27 Fairbridge Cres
Ainslie ACT 2602

Mr Robert Griew
Chief Executive Officer
Department of Health and Community Services
PO Box 40596
Casuarina NT 0811
Dear Mr Griew
Subject: Early Intervention for Autism 
I write in relation to services for children with autism spectrum disorders (ASD) in Northern Territory. I am collecting information for publication in a national newsletter focused on autism spectrum disorders, and possible publication in the general media. 

Below, I pose some questions about services for children with ASD but first I will establish a comprehensive context for putting these questions. 

The number of children being diagnosed with ASD has increased significantly over the last 10 to 15 years. Currently in Australia, at least 1 in 166 (or 0.6% of) Australian youth will have been diagnosed with ASD by the time they leave school
. Most children receive their ASD diagnosis well before they enter school and in plenty of time to access the early intervention services that they need. 

Australian data show autism is severely disabling. The Australian Institute of Health and Welfare (AIHW) reports, based on ABS 1998 data, that 

“The top five conditions most likely to be associated with a severe or profound core activity restriction were autism (95%), dementia (94%), Down syndrome (92%), cerebral palsy (84%) and speech problems (76%).”

According to national and international experts, children with autism need intensive early intervention that is specific to autism. Experts visiting Australia recently, such as Prof. Pat Howlin, tell audiences that children with autism need at least 20 hours per week of early intervention. 

Articles in Australian journals suggest that Australia, at both federal and state level, lacks an appropriate (that is evidence-based, intensive, ASD-specific and internationally recognised best practice) model for treating children with an Autism Spectrum Disorder. 

“…. It is now widely accepted that between 15 and 25 hours of specific intervention is adequate, … In the typical programs of today, a child may spend time in individual therapy, in preschools with support, in special playgroups, and in home-based interventions. Services available differ between areas, and in Australia there are no government-funded programs providing the recommended amounts of intervention. There is a need for increased government financial support for early intervention programs.”

When they say “in Australia there are no government-funded programs providing the recommended amounts of intervention”, these Australian experts on autism mean the range of services available in Northern Territory do not meet the needs of children with ASD in Northern Territory. 

Data in the Autism in Victoria report shows that a few families spend large amounts of money and effort in providing a mixture of essential “individual therapy”, in-home intervention and specialist support in playgroups and pre-school. 

 “most young children with autism in Australia do not receive intensive behavioural intervention programs — partly because such programs are not recommended by many health professionals and partly because of their prohibitive cost for families””

“Programmes in Australia are frequently parent directed, as opposed to clinic directed, which may compromise outcome if expert supervision is inadequate. Parent directed programmes rely on parents to organize recruitment, training and supervision of therapists; clinic directed programmes organize recruitment, training and supervision of therapists from the clinic base. Families mortgage their homes and access superannuation funds to finance these programmes.” 

The ASD experts are not alone in making critical comments. When announcing the sentence in the matter 04/21/1041 - REGINA v DANIELA DAWES at Parramatta NSW on 2 June 2004, Judge Ellis said:

The practical reality is that the care in terms of daily responsibility to feed, toilet, bathe, educate, entertain and love fell to his mother, this offender.  There is no doubt that this was an unrelenting, tiring, frustrating and never-ending task that very few people have ever experienced or are even capable of fully comprehending.

The trend over the last twenty years in the treatment of the disabled has rightly been away from institutionalisation.  It is difficult to understand why obtaining appropriate assistance and respite care is so difficult having regard to the fact that those who undertake the full-time care of such disabled children directly contribute to significant savings of public money which would otherwise be required to support such children within the Public Health system.

Having regard to the material before me it is clear that the present system within New South Wales leaves a lot to be desired and was a significant stressor for this offender over an extended period of time.

This may well be the strongest condemnation of services for children with autism available to an official in a state legal system without taking specific evidence on the issue. It shows that, despite making enormous efforts, mothers of children with autism cannot access the intensive autism-specific early childhood intervention that their child needs. And without effective early intervention for autism family carers are placed under enormous and sometime unbearable burdens. 

I regularly receive letters from parents in Northern Territory who have a child with autism and who cannot access the services they need for their child. Many are concerned that their child reaches school without essential preparation for school; and from parents whose child does not get the professional support they need while in school. They are deeply distressed that by the time their child reaches school they have missed their chance to minimize their disability and that health, early childhood and disability service providers (or coordinators and/or case managers) in Northern Territory did not properly inform them of their child’s needs. 

Recently, Mr James Christian from DADHC described services for children with autism in NSW to the National Forum on Autism in June 2005 (see Annex A). He referred this specialized audience to just one relevant service. He failed to mention any provision of intensive ASD-specific early intervention in his presentation. In his response to specific questions he confirmed there are clear gaps in NSW services for children with ASD. 

He said Aspect Australia (formerly the Autism Association of NSW and the only NSW government funded provider offering specialist ASD early intervention) gets 0.35% of disability funding in NSW when ASD is the most disabling and one of the more common disabilities. Clearly, the level of funding for ASD in NSW is utterly inadequate. Mr Christian’s description of services in NSW completely omitted any options for evidence-based treatment, and he did not refer to the intensive ASD-specific early intervention that that experts say is essential for children with ASD. 

My readership/audience is interested to know whether services in Northern Territory for treating autism in children are significantly different from those in NSW (as described by Mr Christian).

The National Forum identified evidence-based intensive early intervention for autism and the need to develop clear pathways to access effective treatment as serious gaps in existing service provisions in all states, including Northern Territory. 

In summary, there are now large numbers of young children diagnosed with an autism spectrum disorder in Northern Territory. ASD is a severe or profound disorder. Experts agree that to achieve positive outcomes children with autism need treatment that is evidence-based, ASD-specific and intensive. There are serious claims that children with ASD in Northern Territory cannot access services that resemble best practice early childhood intervention for autism; services that are essential for their development.

I would appreciate your providing answers to the following questions about the views of the Northern TerritoryGovernment towards children with ASD and services for their ASD. 

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

2) Does the Northern 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 Northern Territory receive an ASD diagnosis?

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

4) Does the Northern 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 Northern Territory government use to ensure outcomes for people with ASD are equitable? What are the measured results achieved in Northern Territory, and where are they published?

5) What measures does the Northern 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? 

6) Does the Northern 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?

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 Northern Territory Government provide (or fund)? What are the measured outcomes for children with ASD in Northern Territory? How do the outcomes achieved through Northern Territory Government services for children with autism compare to the positive outcomes reported in autism research literature? 

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

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

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

c) Apart from service mentioned in a) and b) above, which services funded by the Northern 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? 

d) Does the Northern 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?

9) Does the Northern Territory Government accept that few families of children with ASD in Northern 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? 

The Hon Sherryl Garbutt MP, Minister for Children and Community Services in Victoria, recently wrote:

“International research supports services delivered in non-categorical settings (universal services, ECIS or a mix of both) in the child’s natural environment.“

My audience is keenly interested in research showing universal services and/or generic ECIS (based on non-categorical settings) are effective in improving outcomes for children with autism. Notice this view differs significantly from expert opinion on treatment and rehabilitation for autism. 

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? 

11) What conclusions has the Northern 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 Northern Territory? What evidence is there that outcomes like those described in the research are realized in services provided or funded by the Northern Territory Government?

National Autism Awareness Week is coming up in mid-May. I would appreciate your response by end-April. The questions above focus clearly on ASD-specific services. These are not questions about so-called “disability specific services”. Based on previous experience with state governments and their agencies, please be warned that my audience is now inclined to interpret any vague, evasive or non-specific answer as refusal to answer specific issues and that an adverse inference is appropriate.

I am happy to provide additional information or clarify any of the questions. I can be contacted on 0418 677 288 or bob@buckley.id.au.

Yours sincerely

Bob Buckley
30/3/2006 

Cc:
The Hon. Delia  LAWRIE MLA, Minister for Family and Community
Dr Richard Soon Huat LIM, Shadow Minister for Family and Community
Annex A: from the report on the National Autism Forum (2005)

3.1 Autism Services in New South Wales Mr James Christian (from NSW Department of Ageing, Disability & Home Care,)_ 

Mr Christian provided an overview of the extensive range of services and programs available in New South Wales for the support of children with autism and their families. The variety of needs at different times of life is catered for by a range of Government funded services provided primarily by the Department of Ageing, Disability and Home Care (DADHC), the Department of Education and Training and NSW Health. The leading funded organisation is Autism Spectrum, commonly known as Aspect. Aspect Australia receives $2.56 million in recurrent funds each year from DADHC. 

Aspect has recently been successful in obtaining Statewide Grants to deliver programs to support training for parents and carers of newly diagnosed children and provides training support to parents of children with challenging behaviour. 

DADHC has some 900 community partners who deliver funded services. In 2005/2006 they will receive grants and subsides totalling $723 million. In addition, significant services are delivered through 80 funded Early Childhood Intervention Services at over $12 million a year. Children, young people and adults with an Autism Spectrum Disorder in NSW have access to a broad range of health, education and disability specific services including: 

· diagnosis and assessment services by a multidisciplinary team of medical staff, psychologists, social workers and nurses; 

· assessment by a General Practitioner, Community Paediatrician or private Paediatrician; 

· early identification through Early Childhood Health Services; 

· referral to counselling and support services for parents and specialist service providers, such as Aspect; 

· the NSW Carers Program which provides support for carers in their caring role and training health workers to respond to the needs of carers; 

· specialist support for students enrolled in regular classes, special classes and special schools; 

· specialist teachers working with individual students and their teachers to provide enhanced personalised learning and student management; and 

· professional learning in collaboration with Aspect Australia
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