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HOW TO MAKE A BEQUEST TO THE AUSTRALIAN INHERITED RETINAL DISEASE REGISTRY AND DNA BANK

Inherited retinal disease (IRD) is the most common cause of blindness in working-age Australians. There are more than 250 genes known to cause IRD.

The Australian Inherited Retinal Disease Registry and DNA Bank (AIRDR) (Sir Charles Gairdner Hospital Human Research Ethics Approval 2001-053) is a research resource which collects DNA from consenting participants from all over Australia and genetically analyses this DNA in order to establish the cause of a participant’s IRD. 
The AIRDR is characterising the genetic spectrum of IRDs in Australia in order to guide research into treatments and cures. Genetic results are returned to participants, via their clinicians, where possible, thereby improving disease management for those participants.

The AIRDR is not a clinical service, and it relies on funding from funding bodies (such as Retina Australia), private donations and bequests for its operations. 
At present we have more than 7500 DNA samples in our care. Genetic research reports have been sent to more than 1400 of our participants, via their nominated ophthalmologists and/or genetic counselling services, free of charge. We continue to collect DNA at the rate of 300 to 400 samples each year.

We intend to genetically analyse the DNA from all of our families, and the more funding we have the quicker we can do that. Typically, the cost of genetically analysing one family’s DNA, interpreting the results and providing a report costs about $3000.

If you would like to consider making a bequest in your will that will enable more families affected with an IRD to be genetically diagnosed, thereby significantly improving the management of their disease and increasing the possibility of their being included in a gene-specific clinical trial or receiving an emerging gene-specific treatment, you may consider including the following wording in your will:


I wish to bequeath the sum of $     to the Australian Inherited Retinal Disease Registry and DNA Bank, Department of Medical Technology and Physics, Sir Charles Gairdner Hospital, Perth, Western Australia. 


Thank you for your consideration of this idea.

Dr. John De Roach

Principal Investigator

Australian Inherited Disease Registry and DNA Bank
Department of Medical Technology and Physics 
Sir Charles Gairdner Hospital 

Hospital Avenue, Nedlands, Western Australia 6009

