
 
May 23, 2022 

 

The Honorable Kirsten Gillibrand           The Honorable Bill Cassidy 

United States Senate              United States Senate 

478 Russell Senate Office Building           520 Hart Senate Office Building 

Washington, D.C. 20510            Washington, D.C. 20510 

 

The Honorable Bill Pascrell                       The Honorable Adam Kinzinger 

United States House of Representatives                   United States House of Representatives 

2409 Rayburn House Office Building                      2245 Rayburn House Office Building 

Washington, D.C. 20515           Washington, D.C. 20515 

 

Dear Senator Gillibrand, Senator Cassidy, Congressman Pascrell, and Congressman Kinzinger: 

 

We strongly appreciate the important work done on S. 868 and H.R. 2050: The Huntington’s Disease 

Disability Insurance Access Acts of 2021. These bills serve as a shining example of bipartisanship to 

address a vitally important issue area. We are also extremely grateful for your continued efforts and 

unwavering determination to expedite access to care for patients diagnosed with Huntington’s Disease.   

S. 868 and H.R. 2050 make necessary and long overdue strides towards ensuring Huntington’s Disease 

patients aren’t met with red-tape and unnecessary delays for their treatment and we are sincerely thankful. 

 

Formed in 2015, Patients Rising has developed a significant following of over 110,000 patients and 

caregivers and has guided them on their journeys to advocate for themselves and their loved ones to get 

the care and treatments they need to live a fulfilling life. As a patient advocacy organization, we support 

reforms and legislation aimed at advancing patient access to affordable, quality healthcare. 

 

Huntington’s Disease is a degenerative, genetic disorder that leads to the breakdown of cells in the brain 

and corresponding negative effects on motor and cognitive skills. There exist treatments only for the 

symptoms of the disease, no treatments for Huntington’s proper and no cures. The devastating impact of 

such a diagnosis on patients and their families should not be coupled with a complete inability to receive 

swift financial assistance for access to available treatments. Given the constant and gradual nature of 

Huntington’s, patients can ill-afford to play the waiting game caused by legislative roadblocks. 

 

Both S. 868 and H.R. 2050 are exceptional ways to not only remove red-tape for treatment and medical 

coverage, but also to bring much needed awareness to Huntington’s. Classified as a ‘rare disease,’ 

Huntington’s doesn’t get the attention it rightly deserves. Patients diagnosed with Huntington’s have 

offered powerful testimony on not only how drastically their lives have been upended, but the 

labyrinthine process to get medically necessary treatment. This legislation is a step towards meaningful, 

substantive change. 

 

We applaud these bills and wholeheartedly support their passage. We want to sincerely thank you again 

for your collaborative efforts to increase patient access to treatment. 

 

Sincerely,  

 
Terry Wilcox 

Executive Director 


