
 

 

 

Senate Innovation for Healthier Americans Initiative  

We urge the Senate to prioritize the Innovation for Healthier Americans initiative and join the 

House in passing this important legislation to spur the development of lifesaving treatments for 

rare disease patients and all Americans before the end of this year.    

 

Rare Disease Legislative Advocates (RDLA) is a collaborative organization designed to support 

the advocacy of all rare disease groups.  RDLA works to empower the individual to become an 

advocate, to grow the patient advocacy community and work collectively to ensure that the many 

voices of patients with rare diseases have an opportunity to be heard on Capitol Hill. 

Contact:  Julia Jenkins, Executive Director, (202) 803-6047 or Julia@RareAdvocates.org 

 

In January 2015, Senators Lamar Alexander (R-TN) and Richard Burr (R-NC) released the 

“Innovation for Healthier Americans” report detailing a vision for improving biomedical 

innovation in America.  The report highlights a variety of challenges and opportunities for the 

biomedical ecosystem including several of importance to the rare disease community. The 

Senate HELP Committee is leading the effort to gather input and has held hearings and 

roundtables involving agency officials from FDA and NIH.  

The House companion to the Senate effort, the 21st Century Cures initiative, developed into 

legislation (HR 6) was overwhelmingly passed by the House 344-77 in July 2015.  Included in 

HR 6 were several provisions that were critical to the rare disease community and for all patients 

who suffer from diseases for which there are no available treatments.  We urge the Senate to 

prioritize Innovation for Healthier Americans, and include the following provisions, which were 

included in the House bill:  

 Incentives to increase the number of treatments available to patients, in particular, those 

made possible by the OPEN ACT (S 1421) and the Advancing Hope Act (HR 1537) 

 Increased funding for the National Institutes of Health and the Food & Drug 

Administration  

 Enhancement of the drug development process by including patient perspectives (S 1597) 

and use of biomarker data 

 Support for the development and dissemination of expanded access policies (HR 909) 

 Creation of a neurological disease surveillance program (S 849) 

For more information about the Innovation for Healthier Americans initiative, you may contact 

Grace Stuntz at Grace_Stuntz@help.senate.gov (Majority) or Wade Ackerman at 

Wade_Sckerman@help.senate.gov (Minority) with the Senate HELP Committee. 


