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“Now is the time to find treatments that make a difference 

in the lives of people with Huntington’s disease!”

The Huntington Study Group (HSG), Huntington’s Disease Society of America (HDSA), Huntington Society of Canada (HSC), Hereditary Disease Foundation (HDF), International Huntington Association (IHA), World Federation of Neurology Research Group on HD (WFN), World Congress on HD 2005 (WCHD), and National Institute of Neurological Disorders and Stroke (NINDS) announce an ambitious new initiative called the Huntington Project. The Huntington Project brings together under one expansive umbrella the clinical research efforts for Huntington’s disease (HD) that are underway throughout the world. The entire HD community, regardless of geographical location, is able to take part in the Huntington Project.

Everyone in the HD community can get involved!

As first steps, the Huntington Project has launched three new programs aimed at speeding up the clinical research process and making it more efficient and productive. These initiatives offer opportunities for everyone in the HD community to be a part of the search for treatments that make a difference.

· COHORT –Cooperative Huntington’s Observational Research Trial. This long-term observational study will initially take place at all North American and international HSG sites. Anyone affected by HD -- people at risk for HD who have not been tested, those who know their gene status, and those already affected by HD -- can take part in COHORT. Even spouses of people with HD can participate by signing up for this project as “controls.”  Clinical data will be collected in a systematic way by experienced investigators. COHORT is not a “drug trial,” so participants may take any treatment, including alternative therapies suggested by their treating physician.

COHORT research participants will also have the opportunity to contribute family history information and blood or other tissue samples. Researchers will use family history data to learn more about the natural history of the disease over several generations. Biological specimens will provide researchers with the material they need to decipher the mechanism of HD and identify markers of the disease that can be used to monitor clinical trials. 

· SET-HD – Systematic Evaluation of Treatments for HD.  This project will evaluate and prioritize suggested HD treatments for further study. The Huntington Project is asking everyone in the HD community – clinicians, scientists, individuals affected by HD, and advocacy organizations -- to nominate experimental treatments to be considered for clinical studies. To nominate a compound or learn more about SET-HD, go to the Huntington Project web site, www.huntingtonproject.org. 

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. Suggested interventions will be reviewed and evaluated by investigators to prioritize compounds for more detailed evaluation. Compounds that emerge from this systematic evaluation will be advanced toward forthcoming clinical trials.

· The Huntington Project is working with colleagues around the world to create an integrated, worldwide HD database that will store the results of past and future observational and clinical trials (including COHORT), while at the same time ensuring the privacy of all participants. This database will facilitate and encourage the sharing of clinical data, including family history information, to provide clues about the most promising interventions being tested in clinical trials. It will provide clinical investigators with a valuable resource to address a wide variety of research questions, including the frequency of use of treatments and their effects on people taking them. 

The Huntington Project will streamline the clinical research process.

Scientifically-designed and carefully-performed therapeutic trials are the only way to prove that a proposed treatment is effective in HD. By identifying people who are interested in being personally involved in research; by collecting samples for analysis of biological makers of the disease process; by streamlining the process by which compounds are selected for clinical trials; and by making the data available in a database that can be “mined” by a diverse array of researchers around the world, the Huntington Project will hasten our ability to bring treatments that make a difference to the HD community. 

For more information about current clinical trials, see the Huntington Project web site, www.huntingtonproject.org. Protection of the privacy and confidentiality of all participants is a priority in all protocols being developed by the Huntington Project.

The HD community and the Huntington Project 

The Huntington Project was conceived by a group of scientists, clinicians, and others in the HD community as a way of focusing and intensifying clinical research efforts. In November, 2003, representatives of HSG, HDSA, HSC, HDF, WCHD and NINDS assembled in Atlanta to launch the Huntington Project and continue the process of working together to find treatments that make a difference in the lives of people with HD. These associated groups support the Huntington Project by informing their constituents about Huntington Project activities and encouraging and facilitating their involvement in clinical trials, and in Huntington Project initiatives such as SET-HD. 

Support for the Huntington Project is provided by the High Q Foundation, 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.  
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