sandra.lambert@act.gov.au 

Hi Sandra

Thank you for responding (9/5/06) to the survey I sent to all the state disability departments. As you chose to not answer the questions as put, I had to interpret your answers. Please find my interpretation (with some commentary) attached. 

Please let me know whether you feel my interpretation misrepresents what you wrote. If you wish to review your response, please let me know promptly, and let me know when you will be finished. 

sincerely 
Bob Buckley

Questions 

1) Does the Australian Capital Territory Government recognize that the number of children diagnosed with an autism spectrum disorder has risen significantly over the last 10 to 15 years?

The response says:

“This Department recognises that there has been a significant increase in the diagnosis of children with PDD over the last 10–15 years.”

We interpret the Department’s response to mean “Yes”.

2) Does the Australian Capital Territory Government accept that around 1 in 166 young people will have been diagnosed with an autism spectrum disorder by the time they leave school? If not, how many school leavers in Australian Capital Territory receive an ASD diagnosis?

There is no response to this question. The Department gives some figures relating to students with ASD in, and exiting, the special education population. It does not provide any information about students with ASD who are included or leaving mainstream settings. Nor is any information provided in relation to the whole ACT population.

3) Does the Australian Capital Territory Government recognize that an autism spectrum disorder is usually severely or profoundly disabling? 

The Department’s response to this is a clear “No”. The Department says 

“In the interest of equity, and given the wide range of limitations experienced by individuals with similar conditions/disorders, consistent with government policy, the Department will continue to provide support to people with a disability on the basis of actual demonstrated individual need rather than solely on the basis of a medical, psychiatric or psychological diagnosis while recognising that these diagnosis (sic) are critical elements of the treatment context.”

Apparently, you have to demonstrate you are an individual who has lived your whole life with a severe or profound disability so you can actually demonstrate your need before you can access services from the ACT government to treat your life-long condition. Do we ask that people die of cancer before offering them treatment? 

DHCS’s response does not recognise that the purpose of diagnosis to provide treatment and early intervention meant to minimise disability that is the anticipated progression of a disorder. Treating people with ASD this way is discrimination and may be illegal (though delays in the ACT legal system mean there is no way to test this). 

4) Does the Australian Capital Territory Government recognize ASD as a separate disability type that is distinct from intellectual disability, for example? What reporting of outcomes measures for people with ASD does the Australian Capital Territory government use to ensure outcomes for people with ASD are equitable? What are the measured results achieved in Australian Capital Territory, and where are they published? 

The response says:

The Department recognises PDD as distinct from intellectual disability.

However the response also says children with different disabilities are offered the same service. While the Department says it recognises PDD as a distinct disability, it makes a strong point of not providing distinct services.

5) What measures does the Australian Capital Territory Government have to show that the treatment and early intervention it provides for children with an autism spectrum disorder is effective in improving outcomes for those children? 

The Department does not identify any measures of outcomes. It says 

“The difficulties with setting standardised outcome measures for people with Autism are understood …”. 

This is very vague language. It is not clear who says measuring outcomes is difficult. Is it the Department or government who understand the difficulty? 

The Department seems to have significant difficulty with measurement relating to disability. For example, it did not provide data for the CSTDA NMDS.

It is not clear there is a real difficulty in measuring outcomes. The Roberts report cannot be considered an authority on such a subject.

6) Does the Australian Capital Territory Government accept that children with autism who do not receive effective treatment for their autism will impose substantial long-term burdens on the affected families, reduce the productivity of family members and diminish the capacity of the whole community to provide the growing level of support required for an ageing population?

No response.

7) Professor Margot Prior told the National Forum “applied behaviour analysis can achieve very good outcomes” for children with ASD but that “it is not the only approach”. Ms Roberts, in A Review of the Research to Identify the Most Effective Models of Best Practice in the Management of Children with Autism Spectrum Disorders prepared for DADHC, refers repeatedly to universal agreement on approaches that produce positive outcomes for children with autism. What approaches to treating autism known to produce the positive outcomes does the Australian Capital Territory Government provide (or fund)? What are the measured outcomes for children with ASD in Australian Capital Territory? How do the outcomes achieved through Australian Capital Territory Government services for children with autism compare to the positive outcomes reported in autism research literature? 

No response.

8) What services does the Australian Capital Territory Government fund that are best practice as described by experts in autism or ASD? 

The answer given is “None”. 

The Department funds its staff to attend relevant seminars and workshops. But it does not ensure the means of providing a complete service based on any recognised model. 

a) Which of these services provide “between 15 and 25 hours [per week] of specific intervention”? 

No response.

b) Which of these services provide 20+ hours per week of ASD-specific intervention? 

No response.

c) Apart from service mentioned in a) and b) above, which services funded by the Australian Capital Territory Government meet any description of best practice for children with autism or ASD, whose description of best practice is it and what is their description of best practice for treating ASD in young children? 

No response.

d) Does the Australian Capital Territory Government have specific plans to provide best practice early intervention and treatment for children with ASD in the foreseeable future? If so, what are the plans?

The Department says

“Disability ACT is currently establishing an intensive intervention service … intended to address situations where ongoing family-based care is unlikely to be maintained in the absence of a specialised and/or intensive intervention.”

This means the government places burden of providing intensive intervention for children with ASD on the families. The government will only provide a crisis service for families who are unable to meet the needs of their child for intensive intervention. 

How would the community react to a government that only offered treatment for cancer if the family was unable to control a family member’s cancer? Or a government whose health system would only step in once a family’s attempt at heart surgery proved unsuccessful?

9) Does the Australian Capital Territory Government accept that few families of children with ASD in Australian Capital Territory can access the evidence-based intensive ASD-specific early intervention recognised national and international experts in treating ASD say their children need for their development? 

No response.

Parents say they do not get the early intervention their child needs.

Therapy ACT says it provides services “from birth to 65 years of age”. The information given shows just 71 people with ASD are able to access services. There are at least 410 students with ASD in special education settings. So fewer than 1 in 5 students with PDD/ASD can even access “specialist disability services” (which are really generic, non-specific, disability services).

10) What “international research” relating to outcomes for people with autism “supports” generic disability services “based on non-categorical settings”? How does the research “support” these services as they relate to children with autism? 

No response.

11) What conclusions has the Australian Capital Territory Government reached about the effectiveness of “non-categorical”, “generic” or “specialist” disability services for people with autism? How do these conclusions affect the Government’s policy on and service provision for people with autism in Australian Capital Territory? What evidence is there that outcomes like those described in the research are realized in services provided or funded by the Australian Capital Territory Government?

No response.

The lack of responses can be interpreted to mean it is likely DHCS has not considered the types of services it funds. So the issue of whether the services it funds are effective for children with autism/ASD do not inform DHCS’s policies and practices.

