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Introduction 
Thank you for the opportunity to provide input to the ACT Budget process.  
This submission relates to autistic people in the ACT. Regrettably, we have 
relatively little data about ACT citizens who are autistic. There is even less 
information available about their supports.  
We hope this will be more successful than our previous submissions to the ACT 
budget process.  
We expect that the experience of autistic citizens in the ACT resembles that of 
others elsewhere in the country although the apparent lack of real recognition is 
likely to result in less appropriate support and poorer outcomes.  
The title of this report is ambiguous: the word “oversight” has two meanings: 

1. an unintentional failure to notice or do something. 
2. the action of overseeing (supervising) something. 

In this case, the ACT Government thinks it is doing the latter but is more 
engaged in the former.  
Following are 21 recommendations. Our recommendation describe what needs to 
be done, but we do not suggest how the require outcome might be achieved. We 
leave the implementation to the ACT Government because: 

a) the first step is for the ACT Government to recognise the issue and want 
to address it, and 

b) success depends on the ACT Government developing and committing to its 
own solution, preferably based on community consultation.  

Autism Spectrum Disorder 
The diagnostic criteria for Autism Spectrum Disorder (ASD) are described in the 
DSM-5.  
An ASD diagnosis clearly shows that clinicians regard a person as needing 
support in two aspects of their behaviour. ASD is classified as a neurological 
disorder. ASD has a poor prognosis that can be improved mostly through early 
intervention … when it is diagnosed sufficiently early.  
The World Health Organisation (WHO) is in the process of finalising its ICD-11 
which provides a slightly different interpretation of ASD criteria.  
ASD diagnosis rates have increased substantially over several decades. This 
appears to be largely due to greater awareness and more skilled clinicians. Now, 
around 3% of Australian children aged 5-15 years are diagnosed with ASD. 
ASD diagnosis remains elusive for many adults. ASD diagnosis rates for 
Australians over 25 years of age are below 0.3% or 1/10th the rate for children. 
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Diagnosis rates from numerous sources tell the same story.  

 
ASD is more common for males: there is a 3.5:1 male-to-female ratio among 
people diagnosed with autism.  

ASD and the NDIS 
The NDIS reports that 30% of NDIS participants register with “autism” as their 
primary disability. A further 10,000+ participants list “autism” as a secondary 
disability.  
The following figure shows the average cost of autistic and other NDIS 
participants. 

 
NDIS data indicates that the lifetime (up to age 65 years) cost of disability 
support for an autistic participant is around $6m in 2019 dollars. Clearly, early 
interventions that improve outcomes reduce the cost of Government and the 
community substantially. 



 

http://sofasd.org.au    3 

ASD in the ACT 
The arrival of the NDIS in the ACT was the catalyst for the ACT Government to 
cut funding for the ACT’s long-running autism association, known at the time as 
Autism Asperger ACT (AAACT).  
The demise of AAACT left the ACT without representation in the national 
Advisory Board on Autism (AABA). Similarly, the ACT is not represented in the 
Australian Autism Alliance. 

About Speaking Out for Autism Spectrum Disorder 
Speaking Out for Autism Spectrum Disorder (SOfASD) is a small group of 
volunteer advocates in the ACT.  
The group has been advocating systemically for autistic Canberrans and their 
families in the ACT since the later 1990s. SOfASD joined AAACT in early 2000s 
but separated again in the mid-2010s when AAACT was defunded.  
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Autism matters in the ACT Budget 
Following are issues for the ACT Budget. These are in no particular order. 

ASD diagnosis in the ACT 
The ACT’s ASD diagnosis rate remains one of the lowest in the country. We 
doubt this is due to ACT citizens being immune from ASD. It is more likely that 
diagnostic services in the ACT are less effective than elsewhere in the country. 
The following figure shows the 
ASD diagnosis rate (percent of 
population) from Carer 
Allowance (child) data for 
children aged 0-15 years at 
June 2018. Note that nationally 
50% of children are diagnosed 
after age 9 years. 
In the ACT, getting a diagnosis 
is often a long and complicated 
process. 
The first step is to get a 
paediatrician to refer a child for 
assessment. Second, the child is 
assessed by the ACT Child 
Development Service. Many 
families need to get the actual 
diagnosis from private 
clinicians which is usually 
quite expensive. 
In the ACT, the ASD diagnosis process can take years.  
The paediatrician can refer to child to the ACT Child Development Service 
(CDS). The CDS claims its waiting times is 10-12 months for starting an ASD 
assessment though reports from the field suggest it is often longer. Families can 
access private clinicians but they have to pay the cost of autism assessment 
which is expensive.  
These delays in diagnosing ASD are excessive and detrimental; they delay access 
to essential early intervention for ASD. 
All this delays access to early intervention for ASD for the child … which results 
in less effective early intervention and poorer long-term outcomes. Currently, the 
lifetime cost of an Autistic NDIS participant (up to age 65 years) is ~$6million 
per person in 2019 dollars. Any improvement, especially improvement due to 
more timely and effective early intervention for ASD substantially improves 
outcomes and reduce the lifetime cost for autistic citizens, their families, 
government and the community generally.  
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We note that the CDS does not report on its costs and outcomes for ASD 
diagnoses in the Community Services Directorate Annual Report. 
Recommendations: 

1. Reduce the waiting time for ASD diagnosis. 
2. Ensure the CDS reports on its ASD diagnosis operation – cost and 

outcomes – to the ACT Government, the ACT Community and in the 
Annual Report. 

The CDS only sees children up to age 12 years. The ACT Government does not 
support ASD diagnosis beyond age 12 years.  
Recommendation: 

3. The ACT Government should ensure teenagers and adults have ready 
access to quality diagnostic service for ASD. 

Advice and Advocacy for ASD 
The arrival of the NDIS broke up the ACT autism association. A few staff 
remained and transferred to an autism unit in Marymead ACT. The unit is not 
funded to provide advice like the Autism Advisor service did before the NDIS 
arrived in the ACT. The transition left the ACT without Autism Advisors who 
are an essential service for children when they are diagnosed with ASD.  
Currently, families are advised by NDIS Partners who lack knowledge and 
provide misguided and self-serving advice. 
The volunteers involved in systemic advocacy became SOfASD. But the 
Government has little recognition of the group and no support at all.  
There is little government support for either individual or system advocacy for 
autistic people and no support federally or in the ACT. Autistic people have 
distinct needs that need to be recognised and addressed. This does not happen 
without clear and strong advocacy.  
Families need advice and advocacy to a) access the NDIS and b) through the 
NDIS planning and plan review processes.  
The state’s refusal to support properly autistic advocacy is incompatible with 
internationally recognised human rights, especially the Convention on the 
Rights of Persons with Disability, the Rights of the Child and social and 
economic rights. 
Note that ADACAS in the ACT does a better-than-average job of individual 
advocacy for its autistic clients.  
Recommendation: 

4. The ACT Government should recognise and support systemic and 
individual advocacy for its autistic citizens. 

5. The ACT Government needs to ensure families can access an impartial 
advisory service that provides comprehensive accurate and practical 
advice about improving the lives of autistic Australians. 
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Autistic students 
The ACT Government does not support autistic students appropriately. 
Each year, families find there is a mad scramble to place autistic students. There 
are insufficient places for autistic students and insufficient supports. 
Unlike mainstream students, autistic students start their academic year without 
an education program for their education in place. Often, they don’t get an 
education program until the second half of the year. 
Recommendation: 

6. Ensure the transition to school and the transition from primary school to 
high school is comprehensive planned and prepared before the end of the 
preceding school year. 

Schools get funding for autistic students but there is no accountability: school 
spend the funding as they choose, often on things other than the needs of the 
autistic student. Basically, schools have shown that they cannot be trusted to use 
funds and resources as intended for autistic students. It is no surprise that 
education outcomes for autistic students are abysmal.  
A recent report indicates: 

The results of the survey show that students with disability are routinely 
excluded in their education, with many being segregated from 
‘mainstream’ schools and classrooms, not attending school full-time, 
refused enrolment and excluded from school activities. Suspensions and 
expulsions are also familiar practices, showing the lack of understanding 
and support for students with disability. 
While the majority of students receive some specific support at school 
because of their disability or learning difference, there are many families 
who are out-of-pocket for supports and equipment to enable the student 
to participate in education. Many students do not have a personalised 
individual education plan in place. 

Recommendations: 
7. The school must provide the family with an annual statement of account 

showing what funding is allocated to address the education goals, needs 
and accommodations and how the funds were used for each autistic 
student.  

8. The ACT Education Directorate should report on inputs and outcomes for 
autistic students. The reported outcomes should be agreed with the ACT 
ASD community. 

The NDIS refuses to have much to do with school-age children. It feels that 
students are only autistic when they are at school and therefore the school is 
completely responsible for supporting ASD in school-age children.  
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ASD-specific swimming 
Many autistic children do not learn to swim when they attend swimming classes 
with other children. This is not surprising since autistic children often do not 
learn in the same way as other children. 
Autistic children are at higher risk of drowning so learning to swim is regarded 
as essential for autistic children. 
The NDIS has a completely inconsistent approach to autistic children whose 
goals include learning to swim. Sometimes it chooses to fund individual ASD-
specific swimming lessons, but often it refuses. Either it doesn’t fund specialist 
swimming lessons or it may fund the gap. 
The ACT Government must ensure the NDIS funds swimming lessons for 
autistic children in the ACT. Also, the ACT Government needs to ensure ASD-
specific swimming lessons are available in the ACT. 
Recommendations: 

9. Ensure that the NDIS reports on its funding and the success/outcomes of 
ASD-specific swimming lessons in the ACT. 

10. The ACT Government must ensure ASD-specific swimming lessons are 
available for autistic children in the ACT … including availability for 
autistic children who are not NDIS participants. 

Health and Mental Health 
Parents of autistic children routinely report especially poor treatment for their 
autistic children in the ACT health system, and especially in the metal health 
system.  
Access to child psychiatrists is limited for autistic children. Families report that 
they cannot access the services they need.  
We are aware of calls for improvement both externally and internally in the 
health system. Yet the ACT Government has not even consulted the ASD 
community in a meaningful way.  
The area of behaviour support is especially problematic. The ACT lacks a 
registration process for behavioural clinicians and there is no training available 
in the ACT that leads to qualification as a behaviour specialist.  
Disability service providers cannot access the behaviour support they need to 
support their clients, especially autistic clients. 
Autistic people are often excluded from the health and mental health system. 
Autistic children may not be treated in hospital emergency departments. They 
are often discharged without being properly assessed. 
Numerous encounters with ACT Health have appeared in the media: 

• Caleb has autism, needs dialysis and a new kidney but Canberra Hospital 
says it can’t help him 

• Loving Lucy  
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The ASD community has raised these issues repeatedly but there is no 
discernible progress.  
Recommendations: 

11.  Train and maintain skilled staff in how to support autistic patients (and 
other disabilities if this is also needed) in the ACT Health and Mental 
Health system.  

12. Report annually on the health service outcomes for autistic patients. 
13. Establish a process for registering behaviour specialists in the ACT. 

Supported Accommodation 
The ACT needs a scheme that pro-actively prepares for the separation of people 
with disability from their family (informal carers). Currently, when a person 
with disability separates from a supporting family, either as a life progression or 
as the result of some sudden (but entirely predictable) event, ACT officials 
scramble madly to create or find supports.  
This crisis approach is just not good enough; disability support systems should 
be ready and the transition plan should swing into action. 
Further, the accommodation system needs to be separate from the support 
system. If a service provider is challenged by a person with disability, the service 
provider should be the one who leaves the accommodation setting, not the person 
with disability.  
Or if a person needs different accommodation, they should be able to maintain 
support through transition to a different location or setting.  
The ACT needs a system of providers of last resort for both accommodation and 
living support. The current system lets services providers just walk away leaving 
extremely vulnerable citizens without essential accommodation and living 
supports. They can cherry-pick clients for profitability and ease of operation.  
Recommendations: 

14. Accommodation and service provision should be separated for the support 
of each person with disability.  

15. The ACT needs a system of planning and preparation for adults with 
disability who cannot live independently.  

16. The ACT needs a system of providers of last resort for people with 
disability in the ACT.  
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Disability Workforce 
The NDIS is doing little or nothing to address chronic issues in the disability 
workforce.  
People with disability report major gaps in disability services and supports. 
Recommendations: 

17. The ACT Government must inquire into the state of the disability services 
workforce in the ACT. 

Police and emergency service ASD awareness 
SOfASD has received numerous complaints and concerns about how the police 
treat autistic citizens.  
SOfASD wrote to the Minister who responded claiming: 

"police officers, ambulance paramedics, and healthcare workers undertake 
ongoing training in mental health conditions, including the treatment of 
patients with autism spectrum disorder".  

This turned out to be incorrect: SOfASD asked under Freedom of Information 
provisions for all the available information about how ACT police officers are 
prepared for encounters with autistic people. There was no evidence that police 
are trained in relation to ASD, so the Minister’s claims are false. 
Further, training material from other emergency services suggest that police 
presence in such incidents typically exacerbates the problem.  
Recommendation: 

18. The ACT Government should ensure police officers working in the ACT are 
fully trained in how to approach autistic people in a full range of 
circumstances. 

Ambulance officers had some training a while ago. Their skills need revising. 
Other emergency services would benefit from improved ASD awareness training. 
Recommendation: 

19.  The ACT Government must ensure its emergency service personnel and 
organisations maintain their ASD awareness.  

Emergency Support 
Many families experience lack of emergency support for their autistic children. 
Primary carers cannot afford to be sick or injured as their autistic child is left 
without essential support. Or they cannot support other family members because 
they are already stretched to near breaking point. 
Recommendation: 

20. The ACT needs planned emergency support for primary carers of children 
with ASD. 
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Relinquishment 
The ACT Government needs to create a system for timely and structured 
relinquishment of their autistic children as the children grow older without the 
clinical support that they need. 
Recommendation: 

21. The ACT Government needs to develop a systematic approach to support of 
autistic citizens who progress to Territory care. 

Conclusion 
The ACT Government can do quite a lot to improve outcomes for autistic people. 
Most of the things it can do have little if any cost.  


