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Dear Minister Butler

- lam writing on behalf of the Australian Advisory Board on Autismi Spectrum
Disorders in support of the proposed blueprint to transform mental health and soclal
participation In Australia as récommended by the Independent Mental Health Reform

Group,

As you are aware, mental health lssues are experienced by many individuals living

. with an autism spectrum disorder (ASD) and as such, we ask that you givé this
proposal dug consideration, We also ask that you give specific consideration to the
unique needs of people with an ASD and the mterface between dlsablllty arid mental
health systems. )

The Australian Advisory Board on Autism Spectrum Disorders is the natlonal peak
body representing people who have an ASD, their familles, carers and helpers,
Through its members, the Advisory Board reprasents a signlificant number of
Australlan cifizens wha live with an ASD and who are members of, or who obtaln
services from, the Adwsory Board's member orgamsauons .

Please find enclosed a copy of the National Cal| to AOthﬂ released as part of World
Autlsm Day (2 April) and Autism Month. ) .

1 can be contacted on 08 8379 6976 or 0422 846 586 if you require additional
information,

Yours sincerely

Jon Martin
Chair

DHjee: B'mmfny 1, Leve] 2, 14 Aquatic Drive, Feunchs Foresu NSW 2086 Fastal: PO Bux 381, Forestyille NSW 2087
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Autism Spectwm Disorders

National Call To Action

The Australian Advisory Board on Autism Spactriim Disorders is the nafional peak body
representing people who have an autism spectruni disorder (ASD), their families, garers and
helpers, Through its menibars, the Advisory Board represents a significant number of
Australian citizens who live with gn ASD and who are mémbers of, or who obtain servicés
from, the Advlsory Board 8 member organlsatlons

The National Call to Action is the resulf of a collahorative approach between all autism
associations in all States and Territorles and has identified a number of criical imperatives for
the Autism Spectrum community We appeal {o policy makers in'the Australian corifiunity to
ensure effective resourcing and structuring of future service delivery,

Call fo Action 1: Access To Diagnosis .
We call for access to timely and affordable dlagnosfs for both metropolitar and regional

Ausfralia that ensures:

« A naflonal experience of no.more than 8 months wait time for a diagnosis
» A national benchmark for a multl-dlsclplmary approach to diagnosis

¢ Extended Medicare rebates are avallabla for diagnosis.

This wnll be achieved hy:
s A national benchmark for the funding of the diagnostic-process
o Comprehensnve workforee capacity developiment strategles.

This is a critical prlority for the following reasons:

o Families and individuals can walt up 1o 24 moriths for & diagnosis

A time delay créates additional fristration and stress on family members
DlagnOSIS is the critical star’ung point for families to acgess services
Diagnosis is often a s;gnlﬁcant financial expense for the Tamily
Diagnosis can be difficult to obtain in rural and remote areas.

Call to Action 2: Offlcta'l Reporting of Autism Spectrum Disorders
We call for the establishment of a National ASD Register to ensure the collection of quality

data across Australia that enstires:

o Acturate profiling of ASDs iri Austfalia at atly.one pointin time and fo desiribe frends
over time

s Informed decision-making regarding pohcy, services, cliniical pratice and workforce
developmment

o Detailed data for clinical reséarch and popuiation hdsed -analysis.

This will be achieved by:

o The establishment of a National ASD Reglster as proposed by the Australian Adwsory

Board iri 2008
s Gdvernment action to include ASD on regxsters such as the Australian Bureay of
Statistics (ABS) and the Ausiralian Institute of Health and Welfare (AIHW). .

This is. a critical priority for the following reasons:
« There is an increase in the number of individuals diagnosed with an ASD

o State, Teiritory and National data is.essential for planning purposes -
o There are existing deficiencles in the comprehensiveriess of Jnformation available and
mcons:stenc;ies indata collectlon between states/territorles.

Diticer Bmldmg 1. Level 2,12 Aquatis Drivey Ft;nc_hs Furest NSW 2088  Postal: PO Box 361, Forestyille NSW 2087
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:all fo, _Early Ve ing Children (aged 0-7 years)
We call for early mtervenﬁon SerVides that ensurs
o Every child has ageess to a minimum 20 Fours of ASD-spedific intérvention per week
o Await perlod of ho rijore thaih 3 months between diagnosls and sewice provision
» Equitable agcess for all ctilldren with special consideration given to families in rural and
remole reglons.

This will be achieved by;

e Anintrease in resourcées allacated that ensures the benchmark for mtervention
intensity is achleved

o The establishment of national service standards and codes of conduct for the deh\/ery
" of garly Infervention services.

This is a eritical priority for the following reasons:

e Research demonstrates that early infervention leads to better- outcomes

-e "There are a number of significant stressors that impact or both the famlly and individual
that are exacerbated by an unresponsive sepvice system

e Sustalnable positive outcomes are achieved by provliding effective support In the sarly
years,

The Advisory Board's Position Paper on Early Intervention Services may be found at
www.autismadvisoryboard.org.au

Call to Actlon 4: Education-
We call for educational services for schiool aga children with an ASD thatensure
e Every child has access to an appropriate educatiorial service appropriate to hisfher
needs in compliance with the federal Disability Discrimination Act (Education
Standards, 2005)
o Educational services are based on sound evidence and quality indicators
o Al government and non-government educational sectors provide educational services
appropriate to thé needs of children with an ASD
¢ Educational sérvices are responsive to alf childien across the autism spectrum,
including ctildren with Aspérger disarder who are frequently not dfagnosed until they
 areatschool
o "There are a range of educafional services for children With an ASD from specialised
© autism-specific programs to mainstream programs with appropriate adjustments
.o Thereis a walt penod of no more than six months between appllcation foran
educational service and enrolment
o Educational programs and services address the needs of speech, social skills,
' behavrour and sensory issues ard family support,

Thls will be achleved by

e Anincrease inresources allocated Spemf cally for appropriate rieeds-based educa’uonal
sefvices across government and rion-governiment educational séclors

e Improving the capacity of generic and specialised educational sejvices to respond
through the Increased provision of trainihg, education and consultancy support

o Increased collaboration between government and non-government educational sectors
and across agsncies, '

) Ufﬁo'm Budding 1, Levet 2 14 Aquatic Drive, Fronchs Forrsi NSW 2086 Postal: PO Box 361, Forestnlie NSW 2087
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This Is a eritical priority for the following reasons;
o Research indicates that posifive autconies are achleved by the provision of appropriate
. educational services related t6 the ngeds of children with AsD

o 'There is an increase in the number of children didgnosed with ASD thai require
specialised educatiorial stipport

o Tllﬁre is a lack of educational programs and services thaf support the needs of children
wi ASD

) Thﬁr: Salr)e high rates of exclusions, suspensnons and part time scheoling for children
wit .

The Advisory Board's Position Paper oh Education may be found at
www.dutisimadviséryboard.org.au ,

Call to Action 5: Family Support, Assigtance And Resglt

We call for the developinent of a comprehensuve and integrated system of providmg
support to families that ensures:

o Families have access 16 a range of models for support and respite

Models of support are flexible and responsivé to the needs of families

Specific services are tardeted at meeting the needs of siblings of a person with ASD
Specialised services are available for people with exceptional needs

Generio services have capacity and capability to provide appropriate support
Ageing carers of adults with ASD have access fo flexible and affordable respite.

This will be achjeved by:
o (athering accurate data on the nafure and extent of the need for family SUpport to
assjst with future planning and effective resource allocation
e Improving the capdcity of generic services to respond through the prov!smn of training,
. education and consultancy
s Ongoing collaboration between the public, private and voluntary sectors.

This is a eritical priorlfy for the following reasons:

e Proactive strategles decrease the likelihood of family breakdown, preventing
progression to rriore expensive crisfs resporise

o It improves quality of [Ife outcomes for both famjljes and individuals

o Communjty awareness, knowledge and uriderstanding Is iniproved.

gll to Action 6: Services fo Adults. w!tb an Autism Spectrum Disorder

W call for an jmproved range | of services for all adults with ASD that ensures:
o Adults with ASD, recsive servicssand support from professionals with appropriate
- training in autism and related needs
Adults with ASD are giveh every pportunity t6 have a full and rewarding Iife
Adults with ASD are given every opportunity 1o be part of the work force
o Specialised models for long and short term accommodation servicas are designed to
meet the specific needs of adults with ASD
o Adults with ASD who hava a dual diagnosis have access fo communuty health mental
- health and related services and support as required.

OfFivds Building 1, Leve! 2, 14 Aquatic Dnve, Frenchs Forest NSW 2086 Pastal: PO Box 361, Forestyllle NSW 2087
| Phone: 0289778300 Farstonile: 028977 8399 Wahsites wmwanitismadvisorshoind org.an - ABN: 53 085 018 408

Page 3 of 4




200050

e Austra!ian Advisory Board ol RECEVED
Autism Spectrum Diisa;rﬂerr 21 APR 201

MINIATER FORAGEING |

This will be achieved hy:

(<]
o

Effective planning and support for transition to post school options

Targeted funding for adults with ASD o establish specialised sétvides in metropolitan
and regional areds . -

Targsted funding to support specialised training of staff working wiiti adults with ASD
Developing servicas and supports for adults with ASD that are based 6n sound
evidence with quality indicators.

This is a critical priority for the following reasons: :

]
<

(<]

Cal

People with ASD are adults for much fonger than they are children and require services
and supports that will maintain the prograss ads during their shildhood yaars _
Without appropriate suppotts, adults with ASD ars at high risk of daveloping co-morbid
- mental and physical health conditioris .
The human and flhanclal costs associated with famjly breakdowh and dysfunction
increases significantly if the needs of adults with ASD are not met

+ Employment and post-school expériences valued by the wider community are of
enormous benefit fo adults with ASD when proyided with appropriate opportunities to
participate ‘ ) ’ '
Such support increases the social and ecoriomic patticipation of adults with ASD in the
Australlan community. -

We call for an Australian research program int_o the treatment,-intervention and aetiology-of

ASDs. .

This will bie achieved by:

a
9

An increase in resources allocated to ASD research ‘
Evaluation and assessment of existing and new programs, practices and services for
children and adults with ASD : )
Collaboration ard partnerships with governments, uiiiversities and sérvice providsrs
Links with international research in the field

Establishing a chairin ASD In a major-Australian university.

This is a critical priority for the following reasons:

]
[

There is an increase in the number of people being diagnosed with an ASD

The Australian prevalence study (2007) indicates a prevalence rate of 1 in 160 for
children aged 6 — 12 years ' ’ : .

The lack of Inferventions and services based on sound evidence and quality indicators.

For more information on the Advisory Board's Natip,nal Call to Action, please contact

Phoni 02 89778300 Facshmiles 028977 B399 Websile: wrsauthunagvlsoryhoard.org.an ABN: ‘53 085 018 408

Jon Martin, Chairperson (08) 8379 6976.

April 2041
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