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	AUTISM VICTORIA
Address: 24 Drummond Street, Carlton, VIC 3053, Australia Postal Address: PO Box 374, Carlton South, VIC 3053, Australia
Phone: (03) 9657 1600   Fax: (03) 9639 4955
Email: info@autismvictoria.org.au
Web: www.autismvictoria.org.au
ABN: 15 600 724 949


REQUEST FOR ACCESS TO THE AUTISM VICTORIA ‘GET INVOLVED’ DATABASE OF FAMILIES INTERESTED IN PARTICIPATING IN RESEARCH

The Autism Victoria website actively promotes Autism Spectrum Disorder research and invites parents and families to Get Involved by registering their details for potential researchers.  The resultant database (Excel Spreadsheet) is maintained by Autism Victoria, and can be accessed by bone fide researchers as a potential source of research subjects.

In order to establish a researcher’s bone fide and determine if the database will meet their needs, requests must be made using this form.  Please review the information below, complete the details, save the document and email it to Josie Barbaro at J.Barbaro@latrobe.edu.au.  Josie has been engaged by Autism Victoria to manage this database on behalf of the Autism Victoria Research Reference Group.  All details provided by you will be kept in confidence.

You can see from the Get Involved form on the Autism Victoria website the information that parents are able to provide.  Autism Victoria does not verify the information submitted to the Get Involved register, the information provided to researchers from the database is as provided by the parent(s).  It is an opt out list – parents need to contact Autism Victoria if they wish to be removed from the Get Involved database.  In addition, parents are not obligated to participate in any research project explained to them, and must be able to withdraw at any time during the research period if that is their wish.

Autism Victoria also encourages an environment of mutual obligation between families and researchers.  It is important that research participants are informed of research project outcomes.  You may choose to do this yourself by forwarding a report to each participant – that will depend on your own situation.  However, a condition of accessing the Get Involved database is that you provide a copy of your paper, or a two page summary report, to Autism Victoria.  We will lodge this in our library, and it will be available to Autism Victoria members to read.  We may also publish an overview of your findings in our magazine, The Spectrum.  This will serve the dual purpose of informing participants of the outcome, and also encourage other families to become involved with research.

Autism Victoria adheres to the various state and federal privacy regulations and laws.  Please note the following very carefully:

1. The information on the database is confidential, is to be used by the applicant and their research colleagues only.  It not to be used for any purpose other than the research project outlined in this application.

2. The researcher must explain clearly to each family at the initial contact that their details were provided by Autism Victoria from the details they submitted to the Get Involved register.  We find that families can lodge an online form, and then forget that they had done so, which sometimes leads to confusion about where their personal details came from.

Please complete the following details, save the file and email to J.Barbaro@latrobe.edu.au 

Name of student/researcher


Course/Institution details



(for students - include year or level)

Contact details – phone, email, mobile, faculty office (please include two contact modes)


Name of your supervisor(s)/senior researcher


Their contact details


Research Project Topic
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Project details – in no more than 100 words outline your hypothesis/rationale, basic research methodology and details of subjects required (demographics, diagnoses etc):

UNDERTAKING:

I/we confirm that the above details are correct, are approved by my/our supervisor (and any institutional ethics process), undertake to forward to Autism Victoria a copy of the paper resulting from the above research project upon completion (or a two page summary of findings if more practicable), and give permission for Autism Victoria to place this in their library for general access, and to publish an overview of the project in an issue of The Spectrum.

I/we also undertake that the information from the Get Involved database will only be used in relation to this research project, and will not be passed onto a third party, or used for any other purpose.

SIGNED
DATE: …../…/……

(if you do not have access to an electronic signature, please insert your email address)
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AUTISM VICTORIA Inc.

is an association of organisations providing specialist services to people with autism, associated disorders and their families.
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