National Autism Strategy - Consultation
30 October 2023

On behalf of the Tasmanian autistic community, Autism Tasmania is pleased to provide
our response to the consultation to inform Australia’s first National Autism Strategy,
(the Strategy). Autism Tasmania values deep, grass-roots connection with the autistic
community we serve. We understand the importance of designing engagement and
consultation processes that fully accommodate the diverse needs for autistic people
and we work to recognise and respectfully collaborate with the organisations and
networks that autistic people chose.

For this reason, we were pleased to support the community engagement activities
delivered in Tasmania by Social Deck consultancy in late September 2023.  Autism
Tasmania led 16 state-wide engagement activities to augment the four Social Deck led
activities. This work resulted in the direct engagement of an additional 135 autistic
people and importantly the submission of their lived experiences and solutions to
inform the Strategy, via this submission.

Our submission includes the following components:

1. Overarching recommendations

2. Autism in Tasmania — State of the State Report

3. Key themes from Autistic community

4. “One thing the Autism Strategy should do...” Video stories from the Autistic
Community Advisory Subcommittee members.

1. Overarching recommendations — Build Reciprocal Capacity
1A - Invest in actions that build the capacity of all members of the community to
ensure full community and economic inclusion through the universal adoption of
neurodiversity-affirming conduct. The depth of this new capacity must:
e Be commensurate with the individual and services roles and
responsibilities.
e Be Embedded in respective professional standards where applicable;
and

e Be matched with clear accountabilities for acquiring and maintaining
this capacity; including penalties for failing to do so.

1B — Invest in actions that build the self-advocacy capacity of autistic persons, to
choose to communicate their unique needs and to expect full community and

economic inclusion.

We highlight two solutions currently being trialed in Tasmania which we believe

are examples of these recommended actions:

1. “Be Open to Autism” Campaign.; and

2. National Assistance Card — Autism Trial in Tasmania.
www.autismtas.org.au/resource-supports/community-engagement/

"4
N

autism

tasmania

Autism Tasmania is the
peak independent voice
for the Tasmanian
autism community.

(03) 6722 5000

autism@autismtas.org.au
www.autismtas.org.au

South (Head Office)
Level 2, 168 Collins St,
Hobart
Mon to Fri: 9am to 3pm

North
39 Tamar St, Launceston
Mon to Fri: 9am to 3pm

North West
9 King St, Burnie
Tue to Thu: 9am to 3pm




2. Autism in Tasmania — State of the State Report ﬁq
On October 2023, Autism Tasmania released this report. (Attachment 1) < >
It's purpose is to “Inform the Reforms” as it a systems view of the array of local, state and L%
national programs and policies; that influence the life outcomes for Autistic Tasmanians. '

)
This report captures the voice of Autistic Tasmanians and recognises that urgent need for aut sm
the National Autism Strategy align the array of reforms currently underway. tasmania
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A Systems View Will Make A Difference

SYSTEMS VIEW

An Autistic Person's life outcomes are impacted by an interface of all systems.
A robust Systems View is critical to effective Systemic and Seif-Advocacy.
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3. Keythemes from Autistic community
The table summaries the key themes arising from the 135 Autistic people engaged through the initial consultation
in September 2023. Detailed advice is included in this submission (Attachment 2).
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4. Innovative Video stories from ACAS members ** (& 'Zaf
The Autistic Community Advisory Subcommittee (ACAS) is a formal subcommittee of < ">
the Board and comprises diverse autistic persons. ACAS is actively engaged with the

National Autism Strategy and:
- Convened a panel discussion titled “The National Autism Strategy should...” at .
Autism Tasmanians AGM on Wednesday 25 October 2023. autlsm
- Created an innovate format to support the autistic community to share their ideas
on the “One thing the National Autism Strategy should do and why”. Seven videos
as examples of this format are included in this submission.
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2. Key Themes arising from Tasmanian autistic community. p ‘|
3. 7 xVideo Stories — Autistic Community Advisory Subcommittee (ACAS) ** submitted

separately. R

NOTE:
Autism Tasmania is a proud and active member of the two national autism
organisations:

- The Australian Autism Alliance ( www.australianautismalliance) and

- The Australian Advisory Board on Autism ( www.autismadvisoryboard.org.au.au).

As systemic advocacy is not currently funded our detailed response to the National
Strategy is included in the respective submissions of our national autism organisation.

Our submission aims to provide additional unique perspectives of Autistic Tasmanians.
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Overview

Tasmania has a large and diverse Autistic community.

We come from every part of society, rich or poor, and from all cultural, language and religious
backgrounds. Autism doesn’t just express itself the same in everyone.

Autism is often not obvious especially in females and older people who have learned to adapt their
behaviour. Not being able to speak does not mean that you have nothing to say.

- Autism Tasmania Community Members

Autism touches the lives of many Tasmanians, from all backgrounds. It is estimated that between 2-3% of
Tasmanians are Autistic (somewhere between 11,400 - 17,100 people).

Nearly every Tasmanian knows someone who is Autistic, and around one in four people have an Autistic family
member.2 There are some very prominent Autistic Tasmanians.

Autism frequently runs in the family with multiple siblings, or parent and child being Autistic. Most Autistic people
have other co-occurring conditions: ADHD, mental health, eating disorders, dyslexia, intellectual disabilities and
epilepsy are common. Some Autistic people don’t speak or only speak in some settings or circumstances. Autism is
often an ‘invisible’ condition that may not be immediately obvious in the ways that many physical disabilities are.

Autistic people want to contribute to all aspects of Tasmanian life.

Despite facing challenges, the Tasmanian Autistic community is filled with skills and talent and people who want to
play an active role in all aspects of Tasmanian life.

Autistic people overwhelmingly want to study, work, volunteer, create, sustain friendships, have families, be
involved in their community and live good lives. If harnessed, the considerable untapped skills and talent of the
Autistic community can make a significant contribution to Tasmania’s economic and community life.

As a group, Autistic Tasmanians have amongst the worst
outcomes in society.

Autistic people face discrimination, bullying and social ostracism all the time because we are different.

- Autism Tasmania Community Members

Although Autistic Tasmanians aspire to a good life, as a group, they experience very poor life outcomes. On just about
any measure, the Autistic community consistently have among the worst outcomes of any disability and vulnerable
population groups including:

. Low rates of school completion, with high rates of school refusal.

. High rates of underemployment and unemployment.

. Extreme rates of mentalill-health (including a seven times greater risk of suicide).
. Poor health outcomes (20-36 years life expectancy gap).

. Extreme levels of marginalisation and social isolation.

Failure to provide adequate and appropriate services for people with autism directly affects the degree to
which they can participate in community and economic life
- Office of the Public Guardian, Tasmania (Senate Autism Inquiry)

Autistic people facing extra challenges (such as having low income; limited English language skills; living with the
consequences of systemic racism; or having substantial levels of impairment) may fare even worse.

These damaging outcomes are unacceptable and avoidable. They create significant harm and huge cost for Autistic
people, their families and loved ones, and the broader Tasmanian community.



Systems, policies, programs and community attitudes shape
Autistic experiences.

The systems, policies, programs and attitudes in Tasmania can make the difference between
an Autistic person being able to contribute, or being left behind; being connected, or being
isolated; being valued, or being marginalised; being enabled, or being disabled.

- CEO Autism Tasmania

A person’s aspirations, opportunities and life outcomes are heavily impacted by their environment.
Autism Tasmania uses a systems approach to understand the surrounding environment that influences an
Autistic person’s experience of life.

That is why we need to focus on systems change. This means shifting the conditions that create challenges
and keep barriers in place for Autistic Tasmanians. In positive or negative ways, all of us can impact the
factors that shape these conditions.

Immediate households, families and loved ones play a critical role in the life of an Autistic individual. Their
capacity is directly influenced by the knowledge, connections and support they have.

Autistic people also interact with the broader community and with services and systems throughout
their lives. These services are delivered by governments (national, state and local), as well as community
organisations, local groups, sporting clubs, private service providers and businesses.

SYSTEMS VIEW
An Autistic Person’s life outcomes are impacted by an interface of all systems.
A robust Systems View is critical to effective Systemic and Self-Advocacy.

Systemic Advocacy Self Advocacy

Autistic

Family, Carers, Guardians Person

Autism Specific Assessment & Services

Early Childhood, Education, Employment, Health,
Mental Health, Housing, Transport, Justice

All Community Inclusion




Community attitudes, laws and regulations, public policy settings, experiences of health care, family supports,
education, employment, disability supports, aged care and social environments can be helpful or harmful; they
can assist and empower or they can alienate and disempower.

Tasmania’s Accessible Island (State Disability Plan) acknowledges that many challenges faced by people with
disability are not due to the functional limitations of individuals but rather by the failure of society to meet their
needs. This is widely referred to as the social model of disability (rather than a medicalised model that focusses on
the individual’s deficits).

Despite the high prevalence of autism, it remains a widely misunderstood condition, and the factors that serve

to enable (or disable) Autistic people have been largely overlooked in many of the disability inclusion and
accessibility efforts to date.

The Senate Inquiry into Autism found that key drivers of poor outcomes include:

Low understanding of autism amongst community and key service provider workforces.
Delays in diagnosis and early support.

Complex and poorly integrated service environments.

Services not designed to meet the needs of Autistic people.

Autistic needs not being addressed in general disability strategies and approaches.

Specific approaches are needed to address the distinct needs of Autistic
people.

Generic disability strategies have proven ineffective at improving life outcomes for Autistic people.
- Senate Autism Inquiry (final report)

There are very few autism related initiatives in the state policy and program landscape. Tasmanians early
momentum on developing autism responses, including through the previous Autism Advisory Panel, appear to
have stalled.

While acknowledging the strong work undertaken in cross-disability policy, generic approaches rarely include
sufficient focus on invisible disabilities, including autism.

Accessible Island (Tasmania’s flagship disability strategy) and its requirements for accessible design (like the
Accessible Event Guidelines) pay little attention to autism. There are a lack of voices for autism on key advisory
groups and in state-funded advocacy services. Other major changes underway (youth justice, employment
initiatives etc) appear to lack an autism lens.

Recommendations by the Tasmanian Autism Advisory Panel (2018 final
report) for a whole-of-government Tasmanian Autism Strategy have not
progressed.




Tasmania is lagging compared to other states when it
comes to Autism Policy.

The systems, policies, programs and attitudes in Tasmania can make the difference between an
Autistic person being able to contribute, or being left behind; being connected, or being isolated;
being valued, or being marginalised; being enabled, or being disabled.

- CEO Autism Tasmania

The high prevalence of autism, the poor outcomes relative to other disability groups, the distinct
challenges faced, and the opportunity to make significant gains with a well targeted and tailored response,
all create an imperative for autism-specific measures to be taken as a complement to broader disability
approaches.

Except for the Tasmanian Autism Diagnosis Service, Tasmania lacks autism specific approaches adopted in
other parts of Australia. Key examples include:

+ Astate autism plan in Victoria (which is a companion to the state’s disability plan)

+ Dedicated autism education initiatives. (Autism Education Hub in Qld and autism lead teachers in SA)
« Autism-specific health system reforms in WA

« AnAssistant Minister for Autism, and a public sector Office for Autism in SA

+ Astate-funded public education / social behaviour change program campaign in Victoria

« Autism employment initiatives in Queensland and Victoria.

While Tasmania is very different to the mainland, it is important that we consider lessons from elsewhere,
and how those ideas might be built upon in our context.

Impending changes that will affect Autistic Tasmanians.

Right now, major changes to the policy, programs and systems environment that will impact the lives of
Autistic people and their families are being developed in Tasmania, and at a national level.

There is a pressing need to join the dots between these upcoming changes, to ensure they are well
informed, well designed, and seize the opportunity to deliver positive changes for Autistic Tasmanians.
Equally critical is the need to ensure that the changes do not have unintended negative consequences for
Autistic Tasmanians.

There are many factors that distinguish us from the mainland, which can be overlooked in national
processes. It is therefore imperative that Tasmania brings coherent and robust positions to national
discussions to ensure that resulting major changes will work well in our state’s context.

The very fluid reform environment comes with significant
opportunities, as well as real risks for Autistic Tasmanians. We

need to join the dots and ensure there are not unintended negative
consequences.




Summary of Major Changes Underway:
(see attachment 1 for more detail)

National Autism Strategy and National Roadmap on Health & Mental Health for Autistic
People

These landmark initiatives will create a dedicated and sustained national focus on Autistic community
outcomes for the first-time ever. They have the potential to drive significant improvements, if well
designed and implemented.

National Disability Insurance Scheme (NDIS) settings are changing following the major
review that is now underway.

Tasmania’s Autistic community will be heavily impacted given the large representation of Autistic
people (particularly children) on the Scheme. Likely directions of change include:
Reducing the flow of children entering the NDIS (instead providing supports via other systems)
Greater definition of what reasonable and necessary supports are and a menu of evidence-based
supports that NDIS will fund (with preference for family-centred supports and those delivered in
natural settings such as home or school).
Different purchasing and pricing arrangements (including ‘social markets’ mechanisms such as
preferred provider panels and changing incentives).
Longer term plans and more contact with planners.
Changed housing supports.

Supports Outside of the NDIS (Community Supports and Mainstream Services)

Itis widely agreed that supports outside of NDIS need to be significantly strengthened. This is the
focus of negotiations between governments, implementation of Australia’s Disability Strategy and the
redesign of national funding programs (including the Information, Linkages and Capacity Building
Program).

As the NDIS was rolled out, the Tasmanian Government (and other States) reduced their delivery and
funding of other (non-NDIS) supports for people with disability. A recent Tasmanian Legislative Council
Inquiry found that there are significant gaps and shortfalls for those not receiving NDIS supports and
called for a range of actions. The Tasmanian Government has yet to publish a response to the Inquiry’s
recommendations.

A national Early Years Strategy (for 0-5-year-olds and their families)

Currently being developed, this Strategy is expected to have a strong focus on children with disability
and supports outside of the NDIS. When considered together with implementation of the ‘It takes

a Tasmanian Village’ framework and the roll out of universal pre-school, this provides significant
opportunity to strengthen supports for young children and their families.




Tasmania’s next disability strategy

This is a highly important piece for the Autistic community as it will guide disability related priorities,
actions and investments in Tasmania for the next decade. The current Tasmanian disability strategy
(Accessible Island) pays little attention to autism, despite its high prevalence.

The Disability Royal Commission

Reporting later in 2023, the Commission is expected to make some grave findings and pointed
recommendations that will drive major changes to prevent and address discrimination, abuse, neglect
and exploitation experienced by the disability and Autistic community.

Disability Inclusion Act (Tasmania)

Tasmania is developing progressive new disability law to advance the rights and inclusion of people
with disability, with Tasmania’s first ever Disability Inclusion Commissioner being appointed.

Jobs Tasmania’s focus on transitions and employment for young people

(as part of the broader youth wellbeing strategy) is a significant development. To successfully deliver
on its mandate around diversity and inclusion, it is critical that autism-responsive approaches are
embedded in this initiative.

Autistic Tasmanians need to “inform the reforms”

With a National Autism Strategy being developed, together with major changes that will impact Autistic
Tasmanians, there has never been a more important time for cooperative action.

Meaningful engagement and active involvement of Autistic Tasmanians, their families, loved ones and allies is
critical to shaping future reforms and informing how change is implemented.

Autism Tasmania has combined experiences shared by our community, with available data and policy analysis to
develop this Autism in Tasmania: State of the State Discussion Paper.

This paper seeks to strengthen our collective understanding of the circumstances faced by Autistic Tasmanians. It
also provides some thought starters about practical opportunities forimprovements in the current environment.
The paper is intended to help inform and advance discussions with Autistic people, their families and loved ones,

government agencies, community organisations and service providers.

We thank the community members and organisations who generously provided input into draft versions of this
paper. Their insights and lived experiences are quoted throughout this paper.

To influence change, we need to work together.







Stronger
support for
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households needing
supports to cope, stay
safe, stay together or
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6. Establish a dedicated

focus on improving
outcomes and

experiences for Autistic

students (across the

education continuum)

backed by targeted
approaches.

7. Support the education

workforce to build

autism understanding

and include autism
training as part of

educator registration

requirements.

8. Establish a service/

« Autistic children and
young people are over-
represented in Out of
Home care. This increases
risk of criminalisation and
homelessness.

o Timely supports to build
household resilience and
capacity make a big difference.

Autistic students have highrate  We received far
of school refusal and early school fewer calls about

leaving. Much can be done to school problems
change this. when Tasmania’s
education
« Tasmania will soon offer department had
two years of pre-school; this autism advisers.

represents a major opportunity
to strengthen inclusion of Autistic Where schools

children in education. are interested,
adaptive, flexible

... it works.

One of my boys
was really thriving
at school because
his teacher

set up a good,
well-structured

pathway to support environment. The

the re-engagement of nextyear... wasa

Autistic children and disaster.

young people into

education. - Tas Autism

Community

9. Embed autism- « Autistic Tasmanians Entering adulthood

responsive approaches overwhelmingly want to with no job, no

into Job’s Tasmania work, but face very high vocation, is a real

initiatives. rates of joblessness and setback.
underemployment.

10. Pilot autism-focussed I had years

employment programs . Major Tasmanian employment ~ of unstable

in a range of sectors reforms underway (including employment, in

and settings, including youth-focussed employment and out of work.

Tasmanian State projects and Regional Jobs Hubs) )

Services. could be designed for autism- - Tas Autism
inclusion. Community




Better 11. Develop a Tasmanian « The Autistic community As my dad aged, he
health Roadmap for Health & has major health (20-36 life was very resistant
and Mental Health for Autistic expectancy gap) and mental to accepting care
tal people to complement health challenges (includinga 7x  from others, taking
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is urgently needed. My child’s diet is
« Tasmania’s upcoming disability  very limited. He
health strategy represents an will only eat white
opportunity for a dedicated focus foods.
on autism.
- Tas Autism
Community
Being a 12. Create more autism  « Many Autistic people and their Autistic people face
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considerations and « Thereis little focus on autism and have more
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Housing
solutions.

Better
experiences
with the
justice
system.

16. Markedly expand the
availability of ‘robust’
housing, including public

and social housing
stock and respite
accommodation.

17. Ensure efforts to

address homelessness

(including youth

homelessness initiatives)

are designed and

implemented to address

the circumstances
of Autistic people

experiencing, or at risk

of, homelessness.

18. Develop guidance,

tools and training to

equip the justice system
and workforce to better

support the specific

needs of Autistic victims,

witnesses, accused/
perpetrators.

19. Ensure the increased
risk factors experienced
by Autistic people are
specifically addressed
in future responses to

sexual abuse.

20. Support cognitive
assessment and NDIS
eligibility screening for
people interacting with
the justice system who
display developmental
or complex behavioural

concerns.

Autistic people face increased
risk of homelessness given
their over representation in out
of home care and the justice
system.

There is a lack of ‘robust’ housing
in public/social housing stock,
emergency respite and SDA
stock. The ‘robust’ category is
designed to reduce the risk of
injury for people with complex
behaviours and those that live
with or visit them.

Autistic people interact with the
justice system at comparatively
high rates as both victims and
those accused of crime. They
are more likely to have negative
and potentially traumatising
encounters with the criminal
justice system.

Much work has been done
internationally that could inform
autism-responsive approaches in
Tasmania’s justice system.

Without state
investment in
dedicated autism
advocacy and
representation,
Tasmania’s Autistic
community are
at risk of being
disadvantaged
in the major
reform processes
underway.

- Australian
Autism Alliance

While behavioural
or developmental
concerns may be
well recognised

in a young person
and appropriate
paediatric referrals
made - they

still may not be
assessed for up to
24 months.

Left waiting and
unsupported, these
children and young
people are more
likely to come to
harm, and exhibit
their distress
through escalating
antisocial
behaviour, with
long term and
sometimes lifelong
consequences.

- Tasmanian Draft
Youth Justice
Blueprint 2022



What Helps or Hinders: The factors influencing the
life experiences of Autistic people.

The overarching factors that influence the life experiences of autistic people
include community acceptance, autism friendly environments, access to
assessment and diagnosis for (all ages), neuro-affirming support and services,
Autistic representation, and stable housing.

Pregnancy and Birth

Autistic mums need extra help. They are more likely to suffer pre-natal
and post-natal depression and breastfeed at lower rates

Autism informed «  Traumatic
and sensory- birthing
sensitive health experiences
and maternal

health supports.

Social stories about
pregnancy and
birthing.

Peer connections.

0 - 3 Years of Age

Early identification and early family supports can make a big
difference.

Early identification of Autistic signs + Delayed identification
and access to timely and affordable
assessment and diagnosis.

Long waits for
Family centred supports and assessment and
capacity building. diagnosis.

Enhanced child health and parenting
supports.

Connections with other families.
Inclusion in playgroup, childcare and

activities (swimming, music classes
etc).

14



3-8 Years of Age

Ability to self-regulate and good supports and connections for the
family is a major issue for both child and family well-being.
Two-years of inclusive pre-school could help us get off to a better start

in education.

Being welcomed and included at pre-
school and school

Being welcomed into
extracurricular activities such as
sport, drama etc.

Connections with other families.
Family capacity building and
supports (including access to respite
care if needed).

High quality early childhood
supports in natural settings

(home, pre-school and school).

Timely and affordable assessment
and diagnosis.

8 - 12 Years of Age

Not attending pre-school.

Lack of support for family
(increased risk of child
relinquishment).

Missing out on normal life
experiences because of spending
too much time in therapy.

Puberty is a big transition for everyone, but especially Autistic young
people. Autism in girls is often detected late than in boys.

Inclusion at school.

Friendships.

Family capacity building, including

navigating transition to puberty.

Family supports (including access to

respite care if needed).

High quality disability supports
(where needed).

Timely and affordable assessment

and diagnosis.

15

Bullying and marginalisation.
Lack of appropriate
adjustments to support school
engagement.

School refusal/
disengagement.

Lack of support for family
(increased risk of child
relinquishment).



13- 17 Years of Age

Sexuality and orientation are big issues with a high proportion of Autistic

people identifying as LGBQTIA+.

Early school leaving is common Autistic children and teenagers are 10 times

more likely to have a hospital admission.

Inclusion at school.

Positive friendships and
relationships.

Autistic connections.

Careers guidance, work experience,
student jobs.

Autism-responsive mental health
and health care.

Tailored reproductive health
information.

Family supports (including access to
respite care if needed).

Disability supports (where needed)

17- 25 Years of Age

Bullying and marginalisation.

Lack of appropriate adjustments to
support school engagement.

Early school leaving.
Lack of support for family (teen years
can involve escalated conflict and risky

behaviours)

Misdiagnosis of mental health issues.

Being equipped to launch into adulthood is so important.
Entering adulthood with no job, no vocation, is a real setback.

Positive friendships and relationships.

Autistic connections.

Inclusion in post-secondary education.

Employment that matches skills and
interests.

Autism-responsive mental health and
health care.

Disability supports (where needed).

16

Lack of independence (and
over dependence on others).

Not working, training of
studying.

Autistic burnout.

Isolation and marginalisation.



25 - 45 Years of Age

So many adults discover they are Autistic after their child receives a diagnosis.

Positive friendships and
relationships.

Autistic connections

Autism-responsive mental health

and health care.

Tailored support for birth and
parenting.

Disability supports (where
needed).

45 - 65 Years of Age

Unemployment or unstable
employment.

Autistic burnout.

Lack of independence (and over
dependence on others).

Isolation and marginalisation.

| had years of unstable employment, in and out of work. Many Autistic people have
a lot of health issues, which can really escalate in middle age.

Positive friendships and
relationships.

Autistic connections.

Autism-responsive mental
health and health care.

Disability supports (where
needed)

65 + Years of Age

Unemployment or unstable employment.
Autistic burnout.

Lack of independence (and over dependence
on others).

Isolation and marginalisation.

As my dad aged, he was very resistant to accepting care from others, taking
medications or changing his routines. Autistic people have higher rates of dementia.

Autism responsive

aged care, including
assessments that factor
in autistic conditions,
sensory care and
interception.

Positive friendships and
relationships.

Autistic connections
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Unemployment or unstable
employment.

Autistic burnout.

Lack of independence (and over
dependence on others).

Isolation and marginalisation.



Much can Help Improve Outcomes for Autistic
Tasmanians

From conception to old age, and right through an Autistic person’s life journey, there are many factors, and multiple
systems, influencing their aspirations, opportunities, experiences and outcomes.

The next part of this paper zooms in on key areas likely to attract significant focus in the next version of Tasmania’s
State Disability Strategy (Accessible Island #2) and the National Autism Strategy.

The following part of this paper focuses on ten of the key areas and systems impacting the
lives of Autistic Tasmanians.

Autism assessment & diagnosis
Autism services and supports
Family and carer support
Education

Employment

Health & Mental Health

Social and community inclusion
Rights and advocacy

Justice system

Housing

OoONDDO A WNK
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For each of the ten areas, this paper seeks to start building a picture of the current state of
play in Tasmania by identifying:

Key issues facing Autistic Tasmanians and their families.

Promising approaches in Tasmania and elsewhere that could be enhanced, built on or
replicated for the benefit Autistic Tasmanians.
Opportunities for action.

Key decision makers and relevant reform processes.

We know our picture will not be complete. There is significant knowledge, experience, ideas and data held by
others (individuals, government agencies, community organisations, service providers) that can fill the gaps and
contribute to more comprehensive representation of the circumstances facing Tasmania’s Autistic community and
the opportunities for the broader community.

There are considerable shortcomings in data relating to Autistic Tasmanians. Availability of the National Disability

Data Asset (anticipated for release in 2024) together with the next version of ABS’s Autism in Australian report (due
mid 2024) should help to partially bridge this gap and provide important baselines against which to track and
measure progress.




A State Autism Plan

The high prevalence of autism, the poor outcomes relative to other disability groups, the distinct challenges faced,
and the opportunity to make significant gains with a well targeted and tailored response; all create an imperative
for autism-specific measures to be developed as a complement to broader disability approaches.
Recommendations by the Tasmanian Autism Advisory Panel (2018 final report) for a whole-of-government
Tasmanian Autism Plan have yet to be progressed.

To avoid a piece meal, haphazard approach, Tasmania needs an overarching autism plan that:
« Ensures mutually reinforcing approaches across and between different parts and levels of government

+ Harnesses community and business support
« Measures and tracks progress.

A state autism plan could standalone or form a dedicated component of the next version of Tasmania’s state
disability plan.

Ideas For Action

1. Develop a dedicated Tasmanian Autism Plan, co-designed with Autistic people and their representatives.




“General disability strategies have failed to
improve outcomes for Autistic Australians -
A whole decade on from the inception of the

NDIS”

- Select Committee on Autism Commonwealth of Australia
March 2022

“Mainstream services and even general
disability services are not designed for
Autistic people.”
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I A Systems View Will Make A Difference
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Indicates that separate Reviews / Reforms are underwhy in 2023/ 2024 and 2025.
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Autism Assessment/Diagnosis

Every moment counts in the development of
infants, children and young people with autism.
Early diagnosis enables access to the time-

critical services and supports which can deliver
developmental benefits and lead to better

life outcomes. Most children seeking autism
assessment and diagnosis in Tasmania are seen,
for no charge, by the Tasmanian Autism Diagnostic
Service (up to 18 years) or St Giles (infants and
younger children).

Children in Tasmania most typically receive an
autism diagnosis at the ages of two or three years
old.? Autism in females is often not detected until
school years.

Key Issues

Many adults are also seeking autism diagnosis
(particularly if their children receive a diagnosis) The
reported benefits of diagnosis include improved self-
understanding and acceptance, a sense of belonging
and identity, access to strategies and supports to
improve their situation, and diagnosis being a helpful
explainer for others.*

Given the cost and wait times, getting an autism
assessment is a privilege for a lot of people. We
took our child to appointments in Melbourne to
avoid the long wait times.

- Autism Tasmania Community Members

Long wait lists for children needing an autism assessment and diagnosis. Public wait lists exceeded 18
months in 2021-22.5 Autism Tasmania estimates over 300 children are currently awaiting public diagnostic
services.

High out-of-pocket costs for private assessments (around $2000 for children and more for adults).Workforce
challenges (including limited availability of paediatric psychiatrists and allied health professionals with the
skills and experience to undertake assessments).

Misdiagnosis, particularly when there are intersecting mental health conditions.

Autism frequently goes undiagnosed or misdiagnosed in First Nations communities.®

Inconsistency in quality of assessment, including for those using on-line services.

Promising approaches

The Tasmanian Autism Diagnostic Service (TADS) was commended by the Senate Autism Inquiry as a
good example of an effective interface between government agencies (education and health).

Training Child Health Nurses and other allied health professionals in the early identification of autism

(as part of the Social Attention and Communication Surveillance research project) provides an
important screening opportunity.




Better Medicare rebates
From 1 March 2023, the age cap on Medicare rebates for autism assessment and diagnosis was
lifted from 13 to 25 years and additional rebateable items added.

National Autism Assessment Guideline
The Guideline is being reviewed and updated. Work is also underway to support
operationalisation the Guideline to improve consistency in diagnostic practices.

Ideas For Action

2. Reduce public waiting lists to no more than three months for children needing autism assessment and
diagnosis.

3. Ensure robust and consistent approaches to assessing autism across Tasmania, based on the National
Guideline, using TADS as an exemplar.

Key decision makers and Processes

Led by the Federal Minister Development of National Autism Strategy

for Disability

Health and Mental Health National Roadmap Health & Mental Health for
Ministers Autistic People

Tasmanian Minister for Development of Tasmania’s next state disability
Disability strategy (Accessible Island #2) and Tasmanian

contribution to the National Autism Strategy.

Autism assessment Implementation of National Autism Assessment
providers Guideline



Autism Supports and Services

The need for autism related supports varies

widely amongst Tasmania’s Autistic community. NDIS numbers:

Some will thrive with an inclusive environment,

responsive mainstream services and an 4,200 Autistic Tasmanians are on the

understanding of their autism. Others may need NDIS.

dedicated supports whether intermittent or

ongoing, low level or highly intensive. Autism is the most prevalent primarily
disability among Tasmanians receiving

There are limited options for therapy services NDIS supports (35%).

for children leading to unacceptable wait

times. Most children and young people
(under 25 years) receiving NDIS

Legislative Council Report, Disability supports are Autistic.

Services in Tasmania 2022

Key Issues

« Thereis little support, outside of the NDIS, for Autistic Tasmanians.”
+  Workforce:
+ Shortages and high workforce turnover
« Little choice between service providers
+ Longwait lists
+ Allied health professionals leaving the public system to join private NDIS services
« Low understanding of autism among key workforces, including NDIS planners and care workers.

« Service gaps for people with complex needs or challenging behaviours reflects provider reluctance to take
them on.

«  Children are often taken out of school to go to therapy and parents spend a lot of time taking them to
multiple appointments.

+ Lack of culturally responsive services for First Nations, with significant additional barriers to accessing
supports.®

« NDIS and service systems are hard to navigate:
+ Hard to know which services and supports are good quality and neuro-affirming.
+ People get caught (and at risk of being over-serviced) by the one provider.
+ Limited funding for support co-ordination to assist people to make best use of their plans.
« Particularly acute problems for people with low English proficiency.

It is not uncommon for services (particularly those operating in a commercial environment) to
withdraw supports which can result in people with no specific health need being admitted to hospital
to ensure their safety.

- Tasmania’s Office of the Public Guardian (Senate Autism Inquiry)




Some providers target people with big NDIS plans and encapsulate them. Support Co-ordination
becomes the gateway and they get funnelled internally into the providers services. It’s a new form
of institutionalisation. They take everything.

- Autism Tasmania Community Member

Promising approaches

+  The major NDIS ‘reboot’ will potentially dramatically affect the Autistic community, given their high numbers
on the Scheme. The upcoming changes create both a huge opportunity for improvement and substantial risks.

« TheAllied Health Expansion Project (a Tasmanian Government/ Uni Tas partnership) introduced Physiotherapy,

Occupational Therapy, Speech Pathology and Dietetics courses from 2022. It aims to build capacity for these
professionals to work with people with autism.

Ideas For Action

4. Explore innovative ways to purchase, provide and arrange disability services to improve efficiency and outcomes
for Tasmanians. Expand supports (including NDIS services) in pre-school and schools.

Key decision makers and Processes

Led by the Federal Minister Development of National Autism Strategy
for Disability

Minister for the NDIS NDIS Review and NDIS ‘reboot’

Tasmanian Minister for Renegotiation of NDIS, development of

Disability Tasmania’s next state disability strategy
(Accessible Island #2), Tasmanian contribution to
the National Autism Strategy.

Tasmanian Minister for Supports in pre-school and school.
Education, Children and
Youth




Support for Families and Carers

Every Autistic child has someone caring for them, More than one-third (37%) of children in
and many Autistic adults require care, either out of home care have a disability. Many are
occasional or ongoing. Autistic and display behaviours of concern.

Because autism often runs in families, many carers
of Autistic children are also on the spectrum.

Despite the wellbeing of parents and carers being
critical to the success of Autistic people, there is
overwhelming evidence that support for parents
and carers is currently inadequate.

Equipping families and carers, from the earliest
days, with autism-support capabilities and
knowledge, carer support services and connections
to peers and opportunities for respite, can make a
huge difference to the home environment, family

dynamics and outcomes for everyone involved. Senate Autism Inquiry Report 2022

Key Issues

. Families and carers often experience social isolation, burn out, health and wellbeing challenges, and
family breakdown.

. Lack of specialist emergency respite care and intensive supports for families where there are
challenging behaviours.

. Some Autistic children attend school for restricted hours and are excluded from excursions, camps,
after school and care and holiday programs. They spend more time at home than their peers, creating a
greater load on parents and carers.

. Autistic children are relinquished or placed into out of home care at disproportionately high rates.

. The Children and Young Persons’ Program (part of Tasmania’s Family Violence Counselling and Support
Services) highlighted the need for a clear framework and specific resources to assist children with
autism to engage fully in the therapeutic process for recovering from family violence trauma.

. The national Early Days program (aimed at parents/carers of Autistic children) has ceased. While there
are generic disability workshops available®, these do not cover in detail the distinct challenges and
enablers for supporting the development of an Autistic child.

. Many Autistic young people are entering adulthood without the necessary skills for independence
(decision making, finance literacy, working, living).

. Ageing parents/carers are concerned about who will provide future care for their Autistic loved ones.

Promising approaches

« Investments under the Tasmanian Government’s “It Takes a Tasmanian Village”!® in preventative
supports for Tasmanian families experiencing complexity (such as Bringing Baby Home, the Sustained
Home Nursing Visit Program and Child and Family Learning Centres outreach and the Strong Families,
Safe Kids Action Plan) are designed to avert problems before they occur or address them in the early
stages. It is critical these programs are autism responsive and know how to connect with NDIS and
disability supports.

+ Care2Serve (delivering the Carer Gateway) partners with Autism Tasmania to reach carers of Autistic
people and provides carer coaching and advice, facilitated groups and emergency respite.

«  Peer networking and support groups play a critical role in strengthening knowledge and connection.
Autism Tasmania and the Association for Children with Disabilities provide peer support for families
and carers.




Victoria’s Family Services Specialist Disability Practitioners work with family services
providers and families to navigate access to supports (particularly for families with Autistic
children with behaviours of concern).

Providing access to regular respite care and core NDIS supports (such as a support worker
visiting a couple of times a day) is helping families to cope, be safe and stay together.

Ideas For Action

5. Strengthen assistance for families needing increased supports to cope, stay safe, stay together or reunite
(including through ensuring they are accessing appropriate NDIS/disability supports).

Key decision makers and Processes

Led by the Federal Minister Development of National Autism Strategy

for Disability

Health and Mental Health National Roadmap Health & Mental Health for
Ministers Autistic People

Tasmanian Minister for Development of Tasmania’s next state disability
Disability strategy (Accessible Island #2) and Tasmanian

contribution to the National Autism Strategy.

Tasmanian Minister for Out of home care.
Education, Children and
Youth



Education is key to life chances. Despite their high There is huge potential to lift the educational
numbers as a group, Autistic students have appalling attainment of Autistic people through much
outcomes at school, and in Further and Higher higher rates of school, TAFE/VET and university
education - worse than most other disability and completions.

vulnerable population groups. Autistic students are in
every Tasmanian school, TAFE and university. Nearly
every classroom will have at least one Autistic student.

Attendance at community preschool
improves the likelihood of obtaining
National Minimum Standard for Grade 3
NAPLAN, compared to other service types.
Autistic students are half as likely to
complete Year 10 than the general

Most Autistic students are attending mainstream
education institutions, while a small proportion
meet the criteria to attend Tasmania’s few disability
specialist schools.™ Schools and universities have

) ] population.
a needs-based funding model for students meeting
eligibility requirements for disability funding (including TAFE is the most common post-school
some Autistic Students.)12 TAFE doeS not. destination for Autistic young peOPIE.
Autistic students are half as likely to
Access to inclusive early learning, schooling, training complete VET or University courses than

and university enables Autistic people to harness their those with other disabilities.
talents and actively participate in community and
economic life.

Key Issues

+ Variable autism understanding and inclusion practices amongst educators and education settings.

« Reasonable adjustments are not well understood and are not consistently applied, ignoring student rights
under the Disability Standards for Education.

+ Restricted attendance is over-used. Children with challenging behaviour are often excluded and some are
not permitted or supported to attend full time.

+  Widespread experiences of bullying and exclusion.

+ High rates of unplanned school moves and high numbers moving to home schooling.

+ Autistic students are over represented among those experiencing school refusal, school disengagement,
and early school leaver numbers.

+ Many Autistic school leavers do not successfully moving into further study or employment.

+ Inhigher education, significant numbers of students do not disclose their autism for fear of discrimination.
Even where disclosure is made, appropriate adjustments are often not understood or implemented.

One of my boys was really thriving at school because his teacher set up a good, well-structured
environment. The next year, with a new teacher and open plan learning, was a disaster.

Some kids seem to be on conveyor belt... from early school dropout ... entry level TAFE ... day programs.
- Autism Tasmania Community Members

We received far fewer calls about school problems when Tasmania’s education department had autism
advisers.

Where schools are interested, adaptive, flexible ... it works.

A common practice amongst the worst of our schools is exclusion. Many schools do not seem to be
adjusting in the way the Disability Standards for Education require.

- Autism Tasmania staff members



Promising approaches

+ Universal access to early learning in the year before kindergarten is being introduced. This will build on
the Working Together Initiative (which offers free early learning to select three-year-olds, including those
with marked developmental delay). Evaluation of this program is consistent with the broader evidence
base, showing that two years of quality early learning before school strengthens developmental outcomes,
particularly for students with disability. Provided these early learning settings are inclusive and autism-
responsive, this initiative could generate substantial benefits for Autistic children.

«  TasTAFE Disability Action Plan contains important actions including: meeting DSE obligations; ensuring
non-discriminatory and accessible selection and enrolment procedures; encouraging disability disclosure
throughout the student lifecycle; specialist staff to coordinate support; a comprehensive range of supports; and
reasonable adjustments and support for transitions.

«  Skills Tasmania’s Disability Action Plan commits to fostering flexible, high quality and innovative VET
opportunities for people with disability; ensuring access to wrap-around support services, reducing barriers
to access and participation in post-compulsory education; and developing evidence-based VET pathways for
people with disability.

+ The University of Tasmania provides peer mentoring for Autistic students and hosts the Australian Disability
Clearinghouse on Education and Training (an online resource on inclusive practices in post-secondary
education).

« Significant autism related resources and training is available to support schools and teachers (such as Positive
Partnerships Program®3, NCCD resources*, Autism CRC and autism education hubs operating in other states).

Strong focus on Autism education in other states
South Australia (from 2023)
. Autism Inclusion Teacher in every primary school and more specialist staff

. Increasing the number of staff in preschools with qualifications in autism
. Expanding early childhood support services in children’s centres
. Supporting schools to sign up to the Autism Friendly Charter

Ideas For Action

6. Establish a dedicated focus on improving outcomes and experiences for Autistic students (across the
education continuum) backed by targeted approaches.

7. Support the workforce to build autism understanding, including through autism training as part of educator
registration requirements.

8. Establish a service/pathway to support re-engagement of Autistic children and young people into education.

Key decision makers and Processes

Led by the Federal Minister for Development of National Autism Strategy.
Disability

Health and Mental Health National Roadmap Health & Mental Health for Autistic
Ministers People.

Tasmanian Minister for Development of Tasmania’s next state disability

Disability strategy (Accessible Island #2) and Tasmanian
contribution to the National Autism Strategy.

Tasmanian Minister for Education reform policy.
Education, Children and Youth




Employment

Autistic Tasmanians overwhelmingly want to work, Many employers, if equipped with the know-how
yet employment rates across the community are and supports, are eager to take on Autistic staff.
very low, with extreme rates of unemployment and
underemployment. In a tightening labour market,
they represent a huge pool of untapped talent.

According to the 2018 ABS Autism in

Research shows there is a sound business case for Australia Report, Autistic people are
the employment of neuro-divergent people as they 3 times more likely to be unemployed
make reliable and skilled employees who can bring than others with disability, and are
their workplaces innovative perspectives, high unemployed at nearly 8 times the rate
productivity and reputational enhancement. of people without disability

So many of the men in my Autistic adult peer group have either never had a job or have not been able
to sustain their work.

Autistic characteristics can be misinterpreted as being difficult, which can lead to HR issues...
Challenges with making small talk and socialising in neurotypical ways stop career progression.

- Autism Tasmania community members

Key Issues

« Lack of effective support for transitioning between education and employment.

« Low rates of employer understanding about how to support and enable Autistic staff through accessible
recruitment and work-based processes.

« Lack of autism responsive support across employment services (Jobs Tasmania, Disability Employment
Services, Workforce Australia etc).

+ Over-representation of Autistic people in closed/segregated employment (Australian Disability Enterprises).

+ Risk of losing Disability Support Pension and concessions by taking employment (which may be difficult to
resume if the job doesn’t work out).

+ Autistic burnout.

Promising approaches

+ Jobs Tasmania (with the Youth Network of Tasmania) is establishing a Youth Employment Community of
Policy and Practice. Diversity and inclusion practices are said to be embedded in all aspects of the approach.
The Youth Connectors program will link young people with industries, jobs, further education and training
opportunities in their local area, supported by the new Regional Jobs Hubs network. A Youth Transitions Plan
(for 18-25-years-olds) is being developed.

+  Employ Me pilot youth project is an ILC funded initiative led by the Brain Industry Assoc Tas in collaboration
with ACD Tas. If well designed, there is potential for Autistic involvement.



People with autism often have to “make do” with services designed for people with intellectual
disabilities, which are often not well aligned...supported employment options can be in busy, noisy
environments which may be inappropriate for people who need to avoid sensory over-load.

Tasmanian Office of the Public Guardian

Public sector employment targets and initiatives.
Australian Public Service 7% (by 2025) includes autism employment initiatives

Victorian Public Services 12% (by 2025) includes autism employment initiatives such as the
RISE Program and the Autism Success Network.

Tasmania’s State Service Diversity and Inclusion Policy and Framework 2017-2020 seeks to
increase employment of people with disability in the State Service although it lacks targets
or specific autism initiatives.

Ideas For Action

9. Embed autism responsive approaches into Job Tasmania initiatives. This should include autism measures in
the youth focussed employment projects and community of practice, and the Regional Jobs Hubs network.

10. Pilot autism-focussed employment programs in a range of sectors and settings, including Tasmanian State
Services.

Key decision makers and Processes

Led by the Federal Minister Development of National Autism Strategy
for Disability Redesign of Disability Employment Services

Health and Mental Health National Roadmap Health & Mental Health for
Ministers Autistic People

Tasmanian Minister Jobs Tasmania initiatives, including youth
for Skills, Training employment.

and Workforce Growth

employment

Tasmanian Minister for Education reform policy.
Education, Children &
Youth




Health and Mental Health

Autistic people face stark health inequalities :

Life expectancy is 20-36 years shorter than the general population.

The majority (50-70%) of Autistic people also experience mental health conditions, with
depression, anxiety disorders, eating disorders, obsessive compulsive and bipolar disorders
being common.

Autistic burnout, often from masking behaviours (chronic exhaustion, skills regression, lower
tolerance for stimuli).

Suicide risk is up to 7 times higher than the general population.

Autistic children and teenagers are 10 times more likely to have a hospital admission.
Autistic children less likely to participate in sports and find refuge in extended screen time.
Autistic mothers high rates of pre- and post-natal depression and lower rates of
breastfeeding.

Higher risk of dementia.

Lower awareness of body signals (interoception) such as pain, temperature extremes and
hunger.

Key Issues

Low autism awareness and understanding is common amongst health and mental health workforces. This
can lead to misdiagnosis, inappropriate treatments and damaging experiences.*®

Major care gaps for people with complex support needs or challenging behaviours.

Health care environments frequently trigger sensory sensitivities of Autistic people.

Autistic communication styles can serve as a barrier (including nonverbal, literal understandings etc).
Long wait lists for psychology and mental health supports and lack of in-patient mental health beds.
High out of pocket costs - including for Medicare rebated services such as psychology and allied health.

Restrictive practices (chemical and physical restraint) are still in use.*”

Tasmania’s Child and Adolescent Mental Health My child’s diet is very limited. He will only eat
services has a practice of turning young people white foods.

with autism away. - Autism Tasmania community members

- Autism Tasmania staff member

Promising approaches

National Health & Mental Health Roadmap for Autistic people

The Disability Royal Commission found there is systemic neglect of Autistic needs in health
services and called for a dedicated Roadmap. The Australian Government has commenced
consultation and design work, which involves the Tasmanian Government and autism
representatives.

WA Autism Health Project

The WA Government and Autism Association of WA are working on project to improve access to
healthcare for Autistic people (barriers, enablers, journey mapping, co-design, evaluation and
training resources). It includes a pilot of specialist dental services.

Autism expertise in Victoria’s new Child and Family Mental Health & Wellbeing Hubs
As recommended by Victoria’s Mental Health Royal Commission, new community hubs are being
established for children and their families which will include autism capability.




Autistic people can experience a range of co-occurring health conditions which are either not known,
are misunderstood or are poorly managed. This can result in poor health and, in some cases, potentially
avoidable deaths.

Education providers are failing to consistently teach health care students about how to provide safe and
quality healthcare for people with cognitive disability, with no specific requirements to teach about this
topic.

- Disability Royal Commission, Healthcare report

Ideas For Action

11.Develop a Tasmanian Roadmap for Health & Mental Health for Autistic people to complement the national
approach. It would focus on building autism responsiveness across state-led parts of the health and mental
health system such as preventive, community health, maternal and child health and public hospitals.
Tasmania’s upcoming disability health plan and investment in building new health and mental health

The Senate Autism Inquiry recommended that the Australian Government work with state and
territory governments and relevant stakeholders to encourage hospitals and public health care
settings to adopt measures to improve the experience of Autistic people. Suggested measures
included: providing guidance about reasonable adjustments; employing autism liaison officers;
quiet spaces in hospitals and health care facilities; autism specialist mental health services and
a strategy for autism training and professional development opportunities for health and mental
health service professionals and staff.

Key decision makers and Processes

Led by the Federal Minister
for Disability

Health and Mental Health
Ministers

Tasmanian Minister for
Disability

Autism assessment
providers

Tasmanian Minister for
Health, Mental Health &
Wellbeing

Tasmanian Minister for
Education, Children & Youth

Tasmanian Minister for
Disability

Development of National Autism Strategy
National Roadmap Health & Mental Health for Autistic People

Development of Tasmania’s next state disability strategy
(Accessible Island #2) and Tasmanian contribution to the National
Autism Strategy.

Implementation of National Autism Assessment Guideline

Mental health system reform

Tasmania’s contribution to National Health & Mental Health
Roadmap for Autistic People

Tasmania’ s disability health plan (consultations started)
Planning for new (and upgraded) health and mental health
infrastructure




Social and Community Inclusion

Many Autistic people and their families experience extreme social isolation:

More than two thirds of Autistic people and parents/carers report feeling socially isolated.

Almost half of Autistic adults sometimes feel unable to leave the house because they are worried
about people behaving negatively towards them and most parents/carers also reporting this.

41.4% of autistic adults experienced discrimination or stigma.

Loneliness and feelings of exclusion negatively impacts mental health and wellbeing, and
hinders engagement in sports, community life, study and work.

The pandemic has exacerbated isolation for some.

Autistic children and their parents are often ostracised by society, even by people we know well.
- Autism Alliance Community Survey 2020

Key Issues

+ Many Autistic people and their families are at risk of ongoing social isolation.

« Community attitudes, and the inclusiveness of clubs, groups and businesses is variable. Low understanding
about autism is widespread.

« Crowds, noise, lighting, smells, colours, spatial features, flooring and other design elements can trigger sensory
processing difficulties. It is common for Autistic people to avoid places because of sensory triggers.

+ Access to (or lack of) information about a place is important. Non-verbal channels, signs, sensory maps and
social stories enable preparation and reduce the unknowns.

» Tasmania’s current disability accessibility initiatives respond to the needs of people with physical disability.
They fail to cater for invisible or hidden disabilities.

I am less isolated and have more things to do around Hobart thanks to the people | have met through
Peer Support: the Autistic Way. Understand that when we interrupt, we are not rude. We cannot always
judge timing in conversations.

| experience the unjust consequences of mainstream and community services that should by now be more
knowledgeable and appreciative of Autistic people, their diverse strengths and needs.

-Autism Tasmania community members

Promising approaches

+ Autism Tasmania’s Open to Autism community education campaign launched late 2022 and included an initial
series or posters and animations to build autism understanding. The Victorian Government has funded a
paid media campaign, Change Your Reactions, to address community attitudes to autism. Evaluation results
revealed positive impacts from this campaign.

+ Peer networks play a crucial role in building connecting and bolstering Tasmania’s autism community by
offering a supportive and welcoming environment and strengthening capabilities as people learn from each
other’s experiences and insights.

+ There are arange of peer support models, including:

- Autism groups connected to Autism Tasmania (including groups for Autistic adults, parents and carers,
and young people).

- Groups connected to the Association of Children with Disabilities or Speak Out (where someone has co-
occurring intellectual disabilities).

+ Asmall number of organisations and businesses across Tasmania have taken steps to create autism
friendly environments such as the Hawks Community Foundation (an Autism Tasmania partner) The team
has undertaken autism training, and innovations, such as erecting a sensory tent at football matches and

community events, creates a welcoming and safe environment.



National Assistance Card Autism Trial (Tas).

The National Assistance Card (initially designed for people with brain injury) has recently
been expanded to Tasmania’s Autistic community. It is designed to make it easier for people
to communicate their unique needs for understanding or assistance, to encourage greater
participation and to build broader community understanding of autism. A lived experience
Autism Trial Advisory Group tailored the National Assistance Card to meet the needs of the
Autistic community.

Gold Coast Airport’s Hidden Disability Scheme

In partnership with Autism Spectrum Australia, Gold Coast Airport has implemented a
comprehensive assessment based ‘Hidden Disabilities’ scheme that includes a range of web-
based resources to aid preparation and predictability for Autistic people and their families,
on-site sensory accommodations and extensive staff training. Significantly, this has led to the
creation of Hidden Disability resources for the Australian Airports Association.

Ideas For Action

12. Create more autism accessible events, venues and environments.

+  Refresh the Tasmanian Governments Accessible Event Guidelines to address autism accessibility
considerations (such as sensory mapping, social scripts and quiet spaces). The current Guidelines are
almost exclusively focussed on physical disability.

Position the Tasmanian Government as an exemplar in autism-friendly environments across state venues.
Incentivise business, community, sports and arts organisations to do the same.

13. Partner with community organisations to extend the reach and impact of Autistic peer support, including
for groups at higher risk of marginalisation (including females, culturally and linguistically diverse, First Nations
and LGBTQIA+ people).

Key decision makers and Processes

Led by the Federal Minister for
Disability

Development of National Autism Strategy

Tasmanian Minister for Health,
Mental Health & Wellbeing

Tasmanian Minister for Tourism,
Tasmanian Minister for Disability,
Tasmanian Minister for Transport,
Tasmanian Minister for the Arts,
Tasmanian Minister Hospitality

& Events, Tasmanian Minister
Hospitality & Events, Tasmanian
Minister Sport & Recreation, and the
Tasmanian Minister for Disability

Development of Tasmania’s next state
disability strategy (Accessible Island #2)

Tasmanian contribution to the National
Autism Strategy.

Autism friendly events, venues and
environments.




Rights and Advoca(y m————

Autism-responsive advocacy support (for self, «  Providing ways for systemic issues to be identified
individual and systemic advocacy) is critical for: and reported to inform good programs, policy and
«  Building community capability. practice responses.

+ Enabling Autistic people and their families to
access and navigate key service systems without
discrimination and ensuring their rights are
upheld.

+ Bringing together the diverse views and
perspectives of the Autistic community.

Without state investment in dedicated autism
advocacy and representation, Tasmania’s Autistic
community are at risk of being disadvantaged

in major national and state reform processes
underway.

+  Ensuring Autistic voices and experience inform _ Australian Autism Alliance 2023

policy and decision makers.

45% of Autistic adults and families/carers of Autistic people do not know where to get help if
experiencing discrimination (in education, accommodation, recreation and leisure).

More than 22% of Autistic adults report not knowing where to get help if experiencing violence,
abuse or neglect.

77% of the general population agree that Autistic people are discriminated against.

Key Issues

+ Autism perspectives are under-represented on government and community-based inclusion and disability
advisory groups. The Tasmanian Government currently has no autism-specific advisory groups.

+ Autistic people often experience barriers in accessing general advocacy services, and such services can lack
the understanding and approaches needed. The Senate Inquiry into Autism called for States to support
autism-specific advocacy services.

« No autism specific advocacy services (systemic, individual or self-advocacy) are funded in Tasmania,
despite the size of the Autistic population and the poor outcomes relative to other disability groups.

+ Speak Out’s advocacy service, although focussed on people with Intellectual Disability, has many clients
with co-occurring autism.

« Autistic clients (children and their families) comprise a significant proportion of ACD’s advocacy client base.

+ Autistic people have featured heavily in evidence given to the Disability Royal Commission, indicating
higher vulnerability to violence, abuse, neglect and exploitation.

Sufficient capacity and sustainability of advocacy supports for people with autism is critical to ensure
the basic tenets of the NDIS, choice and control, are met.

- Tasmanian Office of the Public Guardian Senate Autism Inquiry Submission 2020

State and territory government should commit to funding autism-specific advocacy services as part of
their disability advocacy programs.

- Senate Inquiry into Autism 2022




Promising approaches

+ The Tasmanian Autism Diagnostic Service (TADS) was commended by the Senate Autism Inquiry as a good
example of an effective interface between government agencies (education and health).

+ Although in the mental health area, Flourish is an exemplar Tasmanian model that could be replicated
for autism. Flourish’s Consumer Representative Service (CRS), established with Tasmanian government
funding, supports the meaningful participation of people with lived experience in decision-making forums
such as working groups and committees relevant to mental health. Flourish provides training, mentoring
and support for their consumer representatives. This work is also used to inform understanding of systemic
issues.

+ The Premier’s Disability Advisory Council has a high profile. It meets regularly with Tasmanian
Government Heads of Agencies to discuss issues and monitor agency progress on implementation of
Accessible Island. Autism does not appear to currently be represented on this important committee.

Victoria has several autism specific advisory groups including:

« An Autism Advisory Group to advise on implementation of the Victorian Autism Plan.

« An Autism Education Advisory Group.
« An autism and mental health collaboration.

Autism representation is also explicitly included in the membership of key generic disability and
inclusion advisory groups. Systemic advocacy and participation is supported by multiple state
government departments.

Ideas For Action

14. Ensure Autistic people and their organisations are represented on key state and local government disability/
inclusion advisory committees, and national autism reform processes. Use Tasmania’s Flourish (mental health
consumers) model as a model for enabling and building capability for lived experience participation.

15. Support dedicated autism advocacy - systemic, individual and self-advocacy - to amplify the experiences
and advance the rights of Autistic Tasmanians.

Key decision makers and Processes

Led by the Federal Minister Development of National Autism Strategy
for Disability

Health and Mental Health National Roadmap Health & Mental Health for Autistic
Ministers People

Tasmanian Minister for Development of Tasmania’s next state disability

Disability strategy (Accessible Island #2) and Tasmanian
contribution to the National Autism Strategy.

Premier of Tasmania Premiers Disability Advisory Council




Housing

People with disability are eight times more
likely to live in public housing.

A small portion of NDIS participants receive
funded housing supports

- Supported Disability Accommodation
(SDA) funds specially designed/modified
accommodation (independent or shared) for
people with extreme functional impairment
or very high support needs. SDA stock is
mostly owned by the State Government, who

then head-leases to NDIS registered housing
and support providers, who in tum let it to
NDIS participants.

- Supported Independent Living (SIL) funds
daily services and supports (from regular
supervision to round the clock care) to assist
those who cannot live independently without
it. SIL is being reviewed as part of the NDIS
reboot.

Key Issues

There is little housing stock available that suits families with children with challenging behaviours.

Autism-specific housing challenges sit at

the intersection of disability, housing and
homelessness, and consumer affairs policy. They
crosscut all levels of governments.

These challenges are in addition to the broader
affordable housing shortages facing Tasmanians
more generally (including long social housing wait
lists, lack of affordable rentals and high house
prices).

Children leaving institutional care
are disproportionately represented in
homelessness statistics...

Some young people with disability who are
unable to live in the family home because of
their complex disability support needs can
face significant challenges finding safe, stable
accommodation appropriate to their needs.

- Under 16 Homelessness Tasmanian Policy
Framework

« Despite aspirations to choose where and with whom they live, Autistic people (particularly those with complex
behaviour or intellectual disability) receiving home and living supports via the NDIS often have little choice
but to live in supported group (congregate) housing. Segregated from the broader community, residents’
protections and rights can be precarious, particularly when beholden to a provider that is both their landlord
and service provider.

« Thereisalack of ‘robust’ housing in public/social housing stock, emergency respite and SDA stock. The
‘robust’ category of housing design is intended to reduce the risk of injury for people with complex behaviours
and those that live with or visit them and to minimise neighbourhood disturbance. It incorporates resilient
materials designed to cope with heavy use, safety features and soundproofing. Construction of this very specific
accommodation response is typically not attractive to the market and thus largely falls on state governments to
plan for.

+ Autistic adults frequently remain living in their parents/carers home, impacting independence and parent/carer
roles.

« Autistic people face increased risk of homelessness given their overrepresentation in out-of-home care and the
justice system.

Well-designed housing in the right location can allow for more independent living
arrangements, increased community connection and access to informal supports.

The absence of appropriate housing can result in people with autism requiring
hospitalisation for safe accommodation rather than any medical need.

- NDIS website



Promising approaches

« The upcoming NDIS ‘reboot’ includes an overhaul of Supported Independent Living with the intent of enabling
participants greater choice and control over living arrangements, including for those wanting to move away
from group/congregate housing.

+ The SDA Pricing Review underway intends to drive market investment in innovative specialist disability design
housing. Increased price caps should support an increasing supply of ‘robust’ housing.

+ The current Action Plan under Tasmania’s Affordable Housing Strategy 2015 - 25 includes funded commitments
to construct new homes that are purpose built for NDIS participants with complex and exceptional needs
who require a tailored form of integrated housing and support. This creates opportunity to expand the robust
housing stock.

+ This could be ‘turbo-charged’ by the:

- National Housing Accord, which involves all levels of government working with superannuation funds,
other investors and community organisations to expand the supply and affordability of housing.

- Recent commitment by the Disability Ministers Council to: work together to increase supply of safe,
affordable and accessible housing for people with disability; and work with their Housing counterparts
and task housing and disability senior officials to scope a program of joint work to deliver improved
housing outcomes for people with disability*®

+ Tasmania’s youth homelessness approach® commits to preventative action, including for young people with
disability. It is unclear about the extent to which this work is autism informed.

Ideas For Action

2. Reduce public waiting lists to no more than three
months for children needing autism assessment and
diagnosis.

Improving tenancy rights
To strengthen the rights and safeguarding of
people with disability, Victoria has brought

3. Ensure robust and consistent approaches to assessing Supported Disability Accommodation tenancies
autism across Tasmania, based on the National under their Residential Tenancies Act.

Guideline, using TADS as an exemplar. To date, it is the only state to do so.

Key decision makers and Processes

Housing Ministers (across National Housing Accord, National Housing &
Australia) Homelessness Agreement (due for re-negotiation)
Funding boost for public housing

Tasmanian Minister for Housing Overseeing implementation of Tasmania’s Affordable
Housing Strategy

Tasmanian Minister for Youth Overseeing Tasmania’s U16 Homelessness Plan

Disability Ministers (across Commitment to working together to expand supply

Australia) Zf afgq;;lable and accessible housing for people with
isability

Tasmanian Minister for Disability Developing Tasmania’s new Disability Plan
Minister for the NDIS Reviewing Supported Independent Living

NDIS Quality & Safeguarding Implementation of action plan following their Own
Commission Motion Inquiry into aspects of Supported Accommodation
in January 2023.




Justice

Autistic people interact with the justice system at

comparatively high rates as both victims and those People with developmental disabilities are

accused of crime. overrepresented in family violence and
sexual abuse (seven times higher) and are

The Autistic community are at higher risk of having particularly vulnerable to abuse and neglect.

negative and potentially traumatising encounters

with the criminal justice system.? Of the Autistic adults that responded to the

2020 Autism Alliance Community Survey:

While behavioural or developmental concerns
may be well recognised in a young person and
appropriate paediatric referrals made - they still
may not be assessed for up to 24 months.

Over one-third reported that they had
been involved in the criminal justice
system (as a victim, witness or accused).

Left waiting and unsupported, these children and
young people are more likely to come to harm,
and exhibit their distress through escalating
antisocial behaviour, with long term and
sometimes lifelong consequences.

Two-thirds rated the knowledge and
understanding of autism across police,
courts and prisons as poor.

- Tasmanian Draft Youth Justice Blueprint 2022.

Key Issues

« Some Autistic people have traits that may increase their vulnerability to criminal involvement:
challenges with cognitive processing and reading social cues; communication differences; emotional
regulation difficulties; trusting natures that can be taken advantage of; and co-occurring mentaliill
health.

+ Many Autistic people remain undiagnosed, or misdiagnosed, and do not have supports in place.

+ Thereis limited understanding of autism across the justice workforce and a lack of appropriate
adjustments made to support Autistic victims, witnesses and accused.

« There have been significant gaps in the interface between NDIS supports and people intersecting with
the justice system. The more recent NDIS Justice Liaison Officers and reforms to the Complex Needs
Support Pathway presents an opportunity to address this, including through prevention and early
intervention.

Promising approaches

+  Tasmania’s upcoming youth justice reforms include a specific focus on improving support for
young people with cognitive impairment, and for people with disability more generally. A public
health approach, focussed on prevention, early intervention, diversion and therapeutic model of
custody (in purpose-built facilities) is planned.

« Actions anticipated to follow Tasmania’s Commission of Inquiry into Child Sex Abuse? will focus on
increasing safety in institutional settings and out-of-home care (which have an over-representation of
Autistic children and young people.)



The Developmental Disabilities Justice Toolkit, which is a Canadian resource comprising
information and advice for justice staff (police, courts, prison staff). It addresses communication,
interviewing strategies, challenging behaviours, special considerations in a range if settings and
practical fact sheets.

The Be Safe Resource Collection, which is aimed at preventing sexual abuse and assaults in
individuals with autism, including children. There are resources for Autistic people, incorporating
social stories and resources aimed at caregivers and professionals. The series was produced by
the Autism Services, Education, Resources, and Training Collaborative with support from the state
government of Pennsylvania (USA).

Ideas For Action

18.Develop guidance, tools and training to equip the justice system and workforce to better support the specific
needs of Autistic victims, witnesses, accused/perpetrators.

19.Ensure the increased risk factors experienced by Autistic people are specifically addressed in future responses
to sexual abuse.

20.Support cognitive assessment and NDIS eligibility screening for people interesting with the justice system
displaying developmental or complex behavioural concerns.

Key decision makers and Processes

Tasmanian Minister for Prevention of Overseeing implementation of Tasmania’s Family and
Family Violence Sexual Violence Action Plan 2022-27

Tasmanian Minister for Education, Youth Justice reforms.

Children and Youth
Commission of Inquiry into Tasmanian Government

responses to Child Sexual Abuse in Institutional Settings.
Tasmanian Minister for Justice Refresh of Disability Justice Plan 2017-20

Tasmanian Minister for Police, Fire Refresh of Disability Justice Plan 2017-20
and Emergency Management

Tasmanian Minister for Disability Development of Tasmania’s next state disability strategy
(Accessible Island #2)

Tasmanian contribution to the National Autism Strategy.

Federal Attorney-General and
Minister for Home Affairs

Federal Police and Federal Courts






















Endnotes

1 The most recent ABS statistics (2018) revealed that 3.2% of children aged 5-14 years and 1.1% of 15 -
40-year-olds have an autism diagnosis. Overall, 1.3% of males and 0.4% of females have an autism diagnosis.
Barriers to diagnosis mean that actual prevalence is likely to be much higher. The apparent higher incidence
in younger age groups reflects lower rates of diagnosis among adults. Upcoming ABS statistics (to be released
in 2024) are anticipated to reveal a significantly higher rate.

2Includes immediate and extended family members ACU, Amaze, SRC, 2022. Autism Inclusion Monitor
(publication forthcoming).

3From ECEI data cited in the Tasmanians Government’s submission to the Senate Autism Inquiry 2020

“Australian Autism Alliance, The Autism Dividend: Unleashing the skills, talent and opportunity of Australia’s
autistic community, Submission to the Senate Select Committee on Autism, Aug 2020. Citing results of the
Autism Community Survey.

°TADs received 480 referrals in 2019 (a steady increase from 173 referrals in 2011) which has resulted in
lengthy wait times. This is largely attributed to roll-out of the NDIS and also DoE Educational Adjustment
funding which is based on diagnosis. Around half of those currently assessed by TADs are given an autism
diagnosis.

¢Lilley, Sedgwick & Pellicano, We look after our own mob: Aboriginal and Torres Strait Islander Experiences of
Autism. Macquarie University: Sydney (2019).

"Parliament of Tasmania, Legislative Council Government Administration Committee “B” Report on Disability
Services In Tasmania, 2022

8National Aboriginal Community Controlled Health Organisation, Select Committee on Autism Submission,
Aug 2020.

9Such as the Parenting Resource Centre’s MyTime

Tasmanian Government, Child And Youth Wellbeing Strategy “It takes a Tasmanian Village’ Annual Report
2022

UTasmania has around 200 government schools catering to over 63,000 students, (check). While there are no
accurate figures on the number of Autistic students, in 2019 there were over 1,000 school students known to
the (former) Autism Consultants.

2DoE data shows that as at December 2019, 39 students with autism are in the mid extensive range; 84 in
low extensive: 141 in high substantial; 155 in low substantial; 195 in supplementary; and 229 in Quality
Differentiated Teaching Practice. (Nationally Consistent Collection of Data (NCCD) levels).

13The Positive Partnerships program provides professional development for teachers, principals and other
school staff to build their understanding, skills and expertise in working with autistic school-age students.
It provides workshops, information sessions, and other online resources for parents and carers of autistic
school-age students.

“Education Services Australia has been engaged by the Australian Government to expand

the autism-specific resources and case studies (on the web portal for the Nationally Consistent Collection of
Data on School Students with Disability).
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Robert Austin and Gary Pisano, Neurodiversity as a Competitive Advantage, Harvard Business Review,
2017

15 Recommendations from the 2021 Australasian Society for Autism Research “Health, Wellbeing and Suicide
Prevention in Autism” Conference and Roundtable May 2022

1"The Australian Disability Strategy advances commitments under the United Nations Convention on the
Rights of Persons with Disabilities to reduce and eliminate the use of restrictive practices.
8pjsability Reform Ministerial Council, Communiqué, Brisbane 21 April 2023,

Tasmanian Government, Under 16 Homelessness Children and young people under 16 who are alone and
at risk of or experiencing homelessness: A Policy Framework for Tasmania.

ZInternational Society for Autism Research, Autism and the Criminal Justice System: Policy Opportunities
and Challenges, Policy Brief, April 2022. A project of the Global Autism and Justice Consortium.

2'Tasmanian Government, Department of Education, Children and Young People, Youth Justice Blueprint
2022 Building a connected and responsive youth justice system, Final Draft as of November 2022

2Commission of Inquiry into the Tasmanian Government’s Responses to Child Sexual Abuse in Institutional
Settings is due to report August 2023.
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About Autism Tasmania

Established over thirty years ago by Autistic people and their families,
Autism Tasmania is the peak independent voice for the Tasmanian
autism community.

Autism Tasmania has a dedicated team of staff and volunteers, many
with lived experience as Autistic individuals or family members. We
are governed by a highly committed, Autistic-led Board, who are
supported by an Autistic Advisory Group and a Parents, Friends and
Loved Ones Advisory Group. Autism Tasmania has a large community
of over 3000 members, many of whom are connected with us across
their lives.

We are deeply embedded in the autism community through our
advice line, our regular drop-in sessions, our grassroots network

of peer groups all over the state, our NDIS support co-ordination,

and our events and training. Our recent Open to Autism community
education campaign has reached many Tasmanians. Autism
Tasmania strives for equitable social, economic and life opportunities
for Autistic Tasmanians.

Our mission is to create the right conditions for Autistic Tasmanians
to achieve and to grow community knowledge about autism and how
to make a difference.

About Autism

Autism is a highly prevalent and lifelong condition associated with

brain development that affects the way people experience, sense,
communicate, behave and interact with the world. It affects people from
all backgrounds, cultures and faiths. Between 2-3% of the population
are likely to be Autistic. Autism is experienced to different degrees and
in varied ways. Each Autistic person has unique strengths, interests,
potential, challenges and needs.

While many Autistic people require significant support with daily living,
not all people impacted by autism identify as having a disability. Autism
frequently co-occurs with other conditions, notably ADHD, dyslexia,
epilepsy and intellectual disability. Around 50-70% of Autistic people
also have a mental health condition.

Autism Terminology

The language used to describe autism is important. Many different
preferences are evident and expressed by Autistic Tasmanian’s and
their loved ones. No single terminology preference is right or wrong.
It is respectful to follow an individual’s lead on how they would like to
be referred to (for example: Autistic, person on the Autism spectrum,
person with Autism, person with ASD, person with Asperger’s/
Asperger’s Syndrome). For more information see Autism Tasmania’s

Position Statement on Autism Terminology.
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Autism Tasmania’s
Core Values

Inherent worth:

Autistic people are valuable
members of society,
capable of contributing to
and enriching the lives of
those around them.

Social justice:

Some people need a greater
share of resources to have
equal opportunity.

Individual dignity:

We value individuality and
choice and believe that
everyone should be
treated with respect.

Respecting language and
identity:

individuals have the right to
choose the autism-related
language that they believe
most powerfully represents
them.

Evidence-based:

We value research and
practice evidence and also
use input from the autism
community to inform better
outcomes.

Collaboration and
community:

We value partnerships and
celebrate

the diversity and
achievements of

our community.

Professionalism and
accountability:

We operate transparently
and with the best interests
of our members and

the Tasmanian autism
community in mind.
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Hobart Office
Level 2, 168 Collins St
Hobart, TAS 7000

GPO Box 388,
Hobart, TAS 7001

ABN: 90 215 494 454

Statewide Contacts
autism@autismtas.org.au
(03) 6722 5000
www.autismtas.org.au

Launceston Office
39 Tamar Street
Launceston, TAS 7250
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Attachment 2

Autism Tasmania - Detailed advice from Tasmanian Autistic community

Engagement
# solutions/lived experiences shared 185
# AT captured experiences 201
# of Autism Tas Sessions 16
# People Consulted 135
Experiences and Solutions / Topic Focus #
Understanding 54
Diagnosis 10
First Nations 6
Education 21
Health 2
Mental Health 13
Financial 4
Self Determination 10
Advocacy 7
Community 6
Supports 49
Sensory 6
Review Process 2
Co-Morbidity 2
Employment 6
Housing 1
Change 2
201
Key Quotes

"...It [Education] underpins all other aspects of inclusion and lack of educational achievement affects Autistic people throughout their later lives."

"... We know that Neurodivergent people are more likely to also have additional mental health support needs. If we are to truly see any improvements in the mental health outcomes of Autistic people
then we need to correctly incentivise practitioners to allow them to provide services."

"The beauty of ideas lies in their diversity; even seemingly unimportant ones can spark remarkable transformations."

"Physical environments across the board present barriers for social inclusion."



Key Findings:

1 > Understanding was the reoccurring theme, especially related to increased educator, provider and community understanding of varied and non-stereotypical presentation

2 > Again and again Autistic folk highlighted the damage of media stereotypes like rain man and Sheldon

3 > Multiple people raised the need for sensory accommodations in public spaces like sensory rooms, better quiet hours and not just in government buildings

4 > From both parents, teens and especially late diagnosed adults the need for teachers to be comprehensively educated on the complexity of autism was shared.

5 > Autistic leadership and inclusion of autistic voices was suggested by many and drew strong agreement in groups as a strategy to de-stigmatize and champion autistic wellbeing

6 > Employment and autistic wellbeing walk hand in hand. Both accommodating safe workplaces and the expectation for autistic performance to be realistic and diverse was highlighted

7 > Across the board experiences with diagnosis led to frustration or inaccessibly primary due to financial or waiting list barriers

8 > Support systems for autistic people were often set up in a NT framework making them ineffective at best and actively harmful often

9 > A holistic individualised support approach is needed with a whole of life view

10 > The autistic community is wary of change and distrustful of organisations and government trying to "make them normal"

11 > Lived experience voices are key to change

> Repeated concern and attention was expressed around ensuring the inclusion of "hard to reach demographics" like nonverbal and autistic respondents confirmed their need for their peers of all communication

12 methods to be included

13 >A holistic approach considers co-morbidities liked ADHD

14 > The autistic community is vibrant, proud and capable - society needs to meet them and understand not try to make the autistic community conform

15 > Multiple suggestions of public awareness campaigns with an individualised stories approach through posters, radio and TV

Individual advice

IDENTITY KEY AREAS OF FEEDBACK ADVICE
1 [Autistic Understanding We need people to listen and get educated about autism and autistic people and the value they hold
2 |Parent Diagnosis Easier access to diagnosis - diagnosis is a gatekeeper to the right support & recognition of variance of disability presentation
3 |Unknown Financial Financial help to get diagnosis and supports
4 |Policy Maker Housing Housing - ageing parents and diagnosed kids becoming adults - lack of housing to support to the extent needed
5 |Unknown Mental Health Mental health services capacity - to facilitate diagnosis, later diagnosed, mental health support
6 |Unknown Mental Health Increased Medicare as the psych support doesn't extend to what autistic folk need for support
7 |Unknown Understanding Understanding female prevalence and presentation
8 |Unknown Understanding Upskilling teachers and child protection autism knowledge
. Attendance requirements vs school capability. social worker trained as a spec list in neurodiversity for EVERY school. not linked to
9 |Educator Education e .
specific children
10 |Autistic Education Reduced discrimination and judgment through public education and awareness
11 |Autistic Self Determination Let autistic people stand up and speak on their own lives - self-determination
12 |Unknown Understanding Accessible, affordable, universal resources that are a free system for all - quality access to quality material
13 |Autistic Supports More support for teens and adults on the spectrum - lack after childhood
14 |Business Owner Employment Supported employment - incentive and education for employer for strength based employment
15 |Parent Employment Barriers to access for employment. i.e.. first thing is an interview which is a massive barrier for autistic people
16 | Autistic Community :ZT: ;);‘ :::;lvaildzp.)portumtles - remote/rural location. feeling let down by Autism Tas and limitations of peer and social opportunities




17 |Autistic Understanding Individualised approaches are best society wide
18 |Autistic Employment Support for finding work as a student after high & Tafe/unit
19 |Parent Supports Fear of reduced support via kicking off NDIS
20 [Parent Supports Holistic whole of person approach not just a funding package here and here per issues
21 |Parent Diagnosis Diagnosis is a barrier to supports due to cost and wait times especially for adults
22 |Parent Understanding Genuine understanding of fluctuating support needs
23 |Autistic Understanding Functional capacity might not account for the worst days/ environment effects/ energy effects/ burnout effects
24 |Parent Supports The fear of no available providers when needed and feeling like you need to retain people ready for your worst times.
25 |Autistic Supports Better support for assistive tech and the worry of the year you don't buy then the fund is gone
26 |Autistics Supports "you're stable now" then supports are pulled
27 |Autistic & Parents Supports NDIS is threatening to pull funding - using the NAS and potential changes to care and funding as an excuse
28 | Autistic & Parents Supports Spending funds for fe.ar of the plan being pulled when the money isn't spent but support might fluctuate and be needed later
(uncertainty of security and support)
29 |Autistic Education engaging in managing all the supports and stress can effect educational outcome due to stress and fatigue
30 |Autistic Understanding Understanding of lifelong
31 |Autistic Change Fear in the community that this change will make things worse - distrust
32 |Autistic Change The strategy consultation and process seems rushed - fear of | am just surviving now will this be the change that breaks me
33 [Parent Mental Health Psychology support - not funded on NDIS cause they say Medicare - gap cant refer cause its autism need not mental health
34 |Parent Co-Morbidity Neurodiversity as a whole person approach and including ADHD and others as spreading out makes help less effective
35 |Autistic Understanding Holistic societal approach. seeing the whole autistic person as a person
36 |Parent Supports Consistency of approach in supports
37 |Parent Advocacy Stress of managing the supports can be doing the damage - quality and comprehensive advocacy for individuals
38 |Autistic Diagnosis Extensive financial support for diagnosis
39 |Autistic Supports Increased professionals - psychologists, OT, etc.
40 |Parent Advocacy Support for those who can't advocate for themselves
41 |Autistic & Parents Change What is the point? feeling like it's too little too late
42 |Parent Sensory Inclusive spaces in public for ND just like access ramps and lifts for wheelchairs
43 |Parent Sensory Safer sensory spaces and waiting spaces in hospitals and wards
44 |Autistic & Parents Understanding Changes needed around the concept of "looking autistic" - experiencing discrimination from allied health professionals
45 |Autistic Education Creating safe spaces and rigorous LAP as well as acclimations for autistic students
46 |Autistic Education Focus on bullying and early social exclusion through education - school should be structured to not actively or passively facilitate this
L . Neurodiversity education should be included in the curriculum & training teachers / change the Lense from measuring success by NT
47 |Autistic Education o
communication standards
48 |Parent Education Worried about the solutions producing a segregation of autistic people
L . Autistic culture and thriving communities to retreat to and be with ND's when needed to provide support to engage with wider
49 |Autistic Community .
community
50 |Autistic Understanding Don't infantilise us and underestimate our capability with "Happy Room" "Differently Abled" "easy work sheets" etc
51 |Autistic & Parents Education Teachers aids more widely utilised & individualised support

52

Autistic & Parents

Understanding

Community basic knowledge campaign and targeted training for teachers and providers and health professionals - comprehensive
unit units

53 |Autistic Diagnosis More training and support for early diagnosis
54 |Autistic Education . . . .
Don't spread resources thin. l.e.. 1 TA for multiple students with support needs. teachers classes are too big and need support
55 |Autistic Health Much better initial understanding of neurodivergent people from the second they walk in the door
Media portrayals contribute harm to understanding and produces stereotypes positive and accurate representations would inform
56 |Autistic Understanding } P Y . & P ypesp P
NT's - we don't want a token autistic character
57 |Autistic Understanding More autistic voices empowered in society will naturally lead to better representation




58 |Autistic Understanding Funded educational tv program

59 |Autistic Health Trigger warnings on tv BROADLY for sound, content, flashing, etc for a centralised website where you can look up triggers

60 |Autistic Employment Can be vulnerable to exploitation as prone to be overly compliant

61 |Autistic Employment When burnout or exhaustion or frustration boils up and you speak your mind then fired

62 | Autistic Advocacy Advocacy for employment support in interviews/ negotiation / to touch base with an see if being treated fairly / like an autism
specific union for whole of employment life /personal individual check in by support person if you wanted to opt in

63 [Parent Health Strategy with GP's to have a check in plan to account for difficulties with interoception etc.

L Default state of being overwhelmed or compliant or like a burden might mean you don't recognise warning signs or feel able to raise

64 |Autistic Health
them

65 [Parent Health Dental support. lots of people struggling with dental hygiene and need medical support

66 |Autistic Health Medicinal mushrooms and weed as a help for anxiety and medical chronic pain

67 |Parent Supports Focus on lived experience to provide evidence and context for treatments and supports

68 |Autistic Education Genuine understanding of things like processing time and communication needs

69 |Autistic Self Determination Medical autonomy - not being dismissed and having a full say in medical rights

70 |Autistic Health Medical oversight and assistance to account for family executive dysfunction

71 |Autistic Understanding Education is key

72 |Autistic Sensory The world IS sensory stress

73 |Autistic Health Holistic co morbidity incorporating approach

74 |Autistic Mental Health Support for consistently impacted mental health due to stress at fatigue as existing autistic

75 |Autistic Understanding Less infantilising

76 |Autistic Understanding Stop alienating autistics in society

77 |Autistic Supports Stop defaulting to Fluro lights in public spaces

78 |Autistic Supports Public safe spaces with a key program or facilitated by organisations to host the rooms

79 |Autistic Supports Whole of life approach to supports

80 [Autistic Understanding Understand and accommodate burnout and build in working towards prevention

81 |Autistic Understanding Reduce stereotypical expectation or representations through education programs or similar

82 |Autistic Supports Individualised plans for support and accommodation

83 |Autistic Advocacy An online hub with a provider directory, information, day to day services etc, rights and strong advocates

84 |Autistic Education Online education options for kids but with neurodivergent classrooms

85 |Autistic Supports Community aids for accessing services and filling out applications

86 |Autistic Supports Accommodations for communication styles being input not just what autistic people output

L . ) DSP currently not available if partner is over threshold which means low income for family with high medical needs AND leaves

87 |Autistic Financial . .
people vulnerable to be unable to leave abuse situations

88 |Autistic Supports Required quiet hours in shops when suits us not just on their least busy Tuesday for an hour

89 [Autistic Supports Transport needs to be improved - visual maps, timetables easier to read, announce when stops upcoming, quiet buses?

90 |Autistic Understanding Training hub for professionals to get quality and lived experienced based education about autism

91 |Autistic Understanding . . . . " . .
Integrate communication between autistic communities and provider communities to build empathy and actual compassionate care

92 [Autistic Understanding More research into PDA and the impact on Autistics

93 |Autistic Advocacy The keys are education and personalise advocacy

94 |parent Education Make school supports consistent- good schools have adjusted enrolments listen to children, child guided, safe spaces, inclusive non
isolating social practices like garden club or hobby based inclusion
OT shortages, constant fear of cutting funding if not spent but unable to due to shortage or fluctuating needs, travel for specialists is

95 |Parent Supports . .
hard, stop ABA, celebrate neuro affirmative healthcare

96 |parent Diagnosis Autism needs to be accepted, we are not broken, stop othering us and trying to fix us, diagnosis shouldn't be a bad thing or a burden
or grief.
Empower parents to create sensory safe homes and sensory safe public places should be created and protected as safe to regulate

97 [Parent Sensory

and safe to not be gawked at




Breakdown NT expectation of appropriate and celebrate stimming with info campaign with specific targeted education on autistic

98 |Parent Understanding . . .
culture and expression and variance of expression
99 |Parent Understanding train doctors, teachers and such to catch flags and identify accurately and with genuine understanding autistic kids
100|parent Understanding Eng?ge with us how we are best engaged... i.e.... presenting with wall of info and writing process won't keep ADHD engagement,
don't make your effort to reach us the stumbling block to change
101|Parent Review Process Review process for the strategy should incorporate an ongoing way to share experiences and have a live document to refer back too.
No need to try an get the few that can engage for next review then. Must always be open for lived experience feedback
102]|Autistic Health Q3. Research needs to be co-designed by and with autistic people.
L Q3. Celebrating autism and neurodiversity with all its shades of light and dark. Part of this is supporting families who are navigating
103]Autistic Health . . - s . - s .
diagnosis so that families can meet other families celebrating their autistic identities
104|Autistic Health co-occurring conditions are a huge health burden, affecting our ability to participate full time.
105|Autistic Mental health the strategy should provide a pathway for the implementation of human rights for all Autistic people
106|Autistic Mental Health Government needs to allocate funding to allow some psychologists with ASD, particularly, in females, to BULK-BILL
107|Autistic Supports Lives remotely (Queenstown) can't find suitable support workers, hardly used any NDIS funds in 5yr - access remote areas
108]Autistic Supports Only one bus a day, Queenstown to Burnie
109|Autistic Employment Build employers' understanding of autism/nuances/oddities, training for employees and employers
110]Autistic Understanding We are the same but different - brains wired differently
L . Teachers need to recognise autistic students and that they can go into meltdown/shutdown and become non-compliant but it's not
111]|Autistic Education .
bad behaviour
112|Autistic Education Teachers need to recognise triggers - bullies quickly learn what the triggers are and play on that
113|Autistic Education Teachers need to recognise routine driven
114]|Autistic Education/understanding Would love to see a reduction in the lack of understanding
115]|Autistic Mental Health Would like to see more safe places - Jim has designated safe places in town
116|Autistic Mental Health Important to challenge yourself and know your limits - then have strategies to work around them
117|Autistic Understanding Perception needs to change about how they see us
118 Autistic Understanding Greater rep.resentation of autistic individuals in media,. more autistic people creating media, writing, and producing, media
representation needs to be respectful, accurate, and diverse
119]Autistic Supports Early intervention, behavioural health services, educational support, job training
120 Autistic Self Determination Having people like us on their advisory boards, create listening sessions, focus groups, etc. making their strategy accessible and easy
to understand
121|Parent Understanding Planners for NDIS need better education and knowledge if they are responsible for supports.
122|Unknown Supports NDIS is changing and fear of supports cut. waitlists are long and assessment process is biased and expensive
123|Parent Supports the NDIS PACE system is glitchy and causes loss of support
124|Autistic Diagnosis Access to allied health service MBS funded item numbers whilst waiting for diagnosis upon reasonable evidence from GPs.
125]Autistic Financial Removing the lifetime limits of MBS-funded items from Allied Health Professionals and that these services attract the bulk billing
incentives at the levels specified under the Modified Monash Model 2-7 to incentive services, particularly in regional areas.
Inclusion of more neurodivergent-specific training within medical and allied health degrees for new entrants and funding for training
L . for RTO training places relating to neurodivergent treatment for GPs, Psychologists, Psychiatrists, Paediatricians, OTs, Speech
126|Autistic Understanding . . . . S . S .
Therapists and other allied health professions at an RTO level to increase the availability of support and that this training is guided
by the Autistic community
Inclusion of more neurodivergent-specific training within teaching and childcare degrees/diplomas for new entrants and funding for
127 Autistic Understanding RTO tra?ning places. for existir?g Teachers and. Childcare.workej'rs to assisF with the ongoing sup.port and V\.Iith assi'sting with identifying
Neurodivergent children earlier. In my own lived experience it was a childcare worker who raised behaviours with my son that were
consistent with Autism and led to a diagnosis
L Removing the annual limits under mental health care plans for Autistic and ADHD individuals and the creation of DVA equivalent
128]Autistic Mental Health

rates for Mental health services.




129 Autistic Financial The inclusion of the recently announced increases to bulk billing incentives to apply to MBS Items under the Better Access Initiative.
L Include disability care to the list of exemptions the requirements under My Medicare to be registered with the practice for level b, c,
130|Autistic Health .
d and e telehealth consultations
131 Autistic Mental Health As abc')ve'th.e inclusion of buI.k biIIin'g'incentives at the Ievel.s specifie.d under' the Modified Monash Model 2-7 to psychology and
psychiatric item numbers to incentivise mental health services, particularly in regional areas.
Adding Disability care to the exemption list for telehealth item numbers 91890, 91891, 91892, 91893, and 91894 to allow for
132|Autistic Financial improved access to GP telehealth services where face-to-face access is not always possible and/or may cause additional undue stress
to patients and carers.
133|{Unknown Self Determination Engage continuously in a diverse consultation with autistic voices
Feels aboriginal organisations also need to be educated informed re. autism — has been some tinkering around the edges. Needs to
134|Autistic First Nations be some culturally empowered delivery from lived experience perspective. But also there needs to be some cultural capacity
building as some people haven’t grown up with culture.
135|Autistic First Nations NAS needs to address closing the gap measures.
136|Autistic First Nations Problem with First nations advocacy falling to mainstream services. Need to recognise cultural difference.
137|Autistic Self Determination Need to build young, autistic leadership.
138]Autistic Diagnosis Fiona would like to see a trial site for mobile diagnostic and assessment team/unit.
139|Autistic Diagnosis Early diagnosis is important.
140 Autistic First Nations, Community Need truth telling — experience of autism, let us speak. What works for culturally appropriate practices — have to do it ourselves.
141|Autistic Community Need opportunity for young autistic people to be able to build community around shared experience of autism.
142|Autistic Employment Workforce capacity building needs to be done.
143|Autistic Self Determination Need dedicated First Nations advisory group.
144|Autistic Health Should be free respite services
145|Autistic Mental Health Getting psychology support is difficult, admitting vulnerability as a parent is difficult — worried children will be removed.
146|Autistic First Nations National video/phone link for First nations youth.
147|Autistic Advocacy What is Govt doing to acknowledge visible and supported leaders?
148|Autistic First Nations Trauma and hypervigilance — not great for First Nations people on the spectrum.
149|Autistic Supports Should be more PVO (police violence orders) rather than women having to instigate it.
L NDIS, Closing The Gap, Prime Minister & Cabinet need to come together to meet advisory and continue to meet and receive
150(Autistic Advocacy
feedback.
151|Parent Supports Organisations seem to either target those with physical disabilities or high functioning autistics but there is nothing out there for
Non-verbal autistics who like sport and would like to participate in sporting activities to help with regulation
Information leaflets in a variety of formats which can be handed out to various organisations - schools, doctors, support work
152|Parent Understanding organisations, government organisations, major shopping centres and individuals being diagnosed to assist with education about
autism.
More graduate OTs speech therapists and psychologists are needed and government incentives provided to those practitioners to
153|Parent Supports . .
work/remain in Tasmania
154|parent Understanding | wc?uld like to see non-verbal autistics prioritised in this process as obviously it is exceedingly difficult for this group to articulate
their needs.
155|Autistic Supports Supports and strategy need to be inclusive of adult needs especially late diagnosed.
156|Autistic Education Education on internet safety for autistics
157|Autistic Mental Health Continued investment and research in mental health for autistics/ crisis supports
158|Autistic Community More autistic friendly fun groups or events for ALL ages
159]Autistic Understanding Publicise and normalise autism through media
160]|Autistic Understanding Provider and school education on female autism
161|Autistic Understanding Stop devaluing the struggle of the highly masking
162|Autistic Self Determination Lift up other autistics as the voice of their own community




163|Autistic Understanding Key autism organisations need to listen to be of value

164 Autistic Employment ?nvestment .and individualisgd edu.cation and support to support the brilliance of autistic passion for special interest nan develop
into rewarding and economically viable career

165[Unknown Understanding Change community perceptions

166|Unknown Understanding Involve autistic people in the creation of media and have non stereotyped representations

167|Parent Education Education underpins all aspects of inclusions

168|Parent Supports One size fits all approach doesn't work

169|Parent Supports Provider restraints for support access in remote areas

170|Parent Supports Bureaucratic process and paperwork is a stumbling block to autistic access to support on participant and provider sides
Physical environments across the board present barriers for social inclusion - requirement for sensory accessible areas in all

171|Parent Sensory -
buildings

172|Parent Education Don't victim blame autistic kids for behaviour or school attendance.

173|Parent Employment Disability employment services have limited understanding of autism and capability

174|Parent Diagnosis Full cost of all assessments for autism covered by Medicare

175|Parent Supports Programs such as ABA need full research

176|Parent Diagnosis Focus on comorbidity - diagnosis of ADHD should trigger autism screening

177|Parent Understanding Community posters with focus on individual stories

178|Parent Supports Exhausted parents need more help.

179|Parent Understanding Understand PDA

180|Parent Self Determination Disability Pride - lets challenge stereotypes

181|Parent Employment More support in education to employment transitions

182]|Autistic Supports Lifespan health and wellbeing and access to education

183|Autistic Supports A system to study, monitor and improve autistic wellbeing

184|Autistic Review Process Reasonable and actionable goals

185|Autistic Supports Those with duty of care to autistic people need to know their strengths and have good communication

186|Autistic Supports Access to good providers like OT, psych, support worker can change lives

187|Autistic Understanding Education > awareness > acceptance

188|Autistic Self Determination Better assisted communication for autistic people to help advocate for themselves

189|Autistic Community Confidence is grown by connection with other NT's (peer groups)

190|Autistic Mental Health/ Supports Autistic dedicated helpline like lifeline

191]|Autistic Diagnosis Formal diagnosis MUST be financially accessible for all

192|Autistic Understanding Change stigma and promote positive role model's

193|Unknown Sensory Better sensory hours and staff with dedicated knowledge for education, Centrelink, government offices

194|Unknown Understanding Less stereotypical autistic representation in media

195(Unknown Understanding Educate teachers and government on sensory overload

196|Unknown Employment A lot of jobs for autistic people are limited hours and other jobs are unsupported

197|Unknown Supports Make sure all autistic people with varying support levels are accommodated and supported

198|Autistic Understanding Change perceptions of the community

199|Autistic Understanding Involve autistic people in how media represents us

200|Autistic Supports More focus on early intervention, behavioural supports, job training

201|Autistic Self Determination Include us on advisory boards, listen, focus groups









