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	Finding the power of more than one 

	Jennifer Cooke   

	IT IS not every day that the welcome speech at an international scientific conference is delivered by a non-scientist with no political or research clout.
But Florence Kranitz brought a new dimension to a gathering of hundreds of researchers who met earlier this month in Turin, Italy, for the Prion 2006 - Strategies conference: social influence.
Kranitz's husband, Aaron, died of the human form of "mad cow" disease six years ago. She is president of the CJD Foundation in the US and has transformed it from a support group into a dynamic force. It educates clinicians and researchers through a DVD sent to 17 countries, demands apologies for exaggerated media stories and raises awareness of the untreatable range of prion diseases. 
"Our primary goal is a simple one: when we see a need we do everything humanly possible to fill it," Kranitz told 900-odd delegates to the conference, who included the US Nobel laureate Professor Stanley Prusiner and other giants of prion research. 
For the past four years scientists and families have met at the foundation's annual conference in Washington, where US family members are given advocacy training and expertly organised to use the proximity to Capitol Hill to lobby congressional members for research funding and more animal disease surveillance to detect bovine spongiform encephalopathy (BSE) in cattle. Patient and family support groups from around the world attended this year's CJD Foundation conference.
The Australian CJD Support Group Network, which was a world first when it began in 1992, is co-chaired by Suzanne Solvyns of Sydney and a Tasmanian, Carol Wilson. They are also the inaugural co-chairwomen of the CJD International Support Alliance, which was formed this year. The alliance includes six support groups in four countries - Australia, Japan, the US and Britain - and will soon, Kranitz hopes, include European organisations.
It is not only the families of those dead or dying that need help.
The alliance aims to represent people who are healthy now but at risk of developing a prion disease as a result of medical procedures such as human hormone injections, dura mater (outer brain lining) grafts, use of contaminated surgical instruments or blood product transfusions. It covers those exposed to BSE-contaminated beef products and the elderly, who die of sporadic CJD at a rate of one per million per country each year. This includes about 20 in Australia. 
The evolution of the support groups reflects the fact that there are four main types of CJD - sporadic (no known cause), iatrogenic (medically transmitted), familial (inherited) and variant (the newest strain, that arose in 1996 from BSE-contaminated food products). 
Solvyns describes the new alliance as a broader approach to "sharing information and resources on behalf of patients and families ... the world over".
November 12 is International CJD Awareness Day. See www.cjdsupport.org.au


