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NOMINATIONS SOUGHT FOR COMPOUNDS TO TEST FOR HUNTINGTON’S DISEASE

The Huntington Project has launched a broad-based effort to systematically evaluate compounds to test as potential treatments for Huntington’s disease (HD). As a first step in this effort, the Huntington Project is asking everyone in the HD community – clinicians, scientists, individuals affected by HD, and advocacy organizations -- to nominate experimental treatments that they believe should be considered for research evaluation. Nominations can be made via the Huntington Project website (www.huntingtonproject.org) by clicking on the SET-HD tab. SET-HD stands for Systematic Evaluation of Treatments for HD. 

SET-HD is modeled on a similar effort called CINAPS (Committee to Identify Neuroprotective Agents in Parkinson’s), which was designed to find treatments for Parkinson’s disease (Neurology 2003;60:1234-1240). CINAPS identified 59 compounds nominated by clinicians and scientists in 13 countries. After systematic review, 13 compounds were selected as attractive candidates for future clinical trials. Bernard M. Ravina, M.D., program director at the National Institute of Neurological Disorders and Stroke (NINDS), who led the CINAPS team, is also leading the SET-HD team.  

“The appeal of SET-HD is that it brings an evidence-based approach to drug selection,” said Ravina. “Information about potential interventions is systematically gathered and analyzed so that the most promising interventions make it into clinical trials.”
Compounds and approaches that may be nominated include:

· New agents (chemical entities) currently being studied or under development in academic laboratories or by pharmaceutical companies

· Agents currently marketed for other indications 

· Over-the-counter medications

· Natural compounds

· Gene or cell based therapies

· Surgical interventions

The first round of nominations were accepted via the Huntington Project web site from January 19 through March 31, 2004. Another round of nominations are currently being accepted.  People nominating compounds will be asked why they consider this compound potentially useful in the treatment of HD.

Suggested interventions will be evaluated by a group of clinical pharmacologists to select compounds for further detailed evaluation. Criteria used to evaluate these compounds will include 1) rationale and mechanism; 2) existing data from studies in various animal models; 3) pre-clinical data regarding dosing, kinetics, and tissue penetration; and 4) safety and tolerability data from human studies. The results of these evaluations will be published in a peer-reviewed scientific journal and will be made available on the Huntington Project web site. Compounds that emerge from this systematic evaluation will be advanced toward forthcoming clinical trials. 

Huntington’s Disease is an inherited, progressive brain disorder that affects 1 in 10,000 people worldwide. In the United States and Canada, about 30,000 people are ill from HD and another 150,000 risk developing the disorder. The degeneration of brain cells called neurons leads to psychiatric, cognitive, and movement problems. Each child of a person with HD has a 50% risk of also developing the disease. Despite identification of the mutation that leads to HD in 1993, there is currently no proven therapy or cure that can slow or prevent the disease.  

SET-HD is sponsored by the High Q Foundation, a foundation that funds HD research. Additional support for the Huntington Project has been provided by the Fox Family Foundation, Hereditary Disease Foundation, Huntington’s Disease Society of America, Huntington Society of Canada, International Huntington Association, World Federation of Neurology Research Group on HD, World Congress on HD 2005, and the National Institute of Neurological Disorders and Stroke of the National Institutes of Health. 

The Huntington Project was formed in 2002 with the goal of engaging the entire HD community in the search for treatments. It brings together clinicians; scientists from academia, government, and industry; advocacy organizations; and families affected by HD with a common commitment to find treatments that make a difference for HD. 

For further information about the Huntington Project or SET-HD, contact Leslie Briner at 585-273-4147. 
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