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Summary 

Pervasive Developmental Disorders, including autism spectrum disorders (ASD), are 

defined as “severe and pervasive impairments”. The Australian Institute of Health 

and Welfare says 87% of people with “autism” have severe or profound disability. 

The numbers of children diagnosed with autism spectrum disorders (ASD) are 

increasing significantly. Data from Centrelink and other sources show that the 

number of children with Autistic and Asperger’s Disorders has more than doubled 

each 5 years since 1990. There were at least 510 children (aged 0-15 years) in the ACT 

diagnosed with ASD at June 2009.  

In its 2010-11 Budget, the ACT Government provided “$425,000 over four years to 

employ a community based family support coordinator”. In November 2010, Autism 

Asperger ACT signed a 3 years contract with the ACT Government to provide this 

service.  

The ACT Government is the only state/territory government that does not fund the 

operation of its state autism association as a peak body for autism spectrum 

disorders.  

Diagnosis of an Autism Spectrum Disorder is the entry point to ASD services. We 

suggest that the main diagnostic service for childhood disorders would be best placed 

as part of the health system.  

The greatest need children with autism/ASD and their families have is for clinical 

services providing treatment and rehabilitation of ASD, supporting education and the 

families. As ASD are pervasive, they need clinical services in all areas of their lives. 

Since these highest priority needs are not addressed in the health system and history 

has shown are beyond the ability of disability services, it is crucial that the 

community step in to provide clinical services and ASD-specific support services. In 

the ACT, the Education Department provides most existing services for children with 

ASD … but ASD does not end at the school gate. Nor can schools provide the clinical 

services that children with ASD need. 

The Commonwealth Government has realised significant cost saving in its delivery of 

early intervention in the Helping Children with Autism package by getting Autism 

Asperger ACT to create its Consortium to provide professional services for people 

with ASD. This approach would be more effective were the ACT Government to fund 

a substantial scaling up of Autism Asperger ACT’s operation. 

Autism Asperger ACT requests the following funds from the ACT Government in the 

2011-12 Budget.  

Administration/peak body  $     171,779  

School-age support service  $     765,075  

Early Intervention (25%)  $  1,617,000  

Budget bid  $ 2,553,854  

The ACT Government can improve services for people with ASD, better support the 

Territory’s unified ASD association and consult with the ASD community.  
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Specific Budget Consultation Questions 

The Budget consultation asks the following specific questions. Autism Asperger ACT 

responds … 

 What services do you believe are most important for the Territory? 

The ACT Government needs to improve essential disability services 

significantly.  

We have ongoing concerns over the safety of people with autism spectrum 

disorders when they are not in the care of their families; that is, while they are 

in the care of the state. In 2004, the Vardon Report said … 

Above all, child safety needs a well-informed community, with an understanding 

of child safety standards and zero tolerance of harm to our children and young 

people. A well-informed, involved community supporting the coalition of 

government agencies, non-government agencies and families will make a 

difference. 

This call for “child safety standards and zero tolerance of harm to our children 

and young people” relates to all disability services for people with autism 

spectrum disorders of all ages.  

Recent statements claim that reviews and improvements in disability services 

were completed1, yet recent photographs on the internet2 show clearly that 

further improvements are necessary.  

Support for adults with severe disability in the ACT is inadequate. Currently, 

the ACT Government offers 12 hours of support per week for people who are 

severely affected with autism spectrum disorders, people who need constant 

(24/7) supervision, when they leave school. They go from 30 hours in school, 

possibly with an after-school and holiday program, to 12 hours of support. 

While we hope that they will be able to get some work, places in supported 

employment and services are particularly uncertain, very limited and we are 

not aware of any safety-net should their employment options prove 

unsuccessful (as is often the case).  

Note that DADHC says in NSW it offers a minimum 24 hours of support per 

week, and 30 hours per week for people with severe or profound disability 

(such as students who previously attended Black Mountain School). 

                                                      
1 The NSW Coroner said (apparently on the basis of information from Disability ACT) “some 

improvements have been made to disability services since Jack's death …” (see 
http://www.canberratimes.com.au/news/local/news/general/dpp-investigates-person-over-
autistic-teens-death/1969804.aspx) and paragraphs 4.47 and 4.48 in the ACT Standing 
Committee on Health, Community and Social Services report, Love Has Its Limits — Respite 
care services in the ACT (December 2010) says, in response to recommendations for various 
reviews of quality and standards compliance, that “The ACT Government agreed with this 
recommendation, and in its submission to the Committee advised that the recommendation 
had been completed … ” (see 
http://www.parliament.act.gov.au/downloads/reports/7th%20HCCS%2004%20Respite%20c
are.pdf) 

2 see http://www.jacksonwest.org/latest-news/9-default/48-jackson-attacked-in-respite 

http://www.canberratimes.com.au/news/local/news/general/dpp-investigates-person-over-autistic-teens-death/1969804.aspx
http://www.canberratimes.com.au/news/local/news/general/dpp-investigates-person-over-autistic-teens-death/1969804.aspx
http://www.parliament.act.gov.au/downloads/reports/7th%20HCCS%2004%20Respite%20care.pdf
http://www.parliament.act.gov.au/downloads/reports/7th%20HCCS%2004%20Respite%20care.pdf
http://www.jacksonwest.org/latest-news/9-default/48-jackson-attacked-in-respite
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Education is cutting the leaving age at Black Mountain School from 20 years 

to 18 years of age. We are not aware that the ACT Government is ensuring 

people leaving Black Mountain School have any viable/appropriate options in 

tertiary education. 

Increasingly, families are reporting students with autism spectrum disorders 

are not accommodated appropriately in schools. Their schools do not have the 

resources needed to support them, especially with their behaviour associated 

with their autism spectrum disorders. Schools require/expect/demand that 

families meet the needs of students with autism spectrum disorders when the 

school lacks the resources it requires to educate student with autism spectrum 

disorders and support them in school settings. It is inappropriate for 

Education to continue targeting cuts disproportionately on services for 

students with a disability.  

The DHCS Annual Report says there are eight national policy reforms in 

progress. These reforms need funding. In particular, a credible start is needed 

on determining the level of unmet demand for disability services.  

The ACT Government must recognise that autism spectrum disorders 

typically involve severe or profound disability and usually require ASD-

specific services to meet the needs of those who are affected. Generic 

disability services do not meet the needs of people with autism spectrum 

disorders for ASD-specific services.  

The ACT Government needs to provide appropriate funding for Autism 

Asperger ACT to deliver ASD-specific services for people with autism 

spectrum disorders in the ACT.  

After years of carers expressing concern and frustration about the rights of 

people with a disability, an independent report3 highlighted substantial issues 

with human rights protection in the ACT. The ACT Government should 

significantly improve human rights protections for people with disabilities 

such as ASD.  

 Should the Government maintain its current suite of services? 

Disability services are not working well. The whole sector needs major reform 

which will need to be coordinated with developments at the Commonwealth 

level. 

Therapy ACT needs review.  

When the Commonwealth Government introduced its Helping Children with 

Autism package, the ACT Government complained that the Commonwealth 

did not adjust what it did to suit the operation of its existing ACT Autism and 

Family Support Team.  

                                                      

3 see http://www.abc.net.au/news/stories/2010/12/10/3089857.htm and 

http://acthra.anu.edu.au/ACTHRA%20project_final%20report.pdf  

http://www.abc.net.au/news/stories/2010/12/10/3089857.htm
http://acthra.anu.edu.au/ACTHRA%20project_final%20report.pdf
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In practice, the problem is that the ACT Government’s autism services do not 

suit the needs of people with autism. Previously, the service was incompatible 

with services available under Medicare and private health insurance. 

Therapy services in the ACT need to be compatible with services available 

from the Commonwealth … especially since the Commonwealth Government 

is expanding its provision of early intervention for a number of other 

disability types.  

 Is the Government delivering current services in an effective and efficient way? 

The ACT Government’s model of social inclusion for people with severe 

disability is a problem. It lacks resources so it fails. It can isolate people with 

severe disability where they are unsupported, unwanted and unsafe. Inclusion 

policy prevents services for people with severe disability from helping clients 

associate with their peers. 

It costs over $450,000 per year for support workers to provide an 

environment offering constant (24/7) support for a person with a severe 

disability. The ACT Government’s social inclusion policy prevents or 

discourages sharing such an environment to realise economies of scale. So the 

cost of care for people with severe disability under existing ACT Government 

policy is prohibitive.  

The ACT Government’s existing plan forces unpaid family carers (often 

pressured out of work) to provide extensive care for severely disabled children 

and family members until there is catastrophic breakdown of family support 

… when the state has to take over.  

The DHCS Annual Report shows the ACT Government pays over $190 per 

hour for therapy services. 

Therapy funded through Medicare and early intervention that is funded 

through the Commonwealth Helping Children with Autism package is 

significantly cheaper than therapy services from Therapy ACT.  

The Therapy ACT model is inflexible and complex for clients who have to see 

different professionals to get services that are funded from multiple sources.  

For example, the Commonwealth Department of Health and Ageing (DoHA) 

provides advice that children with ASD need 20 hours per week (1000 hours 

per year) of intensive ASD-specific early intervention for up to 3 years. The 

Commonwealth model requires that professionals provide services face-to-

face. The cost is $120,000 to $150,000 per year. The Therapy ACT model is 

for their clinicians to teach families everything they know in a few sessions 

then expect families to deliver 20 hours of intensive therapy on top of their 

challenging existence with at least one severely disabled family member. 

Clinicians working in Therapy ACT have little or no training and experience 

themselves delivering recognised ASD-specific programs at the intensity 

required (that is, the programs described in the DoHA advice). The available 

evidence shows that this model is not effective even with much more support 

for families than Therapy ACT provides. 
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Autism Asperger ACT is seeking funds for a model where clinicians supervise 

support workers in childcare, education, respite/disability and possibly in an 

initial clinical setting to deliver high quality early intervention for children 

with ASD. This model has substantial research support and costs $55K to 

$80K per year: it is the best early intervention model known for ASD and the 

cost is comparable to a place in special school. Professionals working for 

Autism Asperger ACT could be funded through Medicare, the Commonwealth 

Helping Children with Autism early intervention funding, from the ACT 

Government, donations to charity and tax-deductable payment from families 

who can afford it. Families could access a unified service system. It would be 

much simpler, more effective and cheaper. 

The existing service models are not effective, efficient or appropriate for most 

people with ASD. 

 Do you have any ideas about how services could be delivered more efficiently 

and/or effectively? 

Yes. See the following submission.  

 Are there any services you think the community should make a direct 

contribution to (a fee for service)? 

International law says the state is responsible for ensuring the availability of 

services that are necessary or essential to achieve a person’s rights … such as 

human rights, the rights of the child and the rights of people with a disability. 

Clearly, the community should contribute to these services through taxation 

or an equivalent mechanism. 

The state may choose to offer non-essential services that provide improved 

quality of life, beyond the essentials, for people with a disability or that 

support carers, either for free or on a subsidised basis. 

When an essential service is available optionally in a manner that improves on 

the core requirement then it could reasonably be available in a manner that 

imposes a fee above the cost of providing a basic service that meets the 

essential need. 

It is worth noting that many, perhaps most, existing disability services that 

meet essential needs of people with a disability in the ACT are services that 

carers designed and started.  

Essential services should not be “fee for service”. Under international law, 

essential service for children and people with a disability are responsibilities 

of “the state”. The phrase “the state” means Territory and Commonwealth 

Governments in our context. 

Governments may choose to subsidise non-essential services or offer 

enhanced essential services, in which clients or the community might 

contribute to the cost. Essential services should have priority over non-

essential services.  
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The Government would not normally be involved in any non-essential service 

that was available on a fee for service basis. This is usually considered the role 

of business or private enterprise.  

 Are there any services you think could be provided by the private sector rather 

than by the public sector? 

Yes. 

The Government can fund the private sector to provide essential services … 

and it can fund or subsidise non-essential services.  

Obviously, the private sector can offer services on a fee for service basis, 

though the Government is responsible for ensuring the safety of clients in all 

settings. 

 The Government needs to find additional savings of $25 million to return the 

Budget to surplus. Which services could be targeted for reduction or cut? 

The ACT Government can reduce funding for any of its non-essential services. 

It needs to identify which services are essential under international, national 

and local law.  

It should prioritise and balance its expenditure for non-essential services. 

It will need to shift some additional funds to address unmet needs for 

essential services.  
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Background 

Autism Spectrum Disorders are the major part of a group of disorders in the DSM-IV 

called Pervasive Developmental Disorders, a group of disorders characterised as 

“severe and pervasive impairments”. Note that the Australian Institute of Health and 

Welfare reports that 87% of Australians with “autism” have severe or profound 

disability. 

Autism Asperger ACT started in the 1960s. Originally, families got together to share 

information and support each other. When it started, “autism” was considered a rare 

disorder. As with many disorders, little was known about how to improve outcomes 

and the prognosis for a person with autism was particularly poor.  

Since then, understanding of ASD and prospects for better outcomes has improved. 

Families now know people with ASD have much better outcomes when appropriate 

and effective treatment, rehabilitation, education and support services are provided.  

Autism Asperger ACT is concerned that the number of people with ASD in the ACT is 

growing significantly. We do not have any figures from the ACT Government. We are 

keen to see figures for 

 Number of children diagnosed with specific autism spectrum disorders, that is 

Autistic Disorder, Asperger’s Disorder and Pervasive Developmental Disorder 

not otherwise specified (PDD-NOS) 

 Number of children (with each specific disorder) receiving services and the 

amount of services (including CSTDA data for the ACT) 

 Outcomes monitoring reports for people with specific ASD 

When asked “how many children in the ACT are diagnosed with ASD?” (see Question 

No 1839, 12 Feb 2008) Minister Gallagher told the Assembly in April 2008 that her 

Government does not know how many children in the ACT have ASD. She said that 

Therapy ACT provides services for 206 children aged 0-17 years.  

Data from Centrelink shows that in January 2008, the number of children with 

Autistic Disorder or Asperger’s Disorder who get Carer Allowance (that is children 

aged, 0-15 years and not including children diagnosed with PDD-NOS) was 446, 

which is more than twice the number receiving services from Therapy ACT.  

Therapy ACT does not provide any treatment or rehabilitation for a large proportion 

of people with severe and profound disability due to the ASD.  

Buckley presented a paper at APAC ’09 in Sydney based on the number of children 

who receive Carer’s Allowance. The presentation showed the prevalence for Autistic 

Disorder and Asperger’s Disorder combined among children aged 0-15 years 

nationally and in each state/territory. 
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Figure 1. Rate per 10,000 children with Autistic and Asperger's Disorder by birth date 

 

 
Figure 2. Rate per 10,000 children with Autistic and Asperger's Disorder by birth date 

Note that in July 2004, the number of young children diagnosed with Autistic and 

Asperger’s Disorders in the ACT was ahead of the national average but fell 

significantly behind by June 2009. In the time from 2004 to 2009, ACT Government 

services have sought to provide more of the diagnostic services for people with ASD. 

The result seems to be slower diagnosis.  

The following figures (Figures 3 & 4) show the growth in numbers in detail for the 

ACT. 
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Figure 3. Number of children in the ACT with Autistic and Asperger's Disorders, by age 

 

ACT 2/07/2004 10/06/2005 9/06/2006 8/06/2007 6/06/2008 5/06/2009 

2-6 82 77 79 87 79 87 

7-12 131 162 186 242 280 300 

13-15 23 31 55 54 99 123 

total 236 270 320 383 458 510 

 

 
 

Figure 4. No. children in the ACT with Autistic and Asperger's Disorders, by age band 
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Past Budgets in the ACT 

The ACT Government Budget for 1999 shows an initiative specifically for people with 

ASD. The ACT Government increased the number of Autism Specific Learning 

Support Units in mainstream schools.  

The distinct needs of people with ASD have not been recognised in an ACT Budget for 

a decade. Since 1999, any mention of autism/ASD in successive ACT Government 

Budgets has been about services for people/children with a disability including 

people/children with autism/ASD. The Government does not discuss its initiatives 

with representatives of the ASD community in its planning processes. The ACT 

Government does not consult adequately with Autism Asperger ACT (or its 

predecessors) over budget items affecting people with ASD.  

The ACT Government has referred to autism/ASD in its Budgets, but it has not 

ensured people with ASD receive the services described in its Budgets. There is no 

process to monitor and report on the effectiveness of the services the ACT 

Government offers for people with ASD.  

While it has a number of Autism Specific Learning Support Units in mainstream 

schools, the ACT does not have an autism/ASD specific school or even autism/ASD 

specific programs for the children with ASD in its special schools. Support for 

students with ASD in mainstream settings is limited — support levels are based on a 

mysterious formula rather than on individual needs. How the schools use the 

allocated resources are completely unaccountable and opaque to families.  

The ACT Government does not include a representative from Autism Asperger ACT 

in its Disability Advisory Council. Even after the ASD community united the ACT 

Government did not include a representative from Autism Asperger ACT in its 

Disability Advisory Council. 

The ACT Government is the only state/territory government that does not fund the 

basic operation of its state autism association. Most state and territory Governments 

fund their state autism association to provide ASD-specific services and support. 

Even the Northern Territory funds its state association to staff to staff a small office 

and contact point to help people with ASD, their families and carers.  

The following table shows funding the ACT Government gave to Autism Asperger 

ACT Inc. for recent operation and service provision. 

Budget 

year 

2004 2005 2006 2007 2008 2009 

Funding $0 $0 $0 $0 $0 $0 

In recent times, Autism Asperger ACT Inc. has raised funds to employ a part time 

“Business Manager” whose role so far has been largely limited to office management. 

Autism Asperger ACT Inc. also won significant contracts to  

 deliver the Autism Advisor element of the Commonwealth Government’s 

Helping Children with Autism (HCWA) package in the ACT;  



   

www.autismaspergeract.com.au   Page 11 

 offer children in the ACT access to HCWA funding for early intervention 

through its Consortium of Early Intervention providers. 

 advise the Commonwealth Government on a National Autism Register; 

 provide Early Days Workshops as part of the HCWA package 

Note that Autism Asperger ACT early intervention consortium offers professional 

provision of ASD-specific early intervention for an average cost around $120 per 

hour. The DHCS 2009 Annual Report shows the ACT Government cost for generic 

therapy services (not ASD-specific) exceeds $185 per hour. The Commonwealth 

Government has realised significant cost saving in its delivery of early intervention in 

the Helping Children with Autism package by getting Autism Asperger ACT to create 

its Consortium to provide professional services for people with ASD. This approach 

would be more effective were the ACT Government to fund a substantial scaling up of 

Autism Asperger ACT’s operation.  

ACT Budget 2010-11 

In its 2010-11 Budget, the ACT Government provided “$425,000 over four years to 

employ a community based family support coordinator”. In November 2010, Autism 

Asperger ACT signed a 3 years contract with the ACT Government to provide this 

service.  

In December, Autism Asperger ACT opened its new office in the Chifley Community 

Hub.  

Services for People with ASD 

Autism Asperger ACT aims to develop a Centre for people with ASD that provides 

both clinical and support services. In this respect, it is different from support groups 

for other disorders. For example, 

 Heart Kids, the Heart Foundation, the Heart Institute and The Heart Centre 

do not need to offer clinical services for children/people with heart problems 

as these are addressed by the health system. 

 Camp Quality and the Australian Cancer Research Foundation do not employ 

oncologists, radiologist and other clinicians to deliver clinical services for 

children with cancer. 

 SANE, the Mental Illness Fellowship, Beyond Blue, etcetera do not employ 

psychiatrists to provide primary clinical services …  

The greatest need children with autism/ASD and their families have is for clinical 

services providing treatment and rehabilitation of ASD, supporting education and the 

families. As ASD are pervasive, they need clinical services in all areas of their lives. 

Since these highest priority needs are not addressed in the health system and history 

has shown are beyond the ability of disability services, it is crucial that the 

community step in to provide clinical services and ASD-specific support services. In 

the ACT, the Education Department provides most existing services for children with 

ASD … but ASD does not end at the school gate. Nor can schools provide the clinical 

services that children with ASD need. 
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Organisation and operation staffing 

Autism Asperger ACT Inc., like other state autism associations, has an expanding role 

in the local community. Demands on the organisation are growing due to increasing 

numbers of members, clients, services and functions to perform.  

Until 2008, Autism Asperger ACT Inc. and its predecessors were entirely voluntary 

organisations. A voluntary organisation is limited in its operations: it has difficulty 

winning contracts to deliver crucial services for people with ASD and is extremely 

limited in the commitments it can make to people with ASD and to the community 

more generally.  

The DHCS Annual Reports for 2008-09 and 2009-10 shows the Select Committee on 
Estimates 2008-2009 said (see Recommendation 52)  

The Committee recommends that the Minister advise the Assembly once any 
funding decision regarding an Autism/Asperger’s peak body is made and the 
basis for the decision.  

The reports show that the Government “Agreed”.  

The Annual Report 2008-09 shows that the Department regards this as “ongoing” 
since … 

Autism Aspergers Inc has received some funding through the Australian 
Government’s Helping Children with Autism Package. The ACT Government 
has allocated space to Autism Aspergers Inc in the Chifley Community Centre. 
Any additional submissions by Autism Aspergers Inc will be considered as 
part of the normal budget cycle. 

Allocation of space in the Chifley Community Centre is not a “funding arrangement”. 

The ACT Government will charge Autism Asperger ACT Inc. full market rent once the 

facilities are fully operational. The Chifley hub has substantial difficulties with 

telecommunications so this accommodation is difficult. 

The Annual Report 2009-10 shows that the Department regards action on this 
recommendation as “completed” since … 

The ACT Legislative Assembly was informed by the 2010-11 Budget. The 
Government announced funding of $0.425m over four years for a community 
based family support program for people with an autism spectrum disorder. 

The basis for this decision was to acknowledge and support the work done by 
community organisations in providing support to families and to strengthen 
their capacity to provide support to the increasing number of families affected 
by autism. 

The funding provided in the 2010-11 Budget and the subsequently contracted service 

are not for the operation of Autism Asperger ACT as a peak body. Instead, it is to 

provide specific disability services that are reportable through the NMDS.  

The Association’s needs the staff shown below. All positions are part-time 

employment. This is a bare minimum. These include 9% superannuation and are 

based on a 38 hour working week.  
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salary 
pro rata hours cost on cost at 50% 

Business 
Manager $75,000 22 $47,329 $23,664 $70,993 

Admin Assistant $55,000 22 $34,708 $17,354 $52,062 

Finance Officer $60,000 15 $25,816 $12,908 $38,724 

accommodation 
    

$10,000 

total 
    

$171,779 

 

Autism Asperger ACT Inc. cannot fund its staff from donations as most donations are 

given to help people with autism, not to run the organisation. Donations are tax 

deductable; they are not intended to administer the organisation.  

It would be reasonable to impose a 10-15% levy on donation to contribute to 

administration. Unfortunately, Autism Asperger ACT does not raise $1.5m-$1.8m per 

year that could contribute funds at this level toward administration and its peak body 

functions.  

School-age ASD Support  

ASD are complex conditions that experts advise need immediate attention that is 

ASD-specific, intensive and individualised.  

Autism Asperger ACT Inc. has goals for school-age support that are consistent with 

the goals that the Australian Advisory Board on Autism Spectrum Disorders 

(AABASD), the national peak body for the state autism/ASD associations, describe in 

their “Position Paper on Family Support” and their position paper on “Education and 

Autism Spectrum Disorders in Australia, The provision of appropriate educational 

services for school-age students with Autism Spectrum Disorders in Australia”4. 

A child diagnosed with an ASD and their family need a comprehensive support 

system ensuring they all access the support services they need.  

 A case manager or key worker … 

 Comprehensive post-diagnostic assessment  

 An individual service plan developed in consultation with the families with the 

aim of matching the child’s needs and the family’s needs to resources for 

intervention and support 

 Access to immediate interventions as described in the individual plan 

 Appropriate and accessible education services, settings and support 

 Social support networks to build capacity including links among parent, peer 

support and sibling  networks 

                                                      

4 See http://www.autismaus.com.au/uploads/pdfs/Education_Position_Paper_2010.pdf  

http://www.autismaus.com.au/uploads/pdfs/Education_Position_Paper_2010.pdf
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 Access to appropriate and coordinated support services such as respite, 

personal care services, financial assistance and counselling that are flexible 

and responsive to the family’s needs 

 Transition plan and key worker support for each transition phase 

 Positive behaviour support service (ongoing and crisis specific), across the 

lifespan to reduce the level of family stress and risk of breakdown and to 

improve family resilience 

 Comprehensive support and education opportunities to empower families to 

make confident, informed choices, find solutions that suit the needs of their 

family and secure resources in an efficient and timely manner 

 Access to supported employment and accommodation services specific to the 

needs of people with an ASD 

Autism Asperger ACT Inc. has a vision of integrating comprehensive, effective and 

appropriate services for people with ASD in the ACT. Governments generally 

recognise that disability due to ASD is usually severe or profound, so service needs 

are complex for people with ASD, their families and associates. 

People with ASD need a service model that addresses their needs ... rather than 

services set up for convenient administration or as an accident of history.  

Autism Asperger ACT Inc. has identified poor professional leadership in relation to 

ASD as a major impediment to the development of effective and appropriate services 

for people with ASD, their families, carers and other associates.  

Outside the ACT, many professionals who are regarded as experts in services for 

children with ASD are critical of other professionals. These experts are divided on 

what children with ASD need. They each have their own preferences and biases about 

what is best for children. When someone is diagnosed with an ASD, they or their 

family encounters a barrage of emotional, sometime inaccurate, out-dated and 

conflicting information. The alleged experts have not agreed approaches to treating 

ASD or any of the subgroups. Many professionals share their personal biases about 

treatment/therapy approaches with families. Until experts develop an agreed 

approach to services for a person diagnosed with ASD, families of newly diagnosed 

children need access to impartial information.  

Autism Asperger ACT won a contract to employ 1.3 FTE staff to provide complete, 

accurate and balanced information for families whose child is under 6 years of age 

when they are first diagnosed with and ASD.  

Children under 6 years of age diagnosed with ASD are fewer than half the ASD 

diagnoses made in any period of time. The rest also need information when they are 

diagnosed. We would like to extend the face-to-face information service to people 

aged over 6 years who are diagnosed with ASD. 

People with ASD have complex needs. At present, this means they need to access a 

variety of services. There are few ASD-specific services in the ACT so people with ASD 

need to access services provided in generic disability settings. These services are not 

designed to meet ASD-specific needs. So many disability services do not suit a child 
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with autism. Few families have the personal resources required to evaluate the claims 

of a plethora of service providers. They need help with the workload involved in 

contacting so many services and evaluating their services in relation to their child. 

Families often need help negotiating individual services that address the individual 

needs of their child.  

People with ASD and their families need support through periods of change. In 

particular, students and their families need support around the major school 

transitions: starting pre-school and school, transition to high school, transition to 

college (in the ACT) and transition to post-school (employment, independent living, 

etc.).  

Many students with ASD have great difficulty with school. They are often stressed 

and their behaviour deteriorates. The combination of the students’ clinical disorders 

and the stress they experience can escalate into challenging behaviour that is beyond 

the ability of school staff to manage. Schools should not burden families, many of 

whom are already stretched to the limit, with the challenges arising from situations at 

school that are outside the family’s control or ability to influence.  

Families often need their own access to behavioural expertise so that challenging 

behaviours in the home and in the community generally get the clinical attention they 

require. Autism Asperger ACT Inc. wants to establish services for school students and 

adults that help families, schools and the community to support school-age children 

and adults with ASD.  

Costing a behavioural intervention/support service for students and adults with ASD 

is challenging because we do not have a reliable estimate of demand for services. 

Autism Asperger ACT proposes to start with a small group to develop a service 

delivery model that will help us estimate demand and provide some initial services.  

Families need continuity of service. They need a seamless service5 across home, 

school and into the community generally. They need a service focussed on the 

individual needs of their child, providing “best practice” behaviour management in 

relation to their child’s ASD and any other complications.  

Families need services from professionals who respect the family and its choices. 

Services should be available without criticism of family preferences, other 

disciplines/approaches, etc.  

                                                      

5 At present, even children with autism spectrum disorders in early childhood do not 

experience a seamless service: there are delays and waiting lists associated with diagnosis and 

the transition to the autism service.  
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The following table estimates the funding needed to provide these elements of a 

school-age support service in an initial year. 

School-age support service salary no. salaries+super 
+50% on 
costs 

Key Worker (leader) $85,000 1 $92,650 $138,975 

Key Worker $65,000 2 $141,700 $212,550 

Behaviour Intervention $80,000 2 $174,400 $261,600 

Evaluation 
  

$37,500 $37,500 

ASD Information - 7+ years $70,000 1 $76,300 $114,450 

Total 
   

$765,075 

Collaboration with Education 

Many of the services proposed above would want or need to work closely with 

education services.  

After-school care and holiday programs 

During 2010 there were cuts to funding of after-school care and holiday programs for 

students with severe disability. The ACT Government stepped in to continue support 

when the Commonwealth DEEWR changed the mysterious Youthlinx program 

preventing its use for after-school care and holiday programs for students with severe 

or profound disability. In the transition, families experienced cost increases up to 

400% and service reductions.  

Families of students with severe or profound disability do not appreciate that key 

services are tenuous and fragile. They need Government to ensure services are stable, 

secure and of high quality. 

While the government prefers that students with a disability are included in 

mainstream program whenever possible, there are no mainstream after school-care 

programs that could include students with severe or profound disability.  

Autism Asperger ACT appreciated that the Wheelies after-school program is available 

at Black Mountain School for students in wheelchairs but we protest the 

Government’s refusal (to date) to ensure an appropriate program is available securely 

for students with ASD in an equally convenient location. 

Training, collaboration and Research 

Autism Asperger ACT has in principle agreements with autism groups in two key 

university departments to try to develop strong relationships between their teaching 

and research functions and the operation of a local autism/ASD centre. 

Relationships with Universities, researchers and teaching/training organisations are 

essential to the development of effective treatments, rehabilitations and support … as 

well as crucial monitoring and reporting of outcomes. 
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Early Years  

Diagnosis 

Diagnosis of an Autism Spectrum Disorder is the entry point to ASD services. 

Children need timely diagnoses so they can access critical early intervention for ASD. 

Figure 2 above (page 8) shows diagnosis may be being delayed in the ACT.  

Autism Asperger ACT encourages the ACT Government to ensure families are 

directed smoothly into a comprehensive diagnostic service for young children. We 

suggest that the main diagnostic service for childhood disorders would be best placed 

as part of the health system.  

As indicated above, Autism Asperger ACT is concerned that ASD diagnosis in the ACT 

has fallen behind the national average. This is especially disappointing given the 

socio-economic advantage of the ACT population and its proximity to diagnostic 

services.  

The ACT needs an integrated diagnostic service for children similar to those run in 

major children’s hospitals. The existing ACT model with a  separate ASD diagnosis 

unit involves delays as children shuffle between areas of responsibility … and if they 

do not have ASD, they shuffle back to the health system. The ACT model risks wrong 

diagnosis if staff in the ASD diagnostic service do have skills, or ready access to 

people with skills, in the differential diagnosis of ASD, ADD/ADHD, RAD and other 

conditions with overlapping symptoms. Also, the ACT model delays access to genetic 

tests that will become increasingly significant.  

Early Intervention 

Intensive ASD-specific early intervention is essential for children with ASD. Families 

want early intervention services for children with autism spectrum disorders that 

they recognise as achieving the best practice guidelines published by the 

Commonwealth Department of Health and Ageing (see 

http://www.health.gov.au/internet/main/publishing.nsf/Content/mental-child-

autbro-toc~mental-child-autbro-best). 

We expect to deliver such a service for $50,000 per year per child. We do not have 

definite figures for the demand ... however, we are confident that demand would 

exceed the initial capacity.  

There are over 130 children registered with the ACT Autism Advisors. We feel we 

could start an initial service for up to 35 children, about 1/3 of those registered with 

our Advisors. The program should aim for a minimum of 25% of children with a 

diagnosis as a credible basis.  

We regard the evaluation of such a program as extremely important. Proper 

evaluation of such a program would involve thorough testing and review of each 

child. This would add 10% to the cost of the program. 

Each child would attract $6,000 per year of HCWA funding.  

http://www.health.gov.au/internet/main/publishing.nsf/Content/mental-child-autbro-toc~mental-child-autbro-best
http://www.health.gov.au/internet/main/publishing.nsf/Content/mental-child-autbro-toc~mental-child-autbro-best
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An initial commitment for 4 years would be essential to the creation of an effective 

Early Intervention service. And the service would need evaluation involving detailed 

pre- and post-testing of clients. Evaluation of the program would add 10% to the cost. 

The service model must allow parents and/or families to fund additional hours per 

week for children whose programs need more than the minimum.  

The service should encourage, but not require, parent/family involvement in the 

program. Research indicates that better outcomes can be realised when a child 

practices elements of a program in home and community settings. However, well 

designed and delivered programs do not require families to provide clinical services. 

Following are estimated costs per year for a basic early intervention service that 

delivers the essential elements of best practice for young children with autism. 

Autism Asperger ACT believes it could attract and provide for 25-33% of young 

children diagnosed with ASD in Canberra in its initial period of service development. 

 

Early Intervention 
 

25% 33% 
no. children in advisor 
program 130 33 43 

cost per child $50,000 
  evaluation (10%) $5,000 
  HCWA contribution $6,000 
  ACT contribution $49,000 $1,617,000 $2,107,000 

 

Currently, some families can access very limited early intervention from Therapy 

ACT. The service does not use a best practice approach for early intervention (though 

it says it tries to use elements of best practice).  

Autism Asperger ACT was advised verbally that therapists who work at Therapy ACT 

allow their clients to access therapists through the HCWA package (both the Early 

Intervention Panel providers and the Medicare items). It is not known whether 

Therapy ACT supports families paying for additional services themselves (therapy 

professionals frown on families accessing multiple therapy services).  

Some families can also access limited early intervention services under two elements 

of the Helping Children with Autism. These are FaHCSIA’s panel of early 

intervention providers and allied health professionals who are registered Medicare 

providers. In some states these groups can overlap. In the ACT, there is little overlap 

… and Therapy ACT is separate again.  

From a family perspective, using multiple therapists is difficult. Families end up 

working with too many professionals. Either they get duplicated service or conflicting 

advice: the services are never completely complementary.  

The model for ASD early intervention existing in the ACT is complex, incomplete and 

uncoordinated. Families regard incomplete and deliberately discombobulated service 

scattered across agencies as confusing and sub-optimal. They would prefer that 

services came from fewer agencies even if funding is from multiple sources.  
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Adult Services 

Autism Asperger ACT is disappointed that disability services for adults with autism 

spectrum disorders rarely meet the needs of these vulnerable people in our 

community. Recently, appreciate that recently ACT Mental Health appears receptive 

to our concerns. But we are deeply concerned by the dearth of appropriate post-

school options in the ACT and the interminable waiting lists for the limited services 

that are available.  

Autism Asperger ACT has a relationship with the Community Living Project. The 

organisations share similar goals in terms of trying to develop appropriate 

accommodations for adults with high support needs.  

Fitness and Health 

Autism Asperger ACT would like to have the capacity to give this issue more attention 

than we currently do. We may be able to take advantage of our colocation with the 

YMCA and the Warehouse Circus at the Chifley Hub. 

Conclusion 

Autism Asperger ACT needs financial contributions from the ACT Government to 

provide the clinical and support services people with ASD and their families need.  

Currently the ACT Government is the only state/territory Government that does not 

fund the basic administration of a state autism association.  

Autism Asperger ACT requests the following funds from the ACT Government in the 

2011-12 Budget.  

Administration/peak body  $     171,779  

School-age support service  $     765,075  

Early Intervention (25%)  $  1,617,000  

Budget bid  $ 2,553,854  

 

The ACT Government can improve services for people with ASD, better support the 

Territory’s unified ASD association and consult with the ASD community.  

 


	Summary
	Specific Budget Consultation Questions
	Background
	Past Budgets in the ACT
	ACT Budget 2010-11
	Services for People with ASD

	Organisation and operation staffing
	School-age ASD Support
	Collaboration with Education
	After-school care and holiday programs
	Training, collaboration and Research

	Early Years
	Diagnosis
	Early Intervention

	Adult Services
	Fitness and Health
	Conclusion

