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The Manager/Director
National Disability Strategy
PO Box 7442
Canberra Business Centre ACT 2610

NDS@nationalmailing.com.au 

Dear sir/madam,
Please accept this late response to the discussion paper Developing a National Disability Strategy for Australia. Our response relates to people with autism spectrum disorders (ASD). We are concerned that the members of the government’s recognised National Peak Disability Bodies
 do not adequately represent our community. 

Autism Aspergers Advocacy Australia (A4) was unable to respond by 1st December 2008 as:

· the people with the knowledge and ability to prepare a response were busy implementing the government’s Helping Children with Autism package through the consultation period, and

· national ASD organisations, unlike other national disability organisations, do not receive funding to  support this type of activity.

Our response to the prescribed questions is in the Annex below.

We are concerned that the discussion paper does not offer discernible change. Rather than suggesting changes that could improve outcomes for people with ASD, the discussion paper describes principles that deliver the existing poor outcomes for people with ASD.

The goal of “a more inclusive and universally accessible society” blinds policy to the needs of many people with ASD. The goal of a universal access is utopian. Giving people with a disability unachievable goals leads inevitably to failure and disillusion. It makes already poor outcomes worse. 

Sometimes principles such as “respect for the rights of children”, “inherent dignity” and “respect for difference” should be put ahead of “participation and inclusion”. The Convention on the Rights of the Child says children have a right to treatment, rehabilitation, education, etc.  Australian children with ASD cannot access the treatment and rehabilitation they need. The Health Department advises that children with ASD need 1000 hours per years of early intervention, but only those children whose parents can afford it (and choose to provide it) get anything like the treatment and rehabilitation they need at an early age. 

The rights of Australians, especially children and children with a disability, need protection. Unfortunately, recent legal decisions show Australian law supports and protects discrimination against people with a disability; particularly discrimination by governments. Law that first recognises ASD as a disability and second protects people with a disability properly from discrimination would be a substantial improvement. 

Social inclusion is a worthy goal but it is not always the most important goal for people with ASD. The zealous pursuit of “social inclusion”, to the detriment of other objectives, places some people with ASD in situations with insufficient “inherent dignity” and “respect for difference”. 

The discussion paper says …

“Compared to Australians without disability, people with disability are more likely to live in poverty, to have fewer educational qualifications, to be out of work and experience inequality.”

Many students with ASD are excluded from school. Many people with ASD cannot live independently. Most adults with ASD have little or no prospect of employment. Their communication is not understood and often they do not understand others. 

The table on page 5 of the discussion paper shows people with a disability experience poor outcomes. Other data, such as the number of people with ASD on DSP, show people with ASD experience especially inequitable outcomes. The existing disability service systems do not recognise, understand, service or support adequately the distinct needs of people with ASD. 

A recent AIHW report showed some adults with “autism” change their primary disability. The reason why they change is not reported: probably, the reasons are not measured. Some people change their primary disability so they can access services that are denied to people with ASD (such as case management service in NSW, or mental health services more generally). In these circumstances, the service they access is unlikely to address their needs adequately or be appropriate for their ASD.

It is clear from the growing numbers of people with ASD getting DSP that their education does not prepare them for employment. Employment services are not getting many people with ASD into jobs. 

Families of adults with ASD report substantial difficulty finding suitable accommodation services for adults with ASD. This is a rapidly growing problem with the number of young adults needing supported accommodation growing rapidly. 

Some people with ASD have substantial clinical needs that are not being addressed — often because there are no appropriate services available. Australia lacks ASD expertise. 

Any serious attempt to realise the government’s goals specifically for people with ASD (as a subgroup of people with a disability) will require recognition and understanding of ASD as a distinct disability type, consultation with people with ASD, substantial ASD-specific capability development and the integration of treatment, education and support services. The departments responsible for these “stovepipes” will have to develop much more collaborative and client centred services than they have so far. 

Outcomes for people with ASD are not entirely negative. There are examples of some positive developments but overwhelmingly people with ASD across the nation need outcomes to improve substantially.

Sincerely


Bob Buckley
A4 Convenor

19/2/2009

Annex: Prescribed Questions

1. What do you think should be included in the National Disability Strategy?

Thorough recognition of autism spectrum disorders as a significant, serious and distinct disability type.

Approaches to substantially improving … 

· developmental progress, education, employment, independent living, social and general outcomes for people with autism spectrum disorders; 

· appreciation, inclusion and respect of/for people with autism spectrum disorders in their communities and workplaces; 

· treatment and rehabilitation for the clinical aspects of ASD; and

· services and support relating to disabling aspects of ASD

What are the greatest barriers that people with disability face to participating fully within the community and what specific local or national actions could be taken to overcome these barriers?

Failure or refusal to recognise ASD as a distinct disability with substantial and distinct needs. 

Insufficient respect for people with ASD, their families and carers; 

The absence of …

· appreciation of difference due or related to ASD; 

· expertise and capacity to treat, rehabilitate, educate, service and appropriately support people with ASD; 

· a professional agreement on how to treat, rehabilitate, educate, service and appropriately support people with ASD;

· comprehensive reporting on the outcomes people with ASD experience; and

· resourcing for and commitment to outcomes governments and communities claim they want for people with ASD.

Governments and service providers that believe or expect … 

· the needs of people with ASD can be met largely through the provision of generic disability services.

· outcomes for people with ASD resemble average outcomes for people with a disability;

What areas of research do you think should be a priority to better inform the National Disability Strategy?

The most pressing question in relation to ASD is why governments cannot act on expert advice on how to improve outcomes for people with ASD and reduce the burden on the community. 

2. We are interested to know about your personal experience.

Please tell us in your own words about any time that you, or someone you care for or support, experienced barriers to participating in a community, social or work event.

Autism spectrum disorders are defined effectively in terms of a person’s participation in community and social events. By definition, people with ASD have severe and pervasive impairment. People find this hard to understand. “Severe” means that they are seriously affected and “pervasive” means all the time and in everything they do. 

People with ASD have severe and pervasive impairments in their communication. Their difficult with communication is a barrier whenever they are with other people. This means they cannot be included unless the setting caters specifically to people with ASD (which is rare). 

People with ASD have severe and pervasive impairments in their social skills. This means they particular disability is a fundamental barrier “to participating in a community, social or work events”. 

People with ASD have severe and pervasive impairments in their behaviour. The High Court ruled that people can be excluded from any service or setting on the basis of their behaviour. It is hard to imagine much more of a barrier. 

What local action has made a positive difference to your life or other people with disability, their families and carers?

A small number of dedicated people in the community work hard to help people with autism and their families. They take the trouble to understand the distinct needs of people with autism and act to help them. 

Those who are employed, especially in disability services, may be bending the rules or acting outside their job description. 

Special recognition should go to the respite workers and educational aides who help provide treatment and therapy while they provide the basic child care and community access they are paid to deliver.

People with autism and their families also owe a lot to a small group of professionals and quasi-professionals who specialise in help for people with ASD and dedicate their efforts to keeping abreast of improving treatment and support methods (predominantly from overseas research).

What local action has made a positive difference to the life of someone you care for or support?

Some families can construct a comprehensive program to address their child’s ASD that involves education staff, respite workers, child-care staff, allied health professionals and quasi-professionals in its delivery. The ‘positive difference’ depends on 

· the families exceptional ability to organise delivery of such a program; and

· the willingness of individuals to contribute, often showing extreme flexibility in interpreting instructions from their managers and the rules that govern their service provision. 

3. Do you have any other comments, thoughts or ideas about the National Disability Strategy?

In relation to ASD, a disability strategy will not succeed unless it:

· Recognises and understands ASD as a distinct disability with substantial needs of its own

· Includes partnerships and service regime that delivers a comprehensive, unified and person centred program for each individual from the disability, health and education sectors

· Substantially increases capacity to deliver appropriate developmental and support programs for people with ASD

· Overcomes the divisions among professionals and quasi-professionals

· Is supported by legal protection of human rights

· Is funded to succeed rather than being funded to hang by a fraying thread in the chasm of failure







� See � HYPERLINK "http://www.fahcsia.gov.au/disability/cds/p9.htm" ��http://www.fahcsia.gov.au/disability/cds/p9.htm� 
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