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What Is Grassroots Advocacy
• Ordinary Citizens Organize To Influence Legislators To Change 

Policies And Budgets On Issues Impacting Their Communities. 
• Strength And Effectiveness Of Grassroots Movements Is Based 

On Their Ability To Communicate The Authentic Passion Of 
Regular Citizens To Improve Their Communities.
• Grassroots Advocacy Is Most Effective When A Maximum 

Number Of People Have A Simple, Unified Request(s) And Hold 
Legislators Accountable For An Answer.



Why Grassroots Advocacy Matters
• If MDF Advocates Don’t Raise Awareness and Request More 

Research Funding, Who Else Will?
• If Congress Doesn’t Know About DM, They Won’t Support New 

DM Research Funding.
• Where You Are a Constituent, You Have Power.
• The More Personal Stories and Requests for Support We Make, 

The Better Our Chances of Securing More DM Research Funding.



Federal Funding for DM Research



MDF 2024 Advocacy Priorities 

• Ask Congress To Support $10 Million in Dedicated DM Research 
Funding As Part of the Fiscal Year 2025 Congressionally Directed 
Medical Research Program (CDMRP).
• Ask Senators To Maintain DM Eligibility for Research Funding As 

Part of the Peer Reviewed Medical Research Program for 8th 
Year In A Row As Part of the Fiscal Year 2025 Defense 
Appropriations Report
• Seek State and Local Gov’t Support For International DM 

Awareness Day Proclamations on September 15th



Peer-Reviewed Medical Research Program 
• U.S. Senate Has Made Myotonic Dystrophy An Eligible Research 

Focus for Seven Consecutive Years as part of the Department of 
Defense (DoD) Peer-Reviewed Medical Research Program 
• PRMRP Has Funded Almost $24 Million in Innovative Peer 

Reviewed Research
• Senate Supporters Have Included Casey (D-PA), Durbin (D-IL), 

and Feinstein (D-CA)
• MDF On Track For Eight Year of Eligibility  



Urge Your Representative to Sign Kiggans-
Moskowitz CDMRP Letter



CDMRP Campaign: How Can You Help

• Email/Call Your Representative 
• Request Virtual Meeting With Congressional Staff
• Get An Answer



Visit MDF Advocacy Action Center



Being An Advocate Is Easy!

Interested MDF Advocates can visit 
www.myotonic.org/myotonic-dystrophy-
advocacy or scan the QR code to the right and 
visit our new Advocacy Action Center to look up 
your Senators and Representatives and find a 
preloaded sample email to use in urging Congress 
to support more DM research funding.  Please 
remember to personalize your emails by adding 
something about your own journey living with or 
caring for someone with myotonic dystrophy. 



Community Emails to Congress



Most Community Emails By State 



How To Request A House Meeting 
• Call U.S, Capitol Operator - (202) 224-3121 – Ask To Be Connected 

To Your Representative’s D.C. Office

• Dear Congressional Staffer:

My name is Jane Doe and I am a Myotonic Dystrophy Foundation advocate from 
YOUR HOMETOWN.  I’m calling to request a virtual meeting with the 
Representative’s health staff to discuss a bipartisan letter (attached) by Reps. 
Kiggans (R-VA) and Moskowitz (D-FL) to the House Appropriations committee in 
support of our request for $10 million in dedicated federal funding for myotonic 
dystrophy research under the Congressionally Directed Medical Research 
Program (CDMRP).  I'm available to meet virtually with you on XX, XX, and 
XX.  This matter is time sensitive as the letter to the House Appropriations 
Committee will close in a few days.  Thank you for your kind attention to my 
request.



What To Say During Your Virtual Meeting
• Explain Who You Are & Reason For The Meeting

• Tell Your Personal Story That Highlights Need For Research 
• Explain Diagnostic Odyssey
• Explain There Are No FDA Approved DM Treatments

• Ask To Sign Kiggans Moskowitz Letter Requesting $10 M For DM 
Research As Part Of CDMRP

• Send Thank You Note/Email



How Has Signed So Far?
• Rep. Kiggans (R-VA)
• Rep. Moskowitz (D-FL)
• Rep. Fitzpatrick (R-PA) 
• Rep. Panetta (D-CA) 
• Rep. Tonko (D-NY) 
• Rep. Blumenauer (D-OR) 
• Rep. Craig (D-MN)
• Rep. Suozzi (D-NY)  



Senate CDMRP Letter

• Senator Amy Klobuchar (D-MN)

• Recruiting Senate Republican Co-Lead



Securing State/Local Proclamation for 
International DM Awareness Day

• State & Local Proclamations Are An Excellent Way to Increase DM 
Awareness
• Contact Your Governor, State Legislator, or Mayor Via Phone or 

Email to Ask About the Process for Getting a DM Proclamation
• Some Offices Will Have Official Applications to Complete. If 

There Isn’t an Application, Send a Short Email or Letter with Your 
Request 
• Schedule Meeting with the Official and/or Their Staff to Tell Them 

Why This is Important to You.  Request Your Meetings Several 
Months Before September 15th to Ensure They Have Plenty of 
Time to Assist with Your Proclamation Request



International DM Awareness Day Next Steps
• Provide Your Elected Official With Sample Proclamation Text 

• Ask for Public Presentation of the DM Proclamation and Contact 
Local Media to Cover the Event

• Take Photos of the Event and Share Your Photos on Social Media, 
with Local Media, and With MDF



Sample DM Proclamation Language



Final Charge 
• You Are Powerful.  Your Voice Must Be Heard.  
• Senators and Representatives Were Elected By Voters/Your 

Fellow Citizens.    
• They Are Public Servants - They Work For You.  
• You Are Embarking On A Great Adventure – Representing 

The MDF Community & Creating Change.  
• Know You Are Making a Difference.   


