Date

The Honorable Tom Harkin


The Honorable Arlen Specter
731 Hart Senate Office Building

711 Hart Senate Office Building
Washington, D.C. 20510-1502

Washington, D.C. 20510-3802

Dear Chairman Harkin and Ranking Member Specter:

I am writing to you today to express my support of the Hereditary Hemorrhagic Telangiectasia (HHT) Legislative Initiative and I am asking you to support an $8 million appropriations designation to HHT through the CDC for FY 2008. 
HHT is a multi-system vascular genetic disorder that affects 75,000 Americans producing arterioveneous malformations (AVM’s) in the brain and lung which may result in stroke, hemorrhage, aneurysm and death.  Sudden death or disability occurs in twenty percent of children and adults but is largely preventable with proper intervention. Due to lack of recognition by the medical community, it is estimated that 90% of the HHT population has not yet been identified.

The HHT Foundation has never received any federal funding and has relied solely on its own HHT members for funding.  This federal funding would be utilized by 8 HHT Treatment Centers of Excellence to provide surveillance; create a multi-center clinical database to collect and analyze data; support epidemiological studies; provide and manage patient interventions; train health care professionals to prevent death and disability, improve outcome, reduce costs and increase the quality of life for people living with HHT. Additionally, a National Resource Center would be established to increase HHT education, outreach, and support.  With the help of this funding and through aggressive management of the HHT at risk population, it is estimated that over $6.6 billion in preventable health care costs can be saved.

The HHT Foundation has met several times with the CDC and NIH, has gained their full support, and is moving forward into the planning stages.   With the federal funding to help support these joint initiatives, I am confident that we can prevent premature death and disability, improve outcomes and the quality of life for people living with HHT. 

On behalf of over 75,000 people living with HHT in the United States, I want to thank you for your consideration and anticipated support of this devastating disorder.  

Sincerely,

_____________________

United States Senator

