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INTRODUCTION

Why ACT Disability Needs
are like World Cup Soccer

ACT elections are the single best
opportunity for special interest groups
and peak bodies to get their political
representatives to commit to change
and improvements which will benefit
members of those groups.

he first and most obvious comparison is that it’s

a contest that only comes around every four years.
While the groups and peak bodies usually don’t see
themselves as being in direct competition, there is
only so much funding to go around. The opponents
(who, because they actually support specific causes, could
also be referred as “proponents”) vie for their interests to
be reflected in the platforms of the major parties.

The major parties conduct themselves as if they were
the “football teams” seeking to achieve the best result
in the “finals”, that is, the election. In reality they are
probably more like factions in FIFA (the Fédération
Internationale de Football Association, founded in May
1904), deciding who is going to hold the Budget Barrel and
have the biggest say about how it is allocated.

For the peak bodies and special interest groups,
the election period begins with a run-up where the
clamour of competing needs and demands gets ever
louder. This is followed by the kick-off itself - election day.
But unlike a soccer match, participants need to ensure
their needs have been reflected in the commitments the
parties have made before the final result is known.

Of course, participants want to “kick a few goals”,
using the media or public forums to highlight both
the importance and necessity of their points of view.
They also try to avoid kicking any “own goals”, ensuring
they stay “on message” and that their representatives
reflect the integrity of their groups.

And while the real FIFA has had to battle accusations
of corruption, that’s not an analogy that extends to
ACT politics.

In between elections, Canberra’s major political parties
have the opportunity, and obligation, to look after the
needs of residents (and “participants”) and fulfil the
commitments they make, or hold the government to
account in delivering those commitments. For peak
bodies such as People With Disability ACT, and other
special interest groups, this means ensuring that no-one
(any party, Minister, public servant - local or federal - or
themselves) “drops the ball” and loses track of those who
have special needs.

So if politics is in any way comparable to the World
Cup, it’s in the continuing need to promote the interests
of the participants to ensure their needs are paramount.
The strategy for all the “governing factions”, then, is to
understand what needs to be achieved between elections
and meet those needs. In this issue, we invited Canberra’s
major political parties to outline some of the directions,
support and opportunities to help Canberrans with a
disability between now and the next ACT election in 2020.
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Labor looks to

making Canberra
“truly accessible

and inclusive city”
including a Disability
Justice Strategy and
more employment
opportunities for
people with a disability

ACT Minister for Disability,
Rachel Stephen-Smith MLA

CT Labor’s goal is to see Canberra become a truly accessible
and inclusive city, according to the ACT Minister for
Disability, Rachel Stephen-Smith MLA.

“We are committed to ensuring that all Canberrans have
opportunities to participate fully in the civic life of our
community,” she said.

“As a party and as a government, we recognise that inclusive,
sustainable and vibrant cities don’t just happen - they are built
by governments with a vision for a better future, working in
partnership with the community.”

At both a Commonwealth and Territory level, Labor lays
claim to a track record of implementing reforms to “empower
people with disability and reduce barriers to full participation”.
This included the Disability Discrimination Act in 1992, the ACT
Human Rights Act in 2004, and the National Disability Insurance
Scheme (NDIS) in 2013.

Peak bodies were needed to represent community groups with
varied needs, including those representing people with a disability.

“We know that none of these big policy ideas is sufficient to
deliver an inclusive city or community,” Ms Stephen-Smith said.

“To be truly inclusive, we must change attitudes - a key aim
of the ACT Inclusion Council and the annual Chief Minister’s
Inclusion Awards.

“We must also ensure that people with disability are in a
strong position to advocate on issues that are crucial to their
lives. That’s why peak bodies like People with Disability ACT
and Women with Disability are so important.”

It was also why Labor had established the Disability Reference
Group to guide the ACT Government’s continued implementation
of the National Disability Strategy 2010-2020 (NDS).

The Minister said the ACT Government’s work continued
to be informed by the six focus areas of the NDS, while also
acknowledging that a lot has changed in the policy landscape
since 2010 - “most notably the introduction of the National
Disability Insurance Scheme (NDIS)”.

“ACT Labor is proud that the ACT was the first jurisdiction
to transition all eligible participants to the NDIS,”
Ms Stephen-Smith said.

“But we also acknowledge that, perhaps unsurprisingly
given such a significant national reform, its implementation
has not been entirely smooth sailing.”

A $1.8 million package announced as part of the Territory’s
2018-19 Budget had provided additional funding for individual
advocacy services for two years, as well as funding for people
who have high or complex support needs that are not currently
being met by the NDIS.

The Minister said the measures will also support two new
staff for the Office for Disability to help improve integration
between the NDIS and mainstream services such as health,
mental health, housing, education and the justice system.

States and territories still provide almost 60 per cent of the
funding for the NDIS - and so the Territory would continue to
provide half the funding at “full scheme”.
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Ms Stephen-Smith said the ACT Government would continue
to work collaboratively with colleagues in other jurisdictions to
ensure that emerging issues are raised and addressed.

“ACT Labor is determined to ensure that the NDIS is a success
and makes a meaningful difference by delivering choice and
control to eligible Canberrans,” she said.

A key priority for ACT Labor was developing and
implementing a Disability Justice Strategy - addressing the
key NDS policy area of rights protection and justice. Labor’s
commitment to a Disability Justice Strategy at the 2016
election had “recognised the critical need to respond to the
disadvantage that people with disability face when dealing with
the justice system”.

“We understand the need for innovative solutions in
ensuring that the structures of our community support, and
provide all Canberrans access to, justice and equal and fair
treatment before the law,” Ms Stephen-Smith said.

The 2018-19 Budget incuded funding to continue such
complex policy work in conjunction with the Disability Reference
Group and the wider disability and legal communities. It also
provided continuing support for Canberra Community Law’s
Socio-Legal Practice Clinic. The Minister said that by 2020, this
work - along with the development of policy and practice in areas
such as restorative practice and justice reinvestment - would
be “delivering real change in the experiences of people with
disability who come into contact with the ACT justice system”.

The Disability Reference Group had also identified improving
employment outcomes as a priority for the ACT, reflecting the
NDS policy area of economic security.

“Recognising the importance of employment for social
inclusion, mental health and civic participation, the Government
has committed funding for the next two years to expand ACT
Public Service inclusion employment programs and initiatives
to support, develop and retain people with disability, as well
as Aboriginal and Torres Strait Islander and LGBTIQ people,”
Ms Stephen-Smith said.

“ACT Labor also understands that people with a disability
are diverse individuals with diverse interests, who demonstrate
leadership across all areas of the community, public and
private sectors.

“The Diversity Register recently launched by the Deputy
Chief Minister, Yvette Berry, provides a platform to connect
women and people with diverse experiences with ACT
Government and non-government board vacancies.”

It also included resources to help individuals prepare for
a board or leadership role, and opportunities to participate
in training and networking. While there was more work to
do in recognising the true value of the diverse experiences
and perspectives of people with disability, ACT Labor would
“continue to support leadership and professional development”.

The Government was also focussed on ensuring that
improved public transport and building developments were
accessible and met the needs of people with a disability.

“Our new public transport network will continue to improve
transport accessibility in the ACT.” Ms Stephen-Smith said.

“Light rail stops and vehicles will be accessible, and
construction of Stage 1 between Gungahlin and Civic will be
completed by the end of 2018. As of 1 March 2018, 80 per cent of
the Transport Canberra bus fleet is wheelchair accessible. It is
expected that 100 per cent of our Transport Canberra bus fleet
will be Easy Access, wheelchair accessible, in accordance with
our DDA targets by the end of 2022.”

Meeting accessibility needs had its beginnings in planning and
construction. The Minister said the ACT had adopted the National
Construction Code (NCC), which included accessibility standards
under the Commonwealth Disability Discrimination Act.

“While those standards don’t generally apply to private
dwellings, the ACT Government has been advocating for and
participating in national work to improve accessibility in new
housing,” Ms Stephen-Smith said.

“The Council of Australian Governments (COAG) has agreed
for the Building Ministers’ Forum to carry out a regulatory
impact assessment for establishing a minimum universal design
standard for housing.”

An options paper was being developed in consultation with
the Disability Reform Council and its senior officials. Public
consultation on potential standards for inclusion in the 2022
NCC was expected to start later this year.

“We hope this will make a real difference to our built
environment in the longer term,” Ms Stephen-Smith said.

She said that while Canberrans clearly supported and
celebrated inclusion, many barriers remain. At the 2016
election, ACT Labor promised a new grants program to help
community groups, organisations and small businesses become
more inclusive and accessible for people with disability through
improvements to infrastructure, equipment and training.
The first round of Disability Inclusion Grants in 2017 attracted
extremely strong interest, and the Government had responded
by doubling the grant program pool from $50,000 to $100,000
a year. In the period to 2020 and beyond, local organisations
would use these grants to “transform the way they engage
people with disability”.

Creating an increasingly inclusive future meant listening
to people, and their representatives, both to understand those
needs and encourage people to voice them between now and
the next Territory election, in 2020.

“Our community will make choices and take action each
and every day to 2020, and beyond, that will move us towards a
more accessible and inclusive future,” Ms Stephen-Smith said.

“In making those choices, ACT Labor believes it is vital
that people with disability are heard, and are empowered to
hold governments and the community to account. We thank
People with Disabilities ACT for playing this critical role
and providing platforms for discussion and debate such as
Canberra Disability Review.”
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Government
must play
active role
in inclusive
Canberra

ACT Greens Spokesperson for Disability
and Social Inclusion,
Caroline Le Couteur MLA

hile the NDIS is an important shift in service delivery

to people with disabilities, the ACT Government must
continue playing an active role in the inclusion of people
with a disability, according to ACT Greens Spokesperson for
Disability and Social Inclusion, Caroline Le Couteur MLA.

Ms Le Couteur said in the decades that the Greens had both
represented the Canberra community and held the balance of
power in the ACT Legislative Assembly, the party “remained
committed to engaging people living with disabilities in all
levels of decision and policy making”.

It also meant ensuring that the needs of people with
disabilities were understood. And that was not just inside the
framework of the National Disability Insurance Scheme (NDIS).

“We believe that Canberrans with disabilities should be able
to participate fully in all aspects of life,” Ms Le Couteur said.

“They need to have equal access to secure housing,
education and employment, and support to advocate for their
own needs both inside and outside the NDIS.

“That’s why we ensured that our Parliamentary Agreement
required the Government to undertake many activities to aid
the disabled community, including undertaking a disability
and gender impact analysis of budgets as part of the ‘triple
bottom line’ framework.

“The challenge now is ensuring this is done.”

While the NDIS represented a significant shift in the way
services were delivered to people with disabilities, it did not
mean the Assembly didn’t still have a key role in meeting the
needs of people with a disability.

“The ACT Government must continue to play an active
role including people with a disability in our community,”
Ms Le Couteur said.

“This includes the transport, education and health systems,
as well as the infrastructure that makes up our city.

“The Greens see that while for many people the NDIS has
been positive, for some it has not. These people need support
to get the best out of the NDIS and navigate its complex
bureaucracy.

“We are pleased that the ACT Government is going to
provide additional funding for advocacy to ensure the scheme
delivers on its intentions, in particular the ability to tailor
funding to individual needs.”

Ms Le Couteur said the Greens were working with the
Government to ensure continued funding for important
groups such as Technology for Ageing and Disability (TADACT),
which were “falling through the cracks” under the individual-
centred model of the NDIS.

“We are also pushing for more support for disabled people
from diverse backgrounds as they are clearly not getting their
fair share of NDIS funding,” she said.

As a result of its Parliamentary Agreement with the Labor
party, the ACT Government has created a new policy unit
to monitor and support the roll out of the NDIS. It will also
oversee the expansion of the Disability Inclusion Grants
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Program, giving the wider community opportunities to
shape Canberra as a city which was accessible and inclusive
for people with disability, and better supported parents of
children with disabilities.

“Parents with disability must also be provided with parenting
support to ensure their children can stay in their care and not
end up in the statutory system,” Ms Le Couteur said.

“That’s why I will continue to ask questions in the Assembly
to better understand whether children are being removed
on the basis of their parents having disability, as the system
currently does not capture this data.”

The Greens have continued to focus on issues of inclusion
and accessibility across the portfolios of housing, planning
and transport. Ms Le Couteur said that the recent budget’s
steps to strengthen measures to deal with homelessness
and housing support services, including specialist disability
accommodation, were “very pleasing”. But more was needed.

“The Government must set strong, ambitious targets for
public, community and affordable housing if it is to adequately
support all Canberrans as our city grows and our housing
market becomes even less affordable,” Ms Le Couteur said.

“Through the Parliamentary Agreement, we have also
ensured that the ACT continues to push at COAG level for
Universal Housing initiatives to ensure that our new housing
meets Universal Design Standards.

“Universal design is also very important across our
planning and transport systems. Unfortunately, we have not
yet seen the establishment of an Access Advisory Council,
which our party has strongly advocated, to provide practical
advice about how to improve our urban spaces and ensure
new developments and transport are accessible for people
with a disability or older citizens.

“I believe that the people who struggle to travel through
our city are best placed to tell us how to design it better, and
hope to see the Council established and funded annually soon.
Once established, the Council would develop a Universal
Design Charter for Canberra.”

Ms Le Couteur said the expansion of door-to-door flexible
bus services had covered the last gap—the Inner North—also
as a result of the Parliamentary Agreement. The flexible bus
service caters to the needs of people who struggle to access
regular route buses, including those people impacted by a
permanent or temporary disability.

The Agreement also initiated the development of a carers’
strategy to better support the estimated 48,000 people
providing care in the ACT, usually unrecognised and unpaid.

“The Greens were the first party to publically support
Carers ACT’s proposal for this strategy, as we are committed to
creating policy with the people it impacts,” Ms Le Couteur said.

“We believe that putting this strategy in place will not
only improve the quality of life for carers and those for whom
they care, but also raise public understanding of the skills and
contributions of carers, and show that people who are cared
for are valued community members. The recent budget did
not allocate funds to implement the strategy, so the Greens

will be keeping a close eye on its progress.

“It’s great that the budget did fund a Disability Justice
Strategy, which was another initiative first championed by
the Greens,” she said.

“With Shane Rattenbury as a Greens Minister for Justice,
we will be part of the development of the strategy to ensure
that we treat people with disability fairly.

“The strategy must address the needs of victims of crime
with a disability, just as much as the needs of alleged offenders
with a disability. This is fundamental to the Greens values of
treating all people with respect and value.”

Meanwhile, the Act Government needed to ensure that any
issues with the NDIS were ironed out.

“We know that the rollout of the NDIS has been a challenging
and disruptive experience for many people with mental health
issues or psychosocial disability,” Ms Le Couteur said.

“They have been identified as one of the priority groups that
require a tailored pathway, which will be trialled in Canberra.
The ACT is also leading work on mental health issues through
the Disability Reform Council and has negotiated a Bilateral
Agreement with the Commonwealth to provide services
for people who need psychosocial support not covered by
the NDIS.”

With Greens leader Shane Rattenbury as the Minister for
Mental Health in the ACT, the Government is prioritising
investment in mental health services—including $157 million
in the recent budget. The funding will deliver new supported
accommodation options for people with complex mental
health needs, as well as a boost to community-based targeted
services that support teenagers, older Canberrans and those
transitioning out of the justice system.

“Of particular note is the investment in a Recovery College,
which will deliver educational, recovery-oriented programs
co-designed with carers and consumers,” Ms Le Couteur said.

“We are looking forward to working with the community
sector to get the ACT Recovery College up and running over
the coming months.

“The ACT Greens will continue to listen to the community,
including the disability community, in our work to
transform Canberra into a more compassionate, inclusive
and sustainable city.

“Our national Greens colleagues are also working hard to
change the paradigm around disability.

“As the youngest person ever to be elected to the Senate
and one of the few people with a disability to enter federal
parliament, the presence of Western Australia Greens Senator
Jordon Steele-John in national politics is a breath of fresh air.
Jordon is a champion for a fundamental change in the way
that society thinks about people with a disability, showing
that disability is not created by medical impairments, but
society’s collective failure to adapt to, embrace and celebrate
the varying levels of ability which we all have.”
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Canberrans
know gloss
has worn

off the NDIS

ACT Shadow Minister for Disability,
Elizabeth Lee MLA

t’s time to put people back in the centre of how people
with a disability are funded and supported, according
to the Shadow Minister for Disability, Elizabeth Lee MLA.

When the ACT volunteered to be the first jurisdiction
to transition to the National Disability Insurance Scheme
(NDIS), the idea was initially met with “much enthusiasm
and fanfare”. Now the gloss had worn off the scheme.

“I think it is fair to say that ‘being the first’ to trial a
new scheme may not always be the best,” Ms Lee said.

“It is no secret that the transition has had very mixed
responses from the disability community.

“For some, it’s been a life changing initiative - they’re
getting access to services that they have never had
before, and the autonomy they have in making decisions
about what support they need is extremely valuable.

“But for others, the transition has meant frustrating
hours on hold on the telephone, an inflexibility of plans
that do not suit their needs and a lack of recognition for
disabilities that may not necessarily fit a neat ‘category’
under the NDIS.”

For people with a disability in the ACT, the past few
years had been “particularly challenging”. Until the
introduction of the NDIS, the ACT Government supported
people with a disability through a variety of programs
and grants.

“One of my biggest concerns in my capacity as
Shadow Minister for Disability is making sure that the
organisations that have served our community so well
for so long - communities that have operated for decades
with funding from the ACT Government - do not fall
through the cracks in the transition,” Ms Lee said.

She said the Canberra Liberals want to see leadership
in the disability space in addressing three broad
themes: funding certainty, ensuring service options
are explained for culturally and linguistically diverse
residents and providing employment options.

“The first is certainty for organisations previously
funded under ACT block funding. Last year, we saw the
heartache that SHOUT and its member organisations
went through when faced with an uncertain future
about where its funding would come from.

“After fighting for SHOUT’s survival, I welcomed
confirmation of the ACT Government’s commitment
to funding SHOUT for at least the next four years to
enable it to continue doing the great work that it does
for our community.

“But SHOUT is not alone. Other organisations that
do not fit the funding model under the NDIS (namely,
as part of an individual NDIS participant’s plan) are also
facing the uncertainty that SHOUT did.”
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One option might be to classify funding for such
groups under the health budget.

“That’s up to the ACT government to sort out,” Ms
Lee said. “From an organisation’s perspective, it matters
little whether funding comes from health, disability, or
education, nor, for that matter, whether the funding
comes from the ACT or the Commonwealth.

“What matters is that these are organisations that are
providing a valuable service to the Canberra community.”

Having a precarious funding arrangement was
particularly difficult for organisations helping people
with a disability.

“The lack of certainty has a huge impact on
organisations that are already working on a shoestring,”
Ms Lee said.

“The ACT Government should do everything in its
power to give them certainty about the viability of
their future.”

The second area of concern to Canberra Liberals
was to ensure “specific and appropriate support” for
people living with a disability who also have to navigate
language and cultural barriers, and who might be living
in isolation from a family support network.

“While Canberrais especially welcoming, inclusive and
supportive of people from many diverse backgrounds,
it can still be challenging to settle in a culturally and
socially different community, and perhaps even more so
for those living with a disability,” Ms Lee said.

“Over the past couple of years, 1 have asked the
Minister for Disability about what specific support is
available for people living with a disability who are from
culturally and linguistically diverse backgrounds.

“While there are some fantastic community groups
in Canberra who provide great support generally, there
is a lack of information on culturally and linguistically
appropriate resources available to people who need
them. Without these tailored services, I am concerned
they too could slip through the cracks.”

Ms Lee said this was especially important for those
who experience an unexpected and sudden trauma
requiring them to transition from hospital to life
at home. This included people who suddenly find
themselves facing life with a disability.

The third area of concern to Canberra Liberals was
ensuring greater opportunity for employment. The ACT
Government established a target quota of 3.4% several
years ago to ensure equal employment opportunity in
the ACT Public Service. However, with the employment
participation rate at just 2.2 per cent this “remains one
of the lowest of all state jurisdictions”.

“It appears Labor has abandoned its own values on
this,” Ms Lee said.

“We have some wonderful examples of people who
have engaged their entrepreneurial spirit to establish
socially sustainable businesses to provide employment
opportunities for Canberrans living with a disability.

“Businesses such as GG’s Flowers and Krofne Donuts
are amazing and inspiring examples of what can be
done with strong and passionate leadership, community
support and goodwill. These types of enterprises should
be supported and given every opportunity to grow.

“With employment opportunity and access for the
more vulnerable groups in our community, we cannot
forget broader accessibility issues.”

“When the ACT volunteered to be
the first jurisdiction to transition
to the National Disability Insurance

Scheme (NDIS), the idea was
initially met with ‘much enthusiasm
and fanfare’. Now the gloss had
worn off the scheme.”

Accessibility issues had the ability to deny people with
a disability easier access to employment opportunities.

“Navigating Canberra’s uneven footpaths; accessing
buses that do not allow wheelchair access, a new
timetable that requires people to walk further and
change buses more frequently; accessing buildings which
are not always up to scratch in terms of accessibility are
all issues that many of us take for granted every day and
should not be forgotten while there is so much focus on
the transition to the NDIS,” Ms Lee said.

“The Canberra Liberals will continue to work with
and advocate for people with a disability, their carers
and their families to ensure that these priority areas
are addressed.”

“We all have a responsibility to contribute to making
our city what we want it to be. There is no doubt that a
diverse city is a better city.”



VOX POPULI

Vox Populi

(n) “the voice of the people.” (L)

PWD ACT asked people with disabilities to describe their

experiences of healthcare services and systems. Here are some
of the comments we received (some names and details have been
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Kerry

Tell us a little bit about yourself:

I have lived in Canberra for more
than 30 years. 1 worked in the
Commonwealth Public Service for
20 years before leaving to study a
Masters in Social Work.

What disability issues are you most
passionate about?

Access, employment, health care
and housing.

What are the most frustrating
barriers that you encounter as a

changed to protect the identity of respondents).

person with disability living in the
Canberra region?

Wheelchair access - just getting
around the suburbs can be incredibly
difficult, not to mention the city,
where cut away kerbs can be too
steep or not maintained properly.

Tell us about a time you complained
about a lack of access or inclusion
or wanted to make a complaint:

At the Canberra Theatre where I
complained about not being able to
sit next to the person I went to the
theatre with because of the way they
allocate wheelchair seating.

Ashley

Tell us a little bit about yourself:

[ am a 25 year old student, with
severe anxiety and depression,
which has affected me for over half
my life.

What disability issues are you most
passionate about?

Equality —of treatment and
opportunity. Being treated as an
individual and person, not as an
illness.

What are the most frustrating
barriers that you encounter as a
person with disability living in the
Canberra region?

Lack of social events catering
to persons with social anxiety.
Job inflexibility to cope with times
of illness.

Tell us about a time you stood up
for your rights or advocated for
something to change:

I advocate by participating in
protests, petitions and other online
mechanisms to try to bring about
change.

Tell us about a positive experience
you have had in Canberra recently:
My university beingvery supportive
through assessments through their
access and inclusion departments,
and teaching staff being supportive
and understanding.
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Vijaya
Tell us a little bit about yourself:

I've been doing my drawings since
[ was quite little... 1 like putting
expression and feeling into the
pictures, like the mood of the place
or person. I like using vibrant or
pastelly colours. Black ink is fun too. I
find that it helps me to communicate
and bond with friends and family.
It contributes to my life too, as it
gives me will to go on happily and
productively.

What disability issues are you most
passionate about?

I once did a little course on teaching
adults with a disability. It’s good to
know that we can relate in different
ways. I did this thing once on teaching
people and different learning styles
and this applies to life - seeing the
possibilities of people’s different
approaches to life - and seeing a
variety of people with disabilities

being able to communicate - some
people like music or art - some people
have different ways to make friends,
of building rapport. It’s interesting
that we all have something different
to contribute to each other’s lives.

What are the most frustrating
barriers that you encounter as a
person with disability living in the
Canberra region?

Sometimes there’s isolation issues
- it can be hard finding places to go
that are welcoming and not only
welcoming but comfortable to pass
through or go to. Public places can
be quite difficult, if it’s hard or you're
not motivated. Another negative is
sometimes not knowing about the
positive things that are going on.

Tell us about a time you complained
about a lack of access or inclusion
or wanted to make a complaint:

Places where they didn’t take into
account everyone’s disability or
there was conflict at the service -
and they’re not being sympathetic to
both sides.

Tell us about a positive experience
you have had in Canberra recently:

Staff at the ACT Consumer Network
let you come and visit and have
BBQs, poetry readings during Mental
Health Week. Going to activities
and the Multicultural Festival - it
can be uplifting to do some cultural
activities. Knowing there’s lots of
good things out there gives me hope.
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The Water’s

Daughter

Where being “differently-abled”
has created a whole new form of
expression which is as evocative
as it is uplifting.

Emmaly Wiederholt’s interview with Hanna Cormick
was first published on Stance on Dance <stanceondance.
com> and is reprinted here with permission.

Hanna Cormick is an Australian performer who
worked in Australia, Europe and Asia for 15 years
before encountering a series of severe genetic
disorders. She recently premiered her first piece
since becoming disabled. The Mermaid explores
themes of isolation and non-renewable resources.
In this interview she shares her experience building
The Mermaid and her new perspective on ability.
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What is your history in performance and theatre?

I worked professionally as a physical theatre actress,
dancer and circus performer over a period of 15 years.
Six years ago, I underwent further training at L'Ecole
Internationale de Théatre Jacques Lecoq in Paris, after
which I worked in a series of theatre shows in France and
the UK, as well as performing cirque-cabaret with Apollo
Garcia at Les Douleurs Exquises in Paris and Turkey.
My work aimed for physical perfection and virtuosity.
Using my body was my primary mode of expression.

Can you tell me about your condition and how
it developed?

About three years ago, my body started deteriorating.
It was what we later found out to be a cluster of rare
genetic disorders: I have a severe form of Hypermobile
Ehlers-Danlos  Syndrome, Mast Cell Activation
Syndrome, Chiari Malformation and Dysautonomia.
These disorders affect all my organs and also cause many
secondary issues, such as spinal instability, seizures and
episodic paralysis.

For along time, I didn’t know what was going on. I was
just very sick. I became allergic to everything around
me, and started experiencing injuries and severe pain.
I lost a lot of weight and couldn’t walk any distance
without becoming exhausted. My body was completely
falling apart. It became so bad that it reached the point
where I was no longer able to care for myself, so I had to
return to Australia to be cared for by my family. That’s
when the endless doctor appointments and hundreds
of tests began. It took years of searching, but we finally
came upon these diagnoses.

You recently premiered The Mermaid, your first
performance since becoming afflicted with your
conditions. What was the impetus for the piece, and
what was the process of developing it?

For a long time, I assumed I would never be able to
perform again, nor even be involved in art at all; the
act of creating involves levels of energy I no longer
possess. My conditions are incurable, and my body had
permanently changed in ways I didn’t know how to
process. I was ashamed of these changes. I didn’t want
people to know.

My final performance before I quit acting was at the
Edinburgh Fringe. While there, in my state of increasing
illness, I was drawn to go see a lecture organised by Sick
of the Fringe, entitled “Better Dead Than Disabled,”
featuring the wheelchair-using actress Liz Carr. Part of
her speech was about the social model of disability. It
was the first time I'd been exposed to the concept that
it’s not one’s body that makes one disabled; it’s the social,
cultural and environmental structures. When I became

a wheelchair user myself, I clung to that message to
help me navigate all the internalised “ableism” and
shame I was now confronting.

That understanding of disability was the first seed
of the idea for The Mermaid. In the ocean, a mermaid is
free, but by changing her environment, she is presented
as disabled. It’s not a fault with the body or the person
that causes these issues.

Another thing that caught my eye during Liz’s
lecture were her outrageously beautiful stiletto boots,
the sort an able-bodied person would have serious
trouble walking in. Being able-bodied at the time, I
didn’t yet know that wheelchairs are a freedom, and
not a prison as our culture makes them out to be. I
suddenly saw how, in that instant, her chair gave her
the sartorial upper hand, how she’d turned it into an
object of power. When I became a wheelchair user,
[ started thinking about how I could transform my
wheelchair into a visual asset, to flip people’s idea of it
as something sad or pitiful. The image I present when
I'm in public is already bizarre; I have to wear a full-
face respirator, which is a bit like a gas mask, an oxygen
tank, and body braces. I wanted to push that further,
into something artistic and captivating. I finally settled
on the idea of the mermaid. It was fantastical and
fabulous, something people couldn’t look away from.

Ilness is hidden away by our culture; we don’t like
to be reminded of the fragility of our own bodies. I've
experienced people trying to hide or invalidate me just
to push away that discomfort. I wanted to make what was
happening to me visible, and to speak up for my right to
be seen. There are so many people being made invisible
by mainstream culture, not just the chronically ill and
disabled, but anyone living with difference: people who
are LGBTQ], refugees, or homeless. The different barriers
these groups face are all part of the same injustice -
people whose existence is culturally denied as a means
of denying their basic rights.

That extends to the planet, and the way we wilfully
ignore the damage that’s being done through the
climate crisis, trying to not see the impacts from the
way we live. We are not separate from that damage.
Small actions of others, the way we pollute shared
resources like the air, can have a huge medical impact
upon me. In The Mermaid, my body is a mirror for the
sickness of the earth. There is this whole world of things
that are being made invisible, and are being hurt by
that invisibility; I wanted people to stop looking away.

Visibility became the method to address my own
shame. 1 knew that hiding would only mutate it.
I needed an act of high visibility to burn it out. »
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The social model of disability teaches that shame is
an internalisation of the ableist messages in our society.
There is nothing shameful about bodies with difference,
but there’s this cultural narrative that a disabled life is
worth less than an able-bodied life. Whether you are
able-bodied or disabled, we've all grown up in a world
that tells us there is something wrong with disabled
bodies, that people with a disability should be pitied,
that they should be given charity instead of equity, that
their situation is worse than others.

And there are difficulties with this life. 'm in a lot of
pain, all the time. The isolation is really hard. But the
biggest obstacle people with disabilities face is not our
bodies, but the way society treats us, and the way spaces
and cultural structures are designed explicitly without
us in mind.

The theatre, dance and circus industries fetishise
ability. I did. I equated ability to talent, and I believed
thatIcould overcome anything by working hard enough.
When I became disabled, it required a complete mental
overhaul. I realised how damaging and self-exploitative
my ideas and methods of working had been. It brought
up for me the image of a fossil fuel company draining
and destroying the planet. I had thought I could mould
my body to my own ends, as if it were simply a resource
to serve me.

I could no longer do the things I was known for. Even
so, I tried. I thought I could create something virtuosic.
You see that a lot in disability-based dance and circus;
it focuses on what the body can still do despite the
disability. That’s the mindset I went into this creation
with, still dragging these ability-centric ideas behind
me. I choreographed a wheelchair dance routine, hoping
to somehow prove that all my training still had purpose.

Then, the mermaid costume arrived. I am allergic
to most materials, so the tail had to be made of pure
silicon, which is incredibly heavy, and I was too weak to

14

move with it on. I had to ask: “What do I have to offer
apart from the ability of my body?” It forced me to
move beyond technique and virtuosity. I realised I had
something to say.

The mermaid exists in a liminal space. I became
a bridge between the invisible and visible, speaking
from that hidden world. My personal story became
the narrative. My physical restrictions and my medical
symptoms became my choreographic language. The
unpredictability of my illness became my structure.

I knew doing this performance carried the risk of
triggering areaction which could develop into a seizure,
so I needed to make that possibility part of the work.
I am susceptible to severe reactions to contaminants
within the air: the scent of food and drink, perfume,
clothing, makeup, hair products, smoke... almost
anything can trigger an allergic reaction.

I use protective devices, but they are not enough,
so it is a medical risk to be in public. And this is
exactly what happened during the first performance.
I immediately began having a seizure, and my
collaborator, Christopher Samuel Carroll, blasted a
track by The Everly Ills and held up signs explaining to
the audience that I was having an allergic reaction and
why. That was how that particular performance began.
What was the general response to the performance?

I'm told that during the seizure it was exceptionally
uncomfortable [for the audience]. I guess that’s part of
what I wanted - not to make people uncomfortable for
the sake of it, but to look at something that is, by its
very nature, uncomfortable. Sometimes we must let
ourselves sit in discomfort to see what’s really going
on.

Throughout the text-based sections of the
performance, the audiences were attentive, very
reserved and still. It’s difficult to describe; it was
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a different energy than I've encountered before.
Afterwards, many people reached out to me and
explained how confronting they found the work. One
touching phrase from a director I used to work with
was: “the most soul-pulverising performance I have
ever seen”.

Some people were less receptive. During one of my
seizures, I had been lowered onto a patch of gravel
beside a busy crosswalk. A festival volunteer became
agitated and frightened, and kept asking what needed
to be done. Christopher and our assistant, Lucy, assured
her that it was under control and would pass, but she
was so uncomfortable with my visible sickness that
she felt the need to make up her own artistic rationale,
cheerily yelling to passersby that my convulsions were
an artwork about mermaids out of water, trying to
masquerade the medical reality as purely performative.
I understand the impulse, but when you're trying to
enhance visibility of uncomfortable issues, that’s not
the action of an ally.

Did you feel like any of the press you received was
problematic in its language or assumptions?

Yes, it’sabigissue that the disability community often
talks about. It’s called inspiration porn, and it frames
disability as something that someone has overcome,
for the explicit purpose of inspiring or motivating the
able-bodied. Stephen Hawking died in the days before
my performance. The narrative in the articles about
him were how he was brilliant “despite” his disability
and medical conditions, how he was “confined” to a
chair, and how he “overcame” his disability to do his
work. I found that language problematic.

In my press, there were hints of me overcoming my
disability, but it was most prevalent in the way people
wrote about me on social media. I saw words like
“brave, courageous and inspiring” used to describe me,
which I found quite difficult to take on. There’s bravery
and courage involved in making art, but that’s true for
all artists.

There’s this kind of de-professionalising of work
created by disabled artists. The focus had shifted away
from my work and onto the barriers I faced to create
it. Though this is an important discussion - we cannot
dismantle those barriers to access without discussing
them, and disability visibility and advocacy are
certainly a part of my work - when the media focus is
more on my disability than on the art itself, I feel like I
am no longer viewed as a professional, but rather that
my work is seen as outsider art.

There’s an implicit notion that being disabled
precludes one from being a professional artist. And

maybe it’s my ego that rebels against that box, that
needs to keep being seen as professional, but I feel there
are some thorny conversations about recognition and
validity that are wrapped up in it too.

But it’s a double-edged sword. Resources for people
with disabilities tend not to be given as a recognition of
structural inequalities, but as a kind of charity in which
disabled people must prove they are disabled enough to
deserve those resources. It’s a situation where people
with disabilities are forced to rely upon that sense of
pity just to confront the huge privilege gap. We do face
more hurdles, and we have less access and opportunity,
so sometimes, as artists, we have to lean on that hint of
inspiration story in order to get anywhere.

What are your future performance goals?

This work was my coming out as being disabled.
[ hadn't told a lot of people, particularly in the arts
community. Having made myself so visible through
the performance and publicity was confronting, but
the work itself helped me keep going. Though the
vulnerability required for these kinds of visible actions
is challenging, I'm hungry to pursue where it takes me
as an artist.

I'm interested in developing choreography for my
chair into cabaret-burlesque work, to challenge the
perception of disabled bodies as asexual. Apollo and
[ have mused about reprising our old duo in this new
frame. I'm also interested in engaging in disability
activism. In going through this, it was other people
who have been vocal about their struggles who really
saved me by reframing my perspective.

Any other thoughts?

We don’t do anything alone. Apart from the tireless
support team [ had around me, the organisations that
assisted were invaluable in the realisation of my work.
Art, Not Apart worked very hard to make the festival
a space I could access, even allowing me to be part of
the conversation on where they placed food stalls to
prioritise my safety. Belconnen Arts Centre offered me
a mini artist residency where I could use their venue
for rehearsal outside of hours, so I could be kept away
from other people and triggers. These were supports
that were grounded in the understanding that certain
spaces and resources are traditionally inaccessible to
disabled bodies, and specifically to my disabled body,
and that certain accommodations need to be made,
as an equitable redressing of that imbalance, if we
want to experience the work of disabled artists in a
professional sphere.

The Mermaid had its debut in Canberra in March this year.
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Beauty and
Disability
Finding Femininity

Jamie-Lee Dwyer

ecently someone thought they were complimenting

me by telling me what great shape I was in for a girl
like me. This backhanded compliment just reminded me
how ignorant some people are about disability. We are not
all one and the same and not enough people are educated
about that.

Not enough people look at me and see the person instead
of the wheelchair. 'm a well-educated woman, with a
university degree behind her and a couple of jobs under
her belt. There is so much more to me than just disability,
and yet there are a lot of people out there who treat me like
a five-year-old kid based on my disability alone.

I have seen first-hand the way a disability can be
overcome, as I'm sure many of us will have seen. I have
also seen the way it can take over someone’s life. The
loss of willpower, the zombie-like stares, and letting the
fatigue take over.

Whatever the type or impact of a disability, everyone
has the right to live an active life to the best of their ability.
Everyone deserves the right to an education, something
that is often forgotten about when it comes to disability.
Most importantly, however, everyone deserves to have a
say in the decisions that affect their lives.

When a disabled person goes out in public they can face
physical barriers and difficulties in accessing necessary
supports, not to mention the discrimination they face.
This leads to limited opportunities to find work, study,
and socialise.

Australia ranks lowest among developed countries for
the relative income of people with disabilities. Overall
employment rates for people with disabilities remain
low, with workforce participation at around 54 per cent
compared with 83 per cent for people without disabilities.

Although there has been progress made towards
an equal society for all, we still have a long way to go
regarding disability rights. I know we will get there in the
end, but it will take a lot of people to keep on raising the
issue of disability rights to spur the action forward.
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Jamie-Lee Dwyer is a 27-year-old freelance
writer from Queensland. She has studied and
received a bachelor of journalism with first-class
honours from Griffith University. In between
doing the odd freelance writing job she is
currently writing a fiction book about disability.
This is her “call to action” for everyone to look
beyond obvious limitations to see the unlimited
potential of the real person.

This opinion piece is courtesy of Clickability,
an Australian disability service directory that
features ratings and reviews from the people
who actually use the services rated.
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Beauty and
Disability

More on Finding Femininity

Emma Gaffy

By definition, femininity is a set of attitudes,
behaviours and roles associated with and portrayed
by women. And sometimes, it’s the “superficial” things
like hair, nails, make up and clothes that determine
whether a woman feels feminine. So having a mandatory
style overhaul because of my stupid disability was kind of
hard to adjust to.

Living with a disability can mean that your body is
scrutinised and controlled by others, or restricted by your
circumstances. My long hair had to be removed multiple
times for surgery. Now it’s grown back, mysteriously white
blonde and not brown like it was before It frustrates me
every day that I can’t tie it up (if anyone has tips for tying a
bun or a ponytail with one hand, please share!).

From hair to nails. Now, my right hand is “the claw”.
That’s how I've lovingly referred to it for years. However
it's not so claw-like since my most recent surgery.
They inserted a metal plate running from my elbow to my
wrist, then put pins into the joints of my fingers to stop
them clawing (sometimes I beep at airports).

Last year when flying out of Brisbane the female
security guard actually said: “next time, I recommend you
not have so much metal on you”. (NOTE TO SELF - cut off
arm, remove resin plate from skull and don’t forget my
passport. Easy, right?)

But seriously, I think a woman’s hands, fingers and
nails can say a lot about her. Not everyone is amazing at
applying nail polish on, I know. But it’s annoying when
you actually can’t even try to do your nails yourself.
For years, I had to wait until a steady-handed friend
came over and then casually drop into the conversation
“while you're here, would you mind painting my nails?”
That gets tiresome after a while.

So just before I moved to Melbourne, I started getting
my nails done. Acrylics on my left hand, just a manicure
and polish on my right. Just $20 a month to make me feel
a bit more feminine? Yep, done. Some girls have their
heels, I have my nails.

You guys might be thinking: is she serious? Of all the
issues facing women with disabilities, she chooses to talk
about her hair and nails? But the interplay between beauty
and disability is an important issue that the health care
and disability service industries never consider. Beauty
and disability “aren’t meant to go together”. But they
can, they should and they do.

“Living with a disability can mean
that your body is scrutinised and

controlled by others, or restricted
by your circumstances.”

From the moment I could make decisions, I wanted to
regain control over my appearance. The simplest things
could make a difference. I chose which colour gym pants
to wear to rehab (and the corresponding hat). If T applied
mascara, I could shift the focus to my eyes rather than my
shaved head. And so what if I was in a wheelchair? I could
still wear a little black dress!

Style and beauty don’t go out the window if you've
got a disability. Feeling beautiful and feeling confident,
whatever it takes to achieve that, is just as important.

Emma is a disability advocate, stylist, world
traveller and survivor of brain injury and stroke.
Most of all, she’s a writer.

This article first appeared on Clickability’s blog:
www.clickability.com.au/blog

Clickability is working towards a better
disability service sector by helping users share
their ratings and reviews. Write a review at
www.clickability.com.au/review/
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Disability:

Biggest growth
industry on
the planet?

Greg Zheng is a member of
People With Disabilities ACT

We are born disabled. We die disabled. The A-B
(able-bodied) part of our lives, if we reach it,
is very short.

So we start and end our lives, if we are “good”,
as “carees”, that is, receivers of care, the target-
toys of our carers. Generally our carers have been
very poorly paid. My current carer (wife of 20+
years) takes me (sometimes) to her government
subsidised “Carer Classes”.

Our last shared class was “Pain Management”.
In the 30+ years since my car accident, I now face
the additional pains of old age: incontinence,
spasticity, mood disorders, and so on. As the
course instructors agreed with me, these
disability painscanbe “innoculated”. Preparation
and learning before these events happen is best.
The devils we know are better if we know about
them before they strike. These painful devils are
strongest in their impact on us if we ignore, are
surprised or if we are unprepared for them. Our
course instructors did not understand my desire
to “Love my Disability”. So that is another topic.

BECOME A MEMBER

People With Disabilities ACT welcome new member organisations,

and individual members, to join. There is a nominal cost for organisations,

but individual membership is free.

Contact the office on 6286 4223 or email admin@pwdact.org.au
for information and an application.
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Addressing intersectional
discrimination and

disadvantage

The Federation of Ethnic Communities’ Councils of Australia (FECCA)

is the peak national body representing Australians from culturally and
linguistically diverse (CALD) backgrounds. Siobhan Clair looks at their

recent submission on Australia’s obligations under the United Nations
Convention on the Rights of Persons with Disabilities explored how issues

of race, culture, language and disability intersect in contemporary Australia.

ALD Australians living with disability experience

compound challenges in their efforts to enjoy the
same rights and opportunities as other Australians. These
challenges and barriers became even greater when it
comes to engaging with disability services in Australia,
particularly the NDIS.

The National Disability Insurance Scheme (NDIS) is
an important and groundbreaking policy development.
However, more effort is required to ensure that there is
equity and access for CALD Australians to the scheme and
that the services provided are culturally appropriate. Too
frequently we see the lack of cultural competence in the
assessment process or service providers demonstrating a
limited understanding of the needs of CALD communities
in terms of receiving culturally appropriate care.

The lack of cultural competency among Australia’s
disability service providers is compounded by systemic
issues that prevent CALD Australians living with disability
from easily accessing support services. These include:

« lack of knowledge of the availability of government
supports (information unavailable in languages
other than English or a failure to distribute relevant
information through culturally-appropriate channels);

¢ a system too complex to navigate with no single
defined point of contact;

« under resourced language services; and

« intrusive or impractical assessment procedures.

Many of these problems stem from the absence of a
coherent national strategy focused on Australians from a
CALD background (CALD strategy) living with a disability
to guide policy and programs and future planning of
services to better furnish the needs of this cohort. In May
2018, the National Disability Insurance Agency launched
its Cultural and Linguistic Diversity Strategy 2018, after a
long development process. However, Dwayne Cranfield
(CEO of the National Ethnic Disability Alliance) described
it as “a well-meaning document with no real plan to
effectively implement or measure targets. We’ve lost the
implementation, monitoring and accountability aspects
of this strategy”.

“CALD Australians living with disability
experience compound challenges in

their efforts to enjoy the same rights
and opportunities as other Australians.”

It is evidenced that people from ethnic minority
groups encounter increased social stress.! Experiencing
racism adds to social stress and is considered a possible
specific risk factor for mental illness in ethnic minority

' Kwame McKenzie, ‘Racial Discrimination and Mental Health', Psychiatry, Volume 5, Issue 11, November 2006, pp 383 - 387.
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groups.? Additionally, a significant body of Australian
and international research has highlighted the fact
that immigrant and refugee populations are at higher
risk of severe mental illness, and tend to have higher
rates of diagnosis of psychosis upon presenting at acute
inpatient units, than the host population®. Patients of
CALD background also tend to access specialist mental
health services through emergency hospital departments
at a severe or crisis stage of their condition, and this
then drastically limits their recovery prospects. These
aspects of CALD mental health have been attributed
to pre-migration, migration and settlement stresses
including, but not limited to, torture and trauma
backgrounds, social isolation, unemployment, and an
inability or unwillingness to access mainstream support
services due to these services’ lack of cultural and
language competency. Additionally, persons originating
from collectivistic cultures, in the main characterised
by the central role of the family and community in the
individual’s life, following migration to a new country,
are left without their established support networks which
can have a significant impact on their mental health.

«..fighting racism in Australia
should be high on everyone’s
agenda, from policy makers to grass

root organisations to individuals who
want to live in a society that provides
equal opportunities to all.”

Limited access in economic, cultural, social, civil and
political life impact many areas of a person’s life. For a
CALD person with disability, the restricted access to these
aspects of their life may enhance feelings of acceptance
by society at large - a sense of being outside society as
opposed to part of it.

A recent research study by SBS and Western Sydney
University found that:

¢ 41.1% of Australians believe Australia is weakened by
people of different ethnicities.

20.5% believe that African refugees increase crime
in Australia.

¢ 32% of respondents in the survey reported having
experienced racism within their workplace.

* 32% of respondents reported having experience
racism within an educational facility.

Those who belong to a Language Other Than English
(LOTE) background reported the highest rates of racism:

* 54.1% reported workplace racism,

¢ 55.8% reported racism within various educational
institutions.*

Moreover, the Scanlon Foundation survey in 2017
found that:

* 54% of respondents with an African background had
experienced discrimination in the past year,

« 77% of South Sudanese respondents experienced
discrimination during that period.®

Discrimination based on visible differences cannot be
understated as it profoundly impacts on CALD people
with disability accessing and securing equity in the labour
market leading to possible increased isolation, emotional
and psychological harm.

Therefore, fighting racism in Australia should be high
on everyone’s agenda, from policy makers to grass root
organisations to individuals who want to live in a society
that provides equal opportunities to all. We should
fight against the normalisation of the public discourse
narrative in which groups of migrant communities
are being labelled as “criminal”, “dangerous” and “not
accepting the Australian values”.

The intersectionality of discrimination in the disability
space for CALD Australians is covered by two specific
pieces of legislation: Disability Discrimination Act 1992
(covering discrimination in employment, education,
access to premises, provision of goods, services and
facilities, accommodation, disposal of land, activities of
clubs, sport, and administration of Commonwealth laws
and programs) and Racial Discrimination Act 1975 (covering
discrimination in all areas of public life including
employment, provision of goods and services, right to
join trade unions, access to places and facilities, land,
housing and other accommodation, and advertisements).

In regards to disability discrimination, the figures from
2015 show that:

« approximately one in 12 Australians with disability aged
15 years and over and living in households (281,100 people
or 8.6%) reported they had experienced discrimination

Ibid.

(€ B N U N
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or unfair treatment because of their disability.

« In 2015, the unemployment rate for people with
disability was 10.0%; higher than that for people
without disability at 5.3%.

* According to ABS, over one-third (35.1%) of women
and over one-quarter (28.1%) of men aged 15 years and
over had avoided situations because of their disability.°

Taking employment as one of the human rights
where the two types of discrimination intersect, figures
show that:

« Over one-quarter (27.0%) of people with disability
were working full-time, compared with over half
(53.8%) of those without disability.”

« Almost half of people with disability were not in the
labour force (46.6%), compared with 16.8% of those
without disability.

Although notaware of any specific research looking into
the figures that could evidence the CALD employment and
CALD disability intersection, the above figures provide a
clear indication. We have seen that racial discrimination

and unconscious bias in recruitment and employment
results in candidates with names linked to particular
ethnicities needing to apply for considerably more job
vacancies before being short-listed for an interview,
as compared with candidates with Anglosphere names.?

More research is required into discrimination
intersections, so as to create an evidence base that
should inform improvement of policies in this area and to
develop a coherent systemic effort to address this issue.

“Limited access in economic,

cultural, social, civil and political life
impact many areas of a person’s life.”

¢ Australian Bureau of Statistics - 4430.0 - Disability, Ageing and Carers, Australia: Summary of Findings, 2015.

7 lbid.

& Julia Calixto, “Blind Recruitment: how the ABS Broke its Unconcious Bias”, SBS News Australia, 2 June 2016.

ADVERTISE WITH US

You can ADVERTISE with The Canberra Disability Review

Contact the office on 6286 4223 or email projects@pwdact.org.au
for information about rates and specifications.
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any, many years ago in a whole different lifetime,

I was a revolutionary socialist. We took our activism
pretty seriously. It was all about protesting things and
‘making the arguments’.

Even now, almost 30 years later,  have a memory of that
time within my own experience as a disability advocate.
If activism isn’t "serious’ then, to that part of my mind at
least, it must be ineffective and wasting everyone’s time.

I had this comment on my social media the other day:
“Seeing you do stuff like this is inspiring me to live my
best life”.

The post they were commenting on was a picture of
me wearing a very special hat I had commissioned which
had a black cat and three big flowers sewn onto a rainbow
background. It is what I would describe as ‘very Jeanette’
in that is very colourful, features a cat and is conspicuous
and unconventional. The comment sparked an idea about
style and expression possibly being a form of advocacy.

[ am autistic, have an additional diagnosis of atypical
schizophrenia and identify as being non-binary gender. As
a teen and young adult I was a skinny little androgynous
person wearing dark clothes and hoping not to be noticed.

In the past few years I have embraced shiny things and
bright colours as part of the positive bits of my sensory
experiences as an autistic person. I give presentations at
major conferences in a rainbow wig, have a large selection
of quirky shoes and wore a badge with ‘totally flaming
autistic’ written in bright letters to an event I was speaking
at recently!

My style is shiny and also still quite androgynous.
I am happiest wearing t-shirts, jeans and sneakers and
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a knitted beanie set off with artsy jewellery. People in the
autism community have told me I have my own sort of
“Jeanette style”.

There are a lot of societal expectations around how we
express ourselves through things like our clothing and hair.
How we look somehow becomes an indicator of things like
power and status, socio-economic position and cultural
background. Gender expression is very much bound up in
societal conventions around style.  remember a friend being
uncomfortable when I was looking at apparently ‘male’
handbags in a store once. It hadn’t even entered my mind
that they were gendered or indeed why it mattered which

kind of handbag I picked!
But getting back to disability activism and advocacy...

As I did in my youth, many people who are ‘different’
respond to attacks and bullying by trying to look
inconspicuous and blend in with whatever expectations
exist. I remember when I was younger longing to express
myself differently but being afraid of the reactions of
others. I didn’t want to become noticeable but lately I am
so happy and proud to be myself that I wear the rainbow
shiny things to work!

When I'm dressed in a way I love and I look in the
mirror, I am happy. It affirms my sense of self. And I guess
it actually is political. Everyone has the right to express
themselves to reflect who they are and this expression is
a sign of a number of other empowering things. I suppose
it is summed up in the concept of Pride. That judgement
people have around appearance comes from an oppressive
set of beliefs and challenging that is hopefully benefiting
more people than just me. By dressing and expressing
myself how I choose I am saying to the world ‘T am a proud

autistic person, a proud gender diverse person. Regardless
of what misery I have been subjected to, will choose to look
the way that best expresses my identity and myself.’

“l am happiest wearing t-shirts, jeans
and sneakers and a knitted beanie

set off with artsy jewellery. People in
the autism community have told mel
have my own sort of ‘Jeanette style’...”

My teenage socialist self might have been a little
uncomfortable at me thinking - and writing - about
activism, including appearance and personal style. I do
think that activism and advocacy can be found in many
places and a radical act doesn’t only have to involve a
protest march or petition. I love that my Facebook friend
found my style choices empowering. Thinking that
others might be empowered by my approach to style and
expression just makes it even nicer to express myself the
way I do. If a rainbow beanie results in empowerment
then why question it? My motto for life relates here: ‘Do
what works’!

Jeanette Purkis is an author, public servant and passionate
advocate for Autistic people and their families. She lives in
Canberra and has her own weekly internet radio show called
Jeanette’s Autism Show.
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THE BODY DIVERSE

Intersectional Perspectives
on Disability and LGBTIQ

Identities and Rights

Jessica Abramovic

WCA Canberra runs the She Leads In-Conversation

events to provide Canberrans with the opportunity
to hear from women leaders from different backgrounds
and industries, in a conversational format, followed by a
live Q&A session and networking.

On Tuesday 8 May, YWCA Canberra welcomed Jax
Jacki Brown and Yen Eriksento share their thoughts
and experiences on activism, disability, human rights,
the LGBTIQ community, and equality. Jax and Yen were
invited to share their thoughts and experiences because
the YWCA takes an “intersectional and holistic view” of
leadership which centres marginalised identities within
a feminist framework.

Through discussing queer and disability rights, Jax
and Yen both threw light on new ways of thinking
and understanding the experiences of others, and
strengthened the voices of queer and disabled people
to advocate for inclusivity and equality. Yen began the
conversation by asking Jax what it meant to work at
and write from the intersections of disability and queer
identities.

Jax responded:“for me, intersectionality should be a
political term. We should be using it in the way Kimberley
Crenshaw used it to discuss society and oppression, and
not allow it to just be a marker for diversity.”

Jax went on to discuss societal interpretations
and beliefs around disability, arguing that they were
different to those of queer and LGBTIQ rights. Jax said
that while there is a large push in current society to
consider queer rights and experiences, disability is a
frontier not yet explored.

“We still see disability as a problem of the body or
mind, and not necessarily of an experience that is shaped
by spaces and places and which effects employment and
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relationships, and all those sorts of things.” It is for this
reason that Jax chooses to work at the intersects of her
identities and works to “bring light to these ideas that
people may not have thought of before”.

Yen then went on to ask Jax what was more influential
in her life - her queer identity or her disability identity.
Jax said that she cannot separate those identities, and
to even imagine what she would be like if she were only
queer or only gay was impossible.

“Those identities, those parts of myself, they are
inseparable,” she said.

Jax then talked about how her disabled and queer
identities can, at times, be at odds with each other due
to the way society treats disability.

“One experience that I perpetually face is queer
spaces being inaccessible. You know, queer parties in a
dark room with stair cases lock us out. And in one way
it makes sense, because we have had to hide away from
society... but what that results in is queer disabled people
are locked out, and can’t be in the room for a pash, to
enjoy the party. Because of this, people aren’t used to
imagining disabled people as lovers or as queer.”

Jax went on to explain that within the queer
community, people with disabilities aren’t viewed as
sexual beings, even if they adopt physical signifiers.

“I have all of these physical markers, I've got the
hair, I've got the bow tie, and yet people are still often
surprised that I'm gay,” she said.

“Wearing my sexuality and signalling it is important
to me.”

She then discussed that regardless of how hard
disabled gay people flag their sexuality and interest in
a partner, their sexuality isn’t taken seriously and they
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aren’t viewed as sexual beings. And the reason they
aren’t viewed as such, is tied to both social conditioning
that views people with disabilities as less-than, and built
environments that lock queer disabled people out of
queer spaces.

On the topic of societal views of disability, Jax talked
about a life changing moment for her that effected the
way she saw herself, her disability, and the perception of
people with disabilities.

“One thing for me, and other people with disabilities,
that really changed my life is understanding the social
model of disability that came out of the UK in the 1970s.”

The social model of disability “explains that disability
is actually about a person who has an impairment, and
alongside that, is all the barriers that people face that
make up their disability, as opposed to their impairment.
So, my disability is all the barriers put alongside my
impairment, like the built environment that locks me
out of spaces and places, the job market, and people’s
attitudes - especially those ideas that disabled people are
vulnerable, or conversely, that they are inspirational.”

It was the social model of disability, Jax explained,
that enabled her to work through who she was and
work through the shame she felt about her body, and
eventually, allowed her to learn to love and find pride in
her body and herself.

The conversation then shifted to the intersectional
experience of disabled and queer parenting, the IVF
experience, and medically-expected screenings for
disabilities during pregnancy.

“The queer experience of IVF is prohibitive. There is
no gender-neutral language - you can either be birth
mother, father, or non-birth mother. Why can’t you just
be ‘parent’?”

Jax pointed out that the information slides and
pamphlets for IVF were all hetronormative, displaying
images and comments that suggest only straight couples
were capable of parenting.

She also discussed the prohibitive cost of IVF for lesbian
couples. For example, to access a Medicare rebate for IVF,
all couples must be able to demonstrate there is a medical
reason to undergo IVF.

“In Australia you can get the Medicare rebate after just
one year of trying, but queer people have to wait longer.”

“The queer experience of IVF
is prohibitive. There is no
gender-neutral language - you

can either be birth mother, father,
or non-birth mother. Why can’t
you just be ‘parent’?”

As a new parent herself, Jax could speak about the
pregnancy experience, not only as a queer person, but
also as a person with a disability. She said the pregnancy
experience was “incredibly discriminatory” towards all
disabilities, where nurses and doctors would constantly
urge her and her partner to screen for disabilities.

Such a societal mentality, Jax said, was “screening out
diversity and assuming that the most terrible thing is that
somebody’s body is different, without considering at all
the broader societal aspects. This is a form of eugenics.” »
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It wasn’t just screening for disabilities that was a
problem, but also the screening for intersex diversity,
which was “subjected to similar vitriol as disabilities”.

“It’s very worrying and I'm hoping to do more
activism around this because it’s not something that’s
spoken about,” she said.

Jax said that, in respect to pregnancy and screening,
“disability is always going to occur in the world as
society changes and our ideas of disability changes, and
also, impairments will continue as people get injured
in life and develop an impairment.

“I guess it seems almost inevitable that disabled
people are going to become less as we screen, because
of course we should be screening and terminating,
and yet we aren’t having those conversations, and if
we don’t have the conversations how can anything
change?”

However, Jax also offered a feminist approach to
pregnancy screenings.

“When | get invited to speak at
events, | feel like we are part of

something and that we are doing
really, really good work.”

“It’s hard to have that discussion with feminism,
because it’s always the woman’s choice to choose, and
it’s usually the woman’s responsibility to look after
children,” she said.

“Children with an impairment is, more often than
not, going to fall on to the woman too. And the access
to supports she might have are defined by society and
are often lacking.

“It’s a hard conversation to have, but if I'm being
courageous and acting in intersectionality, it’s a
conversation I must have.”

Jax concluded by talking about change. “When 1
get invited to speak at events, I feel like we are part
of something and that we are doing really, really good
work. And if I shift one person’s mind about disability
and stereotyping - and we can underestimate the
power of that shift - then I know we are working
towards positive change.”
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Shells

Take this shell, this husk,
That causes you mirth
Because | am fat
Because | am thin
Because | am black
Because | am white

Because my expectations, aspirations, 1Q

Don’t match your prejudices
And do what you will.
My inner life isn’t bound
By the inanities
That chain your outer life
1 am free
Perfectly free
To be who | am
Whatever you do.

By stooping to your level
I only play your game,
To your rules.

You will not venture here
To the higher ground
To play mine
Because you fear the view.
So take this shell,
This husk,

And do what you will
For in threatening my world
You only scream
How small is your own.

I come not to judge,
Nor to exile you
From your small Eden
But to offer you my hand
Into a larger world.

If you will but open your heart
And trust
You have taken the first step.
Let your prejudices
Melt
In the starlight
Of your new dawn

Let us be of equals
Not enmity.

Andrew Geraghty 22.9.95
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HELPFUL HINTS

Is my walkin

stick too

long or too short?

Are you using a walking stick Inherited from a friend? Or perhaps it is one
with a beautiful hand grip that had belonged to old Aunt Florence? But is
it the right size, does it suit your needs and - most importantly - do you

know how to use it? Perhaps not...

Avisit to the Independent Living Centre or perhaps
an occupational therapist who will be able to
demonstrate the correct way to measure for a walking
stick for you as well as the correct way to use it.

Most walking sticks these days are adjustable, and are
easily altered to the correct height. Wooden walking sticks
can be cut to the required length, although ensure the
stick is cut straight across and that allowance is made for
the thickness of the rubber tip (ferrule), approximately
6.5mm.

Measuring for a walking stick

Stand naturally upright on a firm even surface, with your
arms hanging loosely at your sides, the distance from the
crease at your wrist to a point on the floor 15 cm from
the outside of the foot provides the correct height of
the walking aid. The elbow should have a bend of 15-30
degrees when holding the handle.

Arm should be relaxed and hanging loosely and handgrip
should be level with the wrist joint.

Handles

Walking sticks come with a variety of handles. The
diameter and shape of the handgrip must be comfortable
and help you maintain a strong grip. Some sticks have a
moulded, anatomically designed plastic handle which fits
the shape of the hand. These sticks are specific to the left
or right hand, so be aware of this if you are borrowing one.
Enlarging a handle with foam tubing may assist someone
with a weak grip.

Ferrules (rubber tip)

Rubber tips, placed on the bottom of the stick, help
prevent the stick from slipping or scratching surfaces.

Aluminum sticks require reinforcement metal washers
inside new and replacement ferrules to prevent the stick
from cutting the rubber. There is a range of ferrules
available, including large diameter (10 cm) for use by
lawn bowlers to avoid damage to the green.

Using a walking stick

A walking stick is generally held in the hand on the
opposite side to the weak leg. By moving the stick and
weak leg forward simultaneously, the stick gives the
required support when the strong leg moves through.
Going upstairs is simple if you know the routine. The
stronger leg steps up first and the weaker leg and stick
follow together onto the same step.

Types of walking sticks

There is a wide variety of styles ranging from the simple
wooden or aluminum sticks to sticks with “tripod” or
“quad” feet when more support is needed. Some are height
adjustable and some are foldable for ease of storage.
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MAKING CHOICES

Diversity In

Decision Making

Living the right to actively participate
in decisions about your own good life.

By Helen Connolly and Sarah Sowry

he ACT Disability, Aged and Carer Advocacy Service

(ADACAS), is an independent, not-for- profit, advocacy
organisation helping people with disabilities, older people
and their carers. ADACAS is part of the Disability Advocacy
Network Australia (DANA), the national representative
body for a network of advocacy organisations throughout
Australia.

Often it is the voices of those who have had help with
advocacy which speak loudest.

“l am going to let them know it is okay
to loosen the reins.”

“| feel better about asking questions now.”

“] feel like they know | can make decisions
now and they listen to me!”

“It is useful to see all these people in my life
and how | can get support.”

“We want to support people...
we don’t always know how.”

“l feel a power in knowing what | want
for my health has been recorded.”

ADACAS continues to build on the research and projects
it has been involved in over the past six years to explore
how supported decision making can enable equitable
access to services for people with disabilities.

Currently, their largest project, exploring how
supported decision making can be implemented as a tool
to enable universal, equitable access to health services in
the ACT, will continue for another year.

ADACAS has learnt a great deal and relish sharing the
learning with our community in all its diversity. Listening
to people about the barriers to supporting decision
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Painting “Lost” by local artist, Emily Treble

making in health care identified by people with disability,
health service providers and carers has further informed
the model we use for supporting decision making.

The network model builds on the unique strengths
and experience that each individual participant has as a
decision maker. It aims to clarify and offer support when
and where it is needed recognising that it is different
for each decision. They aim to capture the “one size fits
one” notion and model and mentor support for decision
making in the health care space that matches this.

ADACAS is very grateful for the collaboration it receives
and has developed a suite of tools to expand the resources
for supported decision making - keep watch for an online
launch in the next few months!

Health is one area of decision making where both
formal and informal substitute decisions occur and
they continue to expand their work - finance, justice,
education to make support in decision making the lived
experience of all.

ADACAS continues to work to support individuals to
participate in decision making, organisations to enable
this and systems to allow it. Its vision is for decision
support to be available when and where it is needed and
in doing so celebrate human diversity. If you would like
to be involved or have some questions, please contact
them on <supportmydecisions@adacas.org.au> or call
02 6242 5060 TTY: 62425065.


mailto:supportmydecisions@adacas.org.au
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