appropriate treatment
for narcolepsy, available sleep specialists in the ACT were
primarily respiratory specialists and did not give appropriate
treatment)
o Another respondent had their referral refused with no reason
given after 18 months on the waitlist
o Advocacy for Inclusion reports that some people with mobility
disabilities are unable to complete sleep studies at the
Canberra hospital because the beds, bathroom and toilet
facilities do not meet modern disability standards to enable a
person to safely stay there overnight
Throat specialist for thyroid cysts (wait list in the private system
was over 3 years, and respondent could not afford private surgery
needed)
Genetic tests for cancer
ADHD and autism (over 2 years wait in private system)
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Dermatologist

Tilt test for POTS

Pelvic botox

Gynaecologist/pain specialist (respondent reports being refused
referral, as there are not enough specialists practicing in the ACT
public system and the GP assessed them as not critical)
Dyslexia, particularly a diagnosis available for adults

Mental health outpatient facilities in public hospital

Allied health (particularly occupational therapy, speech therapy,
physiotherapy)

Electrophysiology — no practicing electrophysiologists in ACT
Public Health system.
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Reform opportunities

When considering the impact of public health system demand,
consultation respondents and stakeholders indicated a range of issues
and solutions to strengthen the processes and rebuild the capacity of the
public health system.

Responding to complex needs and systemic gaps

Substantial work remains to ensure people with disability can access
timely, coordinated and safe healthcare. There are serious pressure
points particularly on services and infrastructure in acute settings at our
main hospitals (TCH and NCH). At the same time, in sub-acute settings,
such as the University of Canberra Rehabilitation Hospital, patients with
disability are unable to receive a range of necessary supports to
maintain quality of life in these settings and provide patients a pathway
back into the community.

Without investment, people with disability will not be able to access the
health care they need and continue to suffer in troubling circumstances
in the sub-acute system, while policy and reform work will rely on
unresourced policy and advocacy capability.

Recommendations

e Additional occupation therapy support, social activity and
wellbeing staff and programs at UCH and dedicated resources to
support access to allied, primary and dental care for patients at
UCH and in other hospitals where patients are staying for long
periods of time.

e Urgent program of rectification work at the North Canberra
Hospital (NCH).

o A fully funded dedicated staff position within Caucus advocacy
organisations to work on health reform strategies and
consultation work in different parts of the health system.

e A priority roll-out of training in the social model of disability
including dedicated units on diagnostic overshadowing with
health workers in acute and emergency response settings.

e Dedicated liaison offers and contact points for inpatients in our
main hospitals.
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Experience on the waitlist

Multiple consultation respondents described their experience on the
waitlist for public specialists. Many people were refused referrals after
remaining on the waitlist for upwards of 18 months, delaying these
patients from accessing other treatment options in the private system.

One respondent says of their treatment and waiting experiences for
haematology — “I have almost died in the public health system at TCH on
multiple occasions”.

Several respondents described gendered discrimination in the
assessment of their condition and the care and consideration taken by
treating professionals.

Recommendations
e Improve the waitlist referrals process and ensure referrals are

rejected at the start of the process if they are not adequate,
allowing patients to provide updated information or have the
knowledge that they must pursue treatment privately

e Conduct a review into gendered discrimination in the public
healthcare system

e Provide diagnostic overshadowing and gender discrimination
training to public healthcare providers

Accessibility of the healthcare system
Many consultation respondents described opportunities to improve the
accessibility of the hospital experience for people with disabilities.

People with disabilities experience barriers all the way through their
experience in hospital. There is no opportunity to raise accessibility
needs on intake. Several reported being refused accessibility
requirements such as telehealth consultations. Several also reported
experiences being asked questions by allied health or others whilst
extremely unwell, and were unable to effectively communicate. This led
to missing out on required care. Although hospitals can be overwhelming
sensory environments, there are rarely opportunities to access quiet or
low-sensory spaces in waiting rooms, emergency departments or on the
wards.
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We heard that public healthcare is sometimes less accessible for
patients with significant communication needs who do not have access
to support to advocate for their needs. For people with disabilities that
may have multiple disabilities and compounding access needs, and
difficulties communicating their experience, this may lead to exclusion
from public health waitlists altogether. Others describe being scared to
self-advocate as they often receive negative responses from healthcare
professionals, in the worst case being placed back on the long waitlist
for another consultation.

People have reported their experiences with specialists in the public
system being rushed and not having time to discuss their needs and
their questions. For those who see specialists in a hospital or emergency
context, specialists rarely give their full names or provide a way for
patients to follow up if they have questions. People also reported being
unable to contact their specialists or specialists being unable to fill out
essential Centrelink, insurance or super paperwork despite this being a
requirement for the patient to access financial supports.

There are also gaps in the equipment and hospital kit upgrades in the
ACT public healthcare system.

Recommendations
e Full delivery of the ACT Disability Health Strategy
e Implement Disability Liaison Officers at all Canberra hospitals
e Collect information about accessibility needs during intake and
communicate this to all attending hospital staff
¢ Investigate options for low sensory spaces in hospitals including
in waiting rooms and on wards
e Provide no- or low-cost extended specialist consultations for
people with disabilities
e Resource public specialists to complete required paperwork
e Provide disability awareness and diagnostic overshadowing
training to healthcare professionals
¢ Implement hospital kit upgrades including:
o Accessible and height adjustable beds and slide boards in
emergency departments
o Modern commodes and shower chairs
o Fully compliant left- and right-hand transfer toilets
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o Communications boards in every ward

General practitioners and interaction with the public health system
We heard that GPs could improve in their interactions with the public
health system, with the possibility for a smoother pathway to accessing
healthcare.

Several consultation respondents indicated that their GPs did not write
enough information in referrals for effective triage, leading to longer
times on the waitlist for specialist appointments and in some cases the
refusal of referrals, costing both money for a re-referral and time lost on
the waitlist.

Respondents reported an information barrier between GPs and the
public health system. GPs were not aware of supports available for
people with disabilities such as the CATS service and were unable to
refer their patients onto this, despite one patient needing additional
support to communicate and access healthcare appointments. GPs also
do not have information about the public specialists available and the
wait times, and we heard that many refer to the private sector or
interstate by default. For patients who cannot afford private specialists,
or who cannot travel to other states and territories, this prohibits their
access to healthcare.

Compounding these issues are the increasing costs of GPs in the ACT
and the decrease in bulk-billing GPs. A GP is the first point of call in the
ACT health system, but when a GP appointment is out of reach, people
can miss the chance to be referred onto a public waitlist to resolve their
healthcare needs.

Recommendations
¢ Investigate options for ACT Health to communicate with GPs and
representative bodies to make referral requirements clear and
communicate government-funded supports for patients
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e Make specialist availability and wait list data publicly available so
GPs can access up-to-date information and make public referrals
if available

Workforce concerns

We heard from one respondent concerns about the standard of practice
in the ACT. In their case, it was reported by them that both specialists in
the area they needed to manage their health condition were stood down
from the public system. However, they further reported that specialists
then went on to practice privately in the ACT. No other specialists of this
type were engaged in the public system.

In general, respondents suggested that they had observed an ongoing
troubled culture along with pay discrepancies in the ACT health system,
meaning the loss of good doctors to other states. One respondent had
seen 5 different sleep specialists, all of whom left for other capitals
because there was better pay.

Recommendations

¢ Investigate options to publish information about health
practitioners who have been stood down from CHS, so patients
can make an informed choice about choosing to see them
privately

e Prioritise replacing practitioners who have suddenly left the
public system resulting in a thin practice area, to minimise gaps
in treatment availability

¢ Review the compensation available for CHS workers compared
to other states and territories

Access to private health insurance

Respondents described varying levels of access to private health
insurance. For many, insurance was a non-negotiable to be able to
access essential health care services, leading to immense financial
strain on families. For people with disabilities, whose disability and
health needs may impact their ability to earn a high income, this can
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have a significant negative impact and lead to rental stress and other
issues.

This year the price of private health insurance experienced its biggest
increase in 6 years, with an average increase of over 3%. Respondents
also reported that insurance companies are reducing what services can
be claimed by hospitals. These two factors have meant that many
respondents have let go of their higher levels of cover and have thus
been unable to access the healthcare they need through the private
system.

With further price increases likely in the near future, the demand on the
public system is likely to also increase in coming years. Future planning
to increase the capacity of the public system has never been more

urgent to ensure that everyone is able to maintain access to healthcare.
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Case study: service refusal for person with intellectual
disabilities

The ACT Disability Directed Advocacy Caucus has heard about an
experience of a person with intellectual disabilities being refused
essential healthcare — only after intervention from advocates and alerting
the Minister for Health's office, were they able to access the treatment
needed.

The person required diagnostic testing performed under full sedation.
Referrals from multiple practitioners including a GP, psychiatrist and
immunologist included detailed explanation as to why the tests needed
to be carried out under full sedation. Despite these referrals, the
Canberra Hospital denied the patient the testing under sedation.

After an advocate lodged a formal complaint with Canberra Health
Services and alerted the Minister for Health, the family of the person was
contacted to say they would be able to have the tests done under
sedation.

The response to the formal complaint denied that the person with
intellectual disability was ever refused testing under sedation. A follow
up letter then confirmed that this was untrue — it was only the
involvement of the advocate and of the Minister that meant the person
would receive the life-saving testing they required.

Recommendations
¢ |Implement nurse-led sedation clinics for people with intellectual
disability in ACT Health hospitals — following the model in
jurisdictions such as Victoria and South Australia
o Clinics take referrals and organise all medical treatment
under whatever level of sedation is required. They function
as a wrap-around service, so people with intellectual
disabilities can get all the healthcare they need and not
come back multiple times
o This often includes dental care, reproductive health, blood
tests
e Ensure there is a contact point at the hospital for people with
intellectual disability who require sedation
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Other information and endorsements

Respondent feedback which informed this submission was gathered by
Women with Disabilities ACT.

The recommendations in this submission are also endorsed by
Advocacy for Inclusion, Women’s Health Matters and ACT Down
Syndrome and Intellectual Disability.

Endorsements of other submissions

Women with Disabilities ACT endorses Women’s Health Matters
submission to this inquiry.

For further information please contact Kat Reed ceo@wwdact.org.au or
Pippa Newman policy@wwdact.org.au
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