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Rare Disease Legislative Advocates is 
a program of the EveryLife Foundation 
designed to support the advocacy of 
rare disease patients by serving as a 
clearing house for legislation affecting 
all rare disease stakeholders. By growing 
the patient advocacy community and 
working collaboratively, we can amplify 
our voices to ensure rare disease 
patients are heard at the local, state,  
and federal government levels.

Your support of RDLA will enable us to 
reach more state and federal advocates 
with educational programs and resources.

You can contribute to RDLA generally or 
focus your support to any of the individual 
activities that comprise RDLA.

Monthly Community Action 
Newsletter

Congressional Scorecards

Online Advocacy Tools

Social Media Action Alerts

ADVOCACY EVENTS 
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RESOURCES 

$100,000 in Rare Giving travel stipends for rare 
disease educational events throughout the year.

$100K

450 advocates participated from  
49 states and over 120 rare diseases 

Monthly calls and webinars attract more 
than 200 attendees

200

Total of 137 Members in the  
Rare Disease Caucus

137

There were 270 advocates who participated in 
245 meetings with their representatives while 
in-district for Rare Across America.

270

450

Community Advocacy Events 
Calendar

Monthly Legislative Meeting/
Webinar

http://rareadvocates.org/


RDLA ADVOCACY ACTIVITIES AND SUPPORT OPPORTUNITIES 

RARE DISEASE WEEK ON CAPITOL HILL  
An annual event taking place at the end of February.  Rare Disease Week on Capitol Hill brings rare 
disease community members from across the country together to be educated on federal legislative 
issues, meet other advocates, and share their unique stories with legislators.  
Click here for sponsorship levels and benefits.

RARE ACROSS AMERICA
Under the Rare Across America program, RDLA staff organizes meetings for rare disease advocates 
with their Members of Congress and/or the Member’s staff. The meetings take place in the Member’s 
district office during the month of August, while Congress is in recess from July to September 
annually. The RDLA team also helps to prepare advocates for their meetings, providing legislative 
resource materials and hosting pre-meeting training webinars. No prior advocacy experience is 
necessary.

RARE DISEASE CONGRESSIONAL CAUCUS BRIEFINGS  
The Congressional Rare Disease Caucus is a forum for Members of Congress to voice constituent 
concerns, collaborate on ideas, facilitate conversations between the medical and patient community 
and build support for legislation that will improve the lives of people with rare diseases. The bipartisan 
(comprising both Democrats and Republicans) Rare Disease Caucus was established in 2010. 
The current Caucus Co-Chairs are Senators Roger Wicker (R-MS) and Amy Klobuchar (D-MN) and 
Representatives G.K. Butterfied (D-NC) and Gus Bilirakis (R-FL). The Congressional Rare Disease 
Caucus provides a vital platform for discussing pressing policy issues on rare diseases.Sponsorship 
of a quarterly briefing is $5000 which includes logo recognition on RDLA website and signage. May 
provide an opportunity to speak and work with our team on the agenda.

RAREVOICE AWARDS  
The RareVoice Awards is an annual  celebration to honor advocates who give rare disease patients 
a voice on Capitol Hill and to provide an opportunity to educate the community about rare disease 
advocacy and to engage with Congressional Members and staff. Patient advocates, industry 
executives, and congressional and government agency staff gather to honor these outstanding 
advocates for the rare disease community. Proceeds from the RareVoice Awards event go toward  
supporting Rare Disease Legislative Advocates (RDLA) monthly webinars/meetings, Rare Across 
America and Caucus Briefings taking place throughout the year.  
Click here for sponsorship levels and benefits.

MONTHLY WEBINARS 
Once a month RDLA convenes in person and/or over the phone to discuss legislation and 
developments that affect the rare disease community. The meeting/conference calls are essentially a 
clearing house for legislation and participating in the calls does not imply support for any of the policy 
proposals or legislation that are discussed or promoted at meetings. Sponsorship of an RDLA webinar 
is $5000 including logo recognition on the webinar and communications. May provide an opportunity 
to speak and work with our team on the agenda.

YOUNG ADULT RARE DISEASE REPRESENTATIVE OF RDLA 
Launched in 2019, the Young Adult Representatives of Rare Disease Legislative Advocates (RDLA) 
are a highly motivated group of 16-30 year olds from the rare disease community. The goal of 
YARR is to have a member in every state who can mentor other young adults with rare diseases to 
become advocates. Members of the YARR are available for speaking opportunities at conferences or 
professional meetings.

RARE GIVING
Rare giving is the Foundation’s grant program which provides $100,000 in financial support 
annually to individual rare disease advocates and patient organizations. The program provides travel 
scholarships for events on Capitol Hill as well as workshops hosted by FDA and NIH, as we believe 
it is critical to ensure that legislators and policymakers hear directly from patients and caregivers. 
Sponsorships are also available for patient and physician education events that facilitate collaboration 
across diseases or engage rare disease advocates in public policy.

To sponsor an advocacy event or initiative, please contact:  
Carol Kennedy, ckennedy@everylifefoundation.org or tbrasfield@everylifefoundation.org 

Awards
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