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AUTISIM SPECTRUM DISORDERS





INFORMATION FOR ASSESSORS
Background Information
The WA Autism Register serves as a primary resource to researchers, clinicians and service providers to assist with our knowledge of autism spectrum disorders and the patterns of diagnoses in Western Australia (WA).  The Register is prospective, collecting diagnostic and demographic information on people diagnosed in WA since January 1999.

Types of Information collected
	· Date of birth, sex, primary language used
· Diagnostic criteria

· Diagnostic methods

· IQ (verbal and non-verbal) and/or developmental abilities
	· Other cognitive assessments

· Comorbidity (the presence of other conditions)

· Language assessments

· Adaptive behaviour



Notifications to the Register

Data collection forms for newly diagnosed cases are completed by the diagnosing clinician at the time of diagnosis, using the diagnostic and demographic details that are available to them, and are then sent to the Register. For the confidential information (name, date of birth, postcode) to be included with the entry, consent must be obtained from the parents or persons themselves.  The confidential information helps to eliminate double entries of notifications to the Register, to recognise changes in diagnoses within the same person over time, and to assist with the manual checking of numbers received at the Register with numbers diagnosed at each centre.  At the end of each year, the major diagnosing centres review their records for any cases that have been missed.  If consent is not received or requested at the time of diagnosis, information on the case may be forwarded without confidential information, and is left as an anonymous entry, containing only year of birth and gender.
The Advisory Committee

The Register is governed by an Advisory Committee comprising of a parent representative; two psychologists, one psychiatrist, and one speech pathologist in private practice; and representatives from the two major diagnostic centres (Disability Services Commission and the State Child Development Centre) and the Autism Association of Western Australia.  Each member was nominated by the institution they represent.  

The Register is bound by a confidentiality protocol.  Information is stored on secure premises at the Telethon Institute for Child Health Research, and is firewall and password protected.  Ethical approval to collect data for the Register was received from the University of Western Australia, Princess Margaret Hospital, Disability Services Commission, State Child Development Centre, and the Royal Australian and New Zealand College of Psychiatrists.

WHAT THE REGISTER CAN OFFER YOU

· Copies of the annual Register reports as they become available. 

· A personalized summary of the number of cases you submitted each year.
· Access to ASD statistics for use in presentations and reports.

· Information sheets and handouts for your business and interactions with parents.
· Scheduled email contact to facilitate ordering of Data Collection Forms. 

· Direct notification of any changes that may affect assessors such as changes in handouts, changes to Data Collection Forms and/or changes to data collection or verification protocols.

· Regular data updates during the quarterly Western Australian Diagnosticians’ Forum meetings (and via WAADF Forum minutes if you are a WAADF member)

· Access to the Register website for further information and downloads www.autismwa.org.au/autism_register.html  (including a FAQ section and Powerpoint presentations) for yourself or to pass on to families and/or colleagues. 

HOW YOU CAN SUPPORT THE REGISTER

1. Become familiar with the purpose of the Register and ensure that you have a supply of current forms and that you are comfortable in requesting more.
2. Make the Register’s All about the Autism Register brochure easily accessible to parents in your practice.
3. You may find the Register’s All about the Autism Register brochure helpful in explaining the Register’s role and the reason/s Consent is requested. 
4. Offer families/individuals the Register’s brochure, Consent and Interest forms and A Parent’s Perspective letter and encourage them to participate. They can complete the Consent form and/or Interest forms either at that time or by mailing them to the Register in the provided paid, addressed envelope.
5. Forward diagnostic information to the Register for each person you diagnose

6. Ensure that the Register has your current contact details so that you can be provided with relevant updates and information as it becomes available. 

7. Please DO NOT photocopy Data Collection Forms as each set has a unique identification code and submissions using photocopied forms cannot be included in the data base. 
8. Contact us if you have any questions, comments or concerns or to request information sheets:

Telethon Institute for Child Health Research

PO Box 855, West Perth, Western Australia 6872, Australia

Tel. + (61 8) 9489 7777     Fax. + (61 8) 9489 7700

Email: 
autismreg@ichr.uwa.edu.au
Dr Emma Glasson - Registrar  emmag@ichr.uwa.edu.au
Sarah MacDermott – Project Officer smacdermott@ichr.uwa.edu.au 

      Web: 
www.autismwa.org.au/autism_register.html
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