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A monograph from 
Speaking Out for Autism Spectrum Disorders (SOfASD) 

 

The following raises the concern that diagnosis rates for autism spectrum 
disorders (ASD) in the Australian Capital Territory (ACT) have fallen well 
below the national average. 

In 2007, the Australian Advisory Board on Autism Spectrum Disorders 
(AABASD) published a report that said autism/ASD prevalence for children 
aged 6-12 years was 1 in 160 (0.625%) in Australia1. More recently, the 
AABASD said2 

The prevalence is growing at a faster rate than any other disability. The Survey of 
Disability Ageing and Carers (2009) “showed an estimated 64,600 Australians 
had autism. This is an increase of 34,200 from the 2003 SDAC, or more than 
double the prevalence identified in 2003”. The Australian prevalence study (2007) 
indicated a national prevalence rate of 1 in 160 for children aged 6 – 12 years at 
that time. Further analysis (Buckley, 2009 and Wray, 2011) of additional 
FaHCSIA/Centrelink data shows steady annual growth in ASD diagnoses from 
2004 to 2009 and that National ASD prevalence (for school-aged children) 
exceeded 1 in 100 (or 1%) in 2009. Some recent data from the US states a 
prevalence rate of 1:88 (www.cdc.gov/ncbddd/autism/data.html). 

The AABASD’s oft-quoted report3 on autism/ASD prevalence declared the 
data from Centrelink on Carer Allowance is  

“…the most comprehensive single source of National information 
about the number of individuals seeking funding with a diagnosis of 
Autism or Asperger Disorder in Australia. It provides information 
about the minimum number of individuals living with these diagnoses 
each year.” 

Numerous other reputable reports are based on this data source, for 
example: 

• Williams K, MacDermott S, Ridley G, Glasson E, Wray J. The 
Prevalence of Autism in Australia. Can it be established from existing 
data? J Paediatr Child Health. 2008 May; 44(9):504-10 (ref 4) 

• http://a4.org.au/a4/node/389  

                                                
1 http://www.autismadvisoryboard.org.au/uploads/pdfs/PrevalenceReport.pdf  
2 http://www.autismadvisoryboard.org.au/uploads/file/pdfs/Position%20Paper%201%20Assessment
%20150812%20FINAL.pdf  
3 MacDermott S, Williams K, Ridley G, Glasson E, Wray J. (2007) The Prevalence of Autism in 
Australia. Can it be established from existing data? A report prepared for Australian Advisory 
Board on Autism Spectrum Disorders (formerly known as the Autism Council of Australia).  
http://www.autismadvisoryboard.org.au/uploads/pdfs/PrevalenceReport.pdf  
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• http://a4.org.au/a4/node/622  

There are good reasons why researchers say the Centrelink data is the best 
data available to indicate ASD prevalence in Australia.  

Below, are the latest figures4 showing that the number of children diagnosed 
with Autistic Disorder or Asperger’s Disorder, expressed as prevalence, by an 
allied health professional and then registered for Carer’s Allowance over the 
period from 2004 to 2012. 

Here are the national data. 

 

Note that there is a pattern of consistent growth in all school-age groups in 
the national data. 

Then there are the data for the ACT. 

 

                                                
4 http://a4.org.au/a4/node/622  
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Notable features of the ACT data are: 

1. The number of children aged 5-9 years diagnosed and registered 
decreased from 2009 to 2012. 

2. Very few children aged 0-4 years in the ACT are diagnosed these 
disorders.  

3. Diagnosis rates for 10-14 years olds resemble the national average. 

The ACT data shows a different pattern from the national data. The ACT is 
unique: it may be the only jurisdiction in the world where the number of 
children under 10 years of age being diagnosed with these disorders is 
decreasing.  

Recently, FaHCSIA (via its FOFMS records) provided data that shows a 
significant number of children are diagnosed with PDD-NOS … over and 
above those with Autistic or Asperger’s Disorders … that are not included in the 
Carer Allowance (Child) data from Centrelink.  

In 2007, the ACT Minister for Health and Disability said5 50% of children 
referred for an ASD diagnosis were diagnosed with ASD.  

In a brief6 for Minister Gallagher, Therapy ACT advised  

“Therapy ACT conducted 499 assessments between July 2003 and 
July 2009. Of these, 275 have been diagnosed with autism spectrum 
disorders. This indicates that many people are referred with suspected 
autism who do not have it.” 

This shows that Therapy ACT diagnosed just 55% of children referred to it 
who were suspected of having ASD.  

It is false to claim that all the children referred to Therapy ACT that they did 
not diagnose with ASD did not have ASD. A number of those seek a second 
opinion and their child is subsequently diagnosed with an autism spectrum 
disorder by well recognised/respected clinicians from outside the ACT.  

Autism Asperger ACT used detailed data from Centrelink in its budget 
submission on the 2010-11 ACT Budget (the submission can be downloaded 
from http://sofasd.org.au/sofasd/node/31). Figure 2 in the submission 
shows that diagnoses in the ACT went from above the national average to 
below the average in the period from 2005 to 2009.  

But Therapy ACT disputes the fact that Centrelink has records of 510 
specific children in 2009 who are aged less than 16 years with a diagnosis of 
Autistic or Asperger’s Disorder confirmed by allied health professionals and 
residing in the ACT.  

Therapy ACT claimed7: 

Mr Buckley bases figures in the submission on the number of 
children with autism in the ACT on the numbers with this diagnosis 
in receipt of a Carer Allowance from Centrelink and derives a figure of 
510 from this data. This is probably the best data available given 

                                                
5 http://www.hansard.act.gov.au/hansard/2007/week06/1664.htm  
6 7/1/2010 from the Senior Manager Therapy ACT to Minister for Disability, Housing and 
Community Services, File No. M10/8 
7 7/1/2010 from the Senior Manager Therapy ACT to Minister for Disability, Housing and 
Community Services, File No. M10/8  
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there is no central register of children with a diagnosis of autism in 
the ACT. 

There is no internationally accepted prevalence rate for autism in the 
population, with figures varying from between 0.5 to 1.0% of the 
population. The 2006 Commonwealth Department of Health and 
Ageing report quotes prevalence figures of around 0.6% of population. 
With an ACT population of approximately 62,000 people under the 
age of 15 this would equate to 372 children with autism in the ACT. 

Therapy ACT seems to think that I somehow derived all the detail provided 
in the budget submission for the ACT 2010-11 budget process … and a total 
of 510. All I did was add up the number of children in the ACT age 0-15 
years getting Carer Allowance … since Centrelink provided very detailed 
information. This is based on specific information about children in the ACT. 
My view is that is not “derived”, a term that implies a level of approximation 
or estimation. There is none if that in these figures. In that respect, 
Centrelink’s database is the allegedly non-existent “central register of 
children with a diagnosis of autism [that is, Autistic or Asperger’s Disorder] 
in the ACT”.  

Therapy ACT seeks to undermine and devalue the voice of the community 
and its representatives.  

Therapy ACT chose a prevalence estimate of 0.6% from a source in 2006, an 
estimate that in 2006 was very close to the national average at the time for 
children aged 5-14 years using counts of allowance recipients from 
Centrelink. But the national average for children aged 5-14 was over 1% by 
mid-2009 (and exceeded 1.2% by mid-2010). So Therapy ACT, in using 0.6% 
to estimate/derive just 372 children with ASD in the ACT in 2010, 
substantially underestimated the number of children with Autistic or 
Asperger’s Disorder in the ACT in the 2010-11 Financial Year. 

Figure 3 in the submission8 that AAACT made in December 2009 shows 
there were 320 children with Autistic or Asperger’s Disorder registered for 
Carer Allowance in June 2006 (few children under 3 years of age are 
diagnosed with Autistic or Asperger’s Disorder in the ACT). The number rose 
to 383 in 2007, 458 in 2008 and 510 in 2009. Scientific induction suggests 
the number of children in the ACT with Autistic or Asperger’s Disorder 
registered for Carer Allowance would be higher in 2010. 

The figure below shows the rate of ASD/PDD diagnosis by paediatricians in the 
ACT (the number of Medicare item 135 in each Financial Year9 since the start of 
the Helping Children with Autism package) compared to the national rate. 

                                                
8 http://sofasd.org.au/sofasd/sites/sofasd.org.au/files/AAACT%20submission%20for%202010-
11%20budget_0.pdf  
9 https://www.medicareaustralia.gov.au/cgi-
bin/broker.exe?_PROGRAM=sas.mbs_item_standard_report.sas&_SERVICE=default&DRILL=ag&
_DEBUG=0&group=135%2C+289&VAR=services&STAT=percapita&RPT_FMT=by+time+period+a
nd+state&PTYPE=finyear&START_DT=200507&END_DT=201211  
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These data are incidence data, not prevalence data. Typically, each person is 
diagnosed with ASD/PDD just once as ASD is usually a lifelong disorder. Note 
that the Medicare item was introduced in October 2008, so the 2008/2009 data 
are for a 9 month period. It seems that there was an initial couple of years of 
diagnosis “ramp up”. 

These data show that paediatricians in the ACT diagnose autism at a 
significantly lower rate than the national average. They have a declining role 
diagnosing ASD/PDD, especially in the ACT.  

(At this stage, I’m not sure whether these data are based on the location of the 
“patient” or the paediatrician … I’m guessing it’s the “patient”). 

We need to understand precisely why diagnosis rates for young (0-9 years old) 
children in the ACT are significantly lower than the rest of the country. Children 
with ASD who are not diagnosed when they are young may be missing out on 
crucial early intervention and support in school.  

Bob Buckley 
Chair. 

31/12/2012 
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