
Rare Disease Week on Capitol Hill 
February 26 – March 1, 2018 

 

Hello! 
 
First, thank you so much for representing Cure CMD and the CMD Community at Rare Disease 
Week on Capitol Hill.  Your advocacy will have a lasting impact on those living with congenital 
muscular dystrophy.  It is vital that we never stop pressing for life-changing research and services 
funded through our federal and state taxes. 
 
We have put together this primer to prepare you to make the most out of your time in 
Washington D.C.  
 

Before You Go 
 

1. KNOW your congressional members!  Find out where their offices are locally.  Also find out 
what committees they are on.  If they are on any budget or health committees, that is huge 
for us.  Also, find out what legislation they are sponsoring or co-sponsoring. We can ask 
them for their support for legislation that may have an impact on us.  A good source of 
finding this out is Congress.Gov (Congress.Gov). Also, look to see if they are a member of 
the Rare Disease Caucus (Rare Disease Caucus). 
 

2. Pending Legislation: Find out as much as you can about any pending federal legislation that 
may have impact on our disease.  Two good sources as National Organization of Rare 
Disorders (NORD) and Rare Disease Legislative Advocates (RDLA).  Look at any proposed 
federal legislation that they are advocating for.  See who the sponsors are and if those 
sponsors are your Congress members. See below on talking points to your Congressional 
member/staff for more pointers. 
 

3. NIH Budget: Most research funding for CMD come from the NIH budget.  For many years 
our diseases were lumped together under “muscular dystrophy”.  Thanks to one of our 
CMD parents who worked with their congressional member during Rare Disease Week 
several years ago, we called out NIH to show how much money was spent on CMDs.  If you 
look at the proposed NIH budget (NIH budget by category), you will see a decrease in the 
proposed spending.  That will hurt us in any potential grants/research funding.  See below 
on talking points to your Congressional member/staff for more pointers. 

 
4. Social Security/Medicare/Medicaid/ACA: If you utilize any of these services, outline how 

you rely on those services, and how much of an impact they make on your/your child’s 
health and well-being.  Prior work done by community members has made it possible for 
people with a diagnosis of CMD to take advantage of the Social Security Administration’s 
Compassionate Allowance List, making the process to receive services a little easier. See 
below on talking points to your Congressional member/staff for more pointers. 

 

https://www.congress.gov/
http://rareadvocates.org/rarecaucus/#tab-id-2
http://rareadvocates.org/
http://rareadvocates.org/
https://report.nih.gov/categorical_spending.aspx
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5. Your Story: Create and print several copies of a one page photo collage/brief story about 

you/your affected loved one to share with people you meet during Rare Disease Week 
events.  Include your contact information, which congressional district/state you reside in 
and Cure CMD’s logo (we can share this with you upon request). 

 
The 2018 Rare Disease Week Schedule and Additional Information 
Please visit the Rare Disease Legislative Advocates (RDLA) webpage for detailed information about 
2018 Rare Disease Week on Capitol Hill and scheduled events at: rareadvocates.org/rdw 
 

Travel Stipends 
 

1. EveryLife Foundation/RDLA is offering travel stipends varying from $400-$800 depending 
on where you live.  Please submit your application for travel support before December 10, 
2017 on this webpage (also linked from the webpage above):   

 
http://action.everylifefoundation.org/p/salsa/event/common/public/?event_KEY=9885 

 
Please use these responses in the RDLA Travel Stipend Application: 

Organization: Cure CMD 
Relationship to Organization: Community Member, Patient Advocate 
Rare Disease Affiliation: Congenital Muscular Dystrophy 
Relation to Rare Disease Community: Affected Individual/Parent of Affected Individual 

 
2. In the next few weeks, Cure CMD will be launching a special giving campaign to support 

your travel costs in the event that you are not chosen to receive an RDLA travel stipend, or 
the stipend does not cover your costs. Stay tuned for an email from Cure CMD’s 
Development Coordinator, Tracy Yassini, with information about how you can help with 
this fundraising campaign. 

 

Meeting With Your Congressional/Staff Members  
 

1. Let them know that you represent Cure CMD and Congenital Muscular Dystrophy, one of 
over 7,000 rare diseases of which there is no cure. CMD is not Duchenne. CMD is a group of 
neuromuscular disorders originating at or soon after birth in most who are affected, but 
can also present later in life.  CMD causes life threatening symptoms that affect breathing, 
cardiac function, nutrition, and scoliosis. 

2. Keep your "disease" message simple.  While CMD is comprised of 5 subtypes and more 
than 25 genes, it gets muddled if you try to go into too much detail about your specific 
subtype with members of Congress. Sticking to the disease labels Congenital Muscular 
Dystrophy and CMD keeps the message clean, uncomplicated, and relatable. 

http://rareadvocates.org/rdw/
http://action.everylifefoundation.org/p/salsa/event/common/public/?event_KEY=9885
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3. While we are an ultra-rare condition, it plays well to make them understand we are part of 
a large, highly engaged community of affected individuals, family, and caregivers. To say 
that, “I/my child is one of 3 in the world” will actually turn them off – they want to know 
that their work and what you are asking of them will have a broad impact.                 

4. Share your one-page photo collage/story and leave a copy with congressional members, 
their staff, and other advocates participating in the week's events.  Make sure you’ve 
included your contact information! Your job is to add “congenital muscular dystrophy” to 
their vocabulary and connect faces and stories with CMD. 

5. Thank them if they are a member of the Rare Disease Caucus and ask them to join if they 
are not. 

6. Let them know that you would appreciate their support for current legislation that 
impacts rare diseases (NIH Funding, DoD Funding, ACA, Medicare/Medicaid/Social 
Security, IEP).  Ask them if they will co-sponsor the legislation if they have not done so 
already. Explain to them on a personal level what impact that legislation would have on 
you.   

7. Let them know that budget cuts to the NIH would have a devastating impact on CMD.  If 
any of you have gone to the NIH to see Dr. Bönnemann, share how those budget dollars 
have personally impacted you, their voting constituent.  

8. Be sure to take pictures and share on social media, tagging your congressional 
representatives.  They are politicians after all, and love publicity. 

9. At the conclusion of your meeting, thank them for their time.   
 

When You Get Home 
 

1. Write a personal follow up letter thanking your congressional member(s) and staff for their 
time. Remind them of the important points discussed in your conversation, and that you 
intend to continue following up to ensure CMD and rare diseases get the attention they 
deserve. 

2. Continue to follow your congressional members work in these areas, and get in touch 
periodically to share your opinions. 

3. Share about your experience with the CMD community – through Facebook or submit your 
story to Cure CMD for the follow-up community newsletter in March. 

4. Stay engaged! 


