
Raising Our Voice To Increase Federal 
DM Research Funding & Find A Cure 

February 28, 2023



• On February 28, 2008, a global movement of rare disease 
advocates was launched to advance social opportunity, 
healthcare, and access to diagnosis and therapies for people 
living with a rare disease

• Aims to change and improve the lives of the 300 million people 
across the world living with a rare disease

• Includes individuals, families, caregivers, healthcare 
professionals, researchers, clinicians, policy makers, industry 
representatives working to raise awareness and take action 



• Nonprofits

• Researchers & 

Academia

• Hospitals & Clinics

• Schools

• Biotech/Pharma

www.myotonic.org/

international-dm-day

http://www.myotonic.org/international-dm-day
http://www.myotonic.org/international-dm-day
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• Kayla Vittek and 
her mom Lisa 
Harvey 
congressional 
testimony in 
support of the 
MD-CARE Act

• $9M NIH 
funding

• U.S. Senate adds 
DM to Peer 
Reviewed 
Medical Research 
Program 
(PRMRP)

• $3.1M PRMRP 

• $13M NIH 
funding

• MDF hosts 1st

ever DM 
Patient-
Focused Drug 
Development 
“PFDD” 
meeting, with 
FDA to stress 
urgency for 
patient 
centered DM 
treatments

• $9M NIH 
funding

• Congress includes 
provision in 
annual spending 
bill urging 
increased federal 
funding for DM 
research citing 
need “to develop 
the first ever FDA 
approved for this 
inherited genetic 
disorder.”

• $2.3M PRMRP

• $13M NIH 
funding

• Social Security adds 
Congenital DM to 
Compassionate 
Allowance Program, 
enabling individuals 
to quickly qualify 
for disability 
benefits including 
health insurance 
coverage

• Myotonic 
Dystrophy PFDD 
Voice of the Patient 
report released

• $11M NIH funding

• 1st MDF Annual 
Meeting in 
Washington, 
D.C. features 
US Senate  
briefing on DM 
Research 
Funding

• $9M NIH 
funding

• Sen. Kaine 
introduces Sen. 
Res 336, 
declaring 9/15 
International 
Myotonic 
Dystrophy 
Awareness Day.

• $300K PRMRP 

• $11M NIH 
Funding 

• Senate passes 
International 
DM Awareness 
Day resolution.

• Congress 
launches NIH 
Repeat 
Expansion 
Disorder 
Initiative REDI

• Record $8.8 M in 
DM PRMRP 
Funding; $12M 
NIH Funding

• Tim Haylon
testifies before 
the House 
Appropriations 
Committee 
urging more DM 
research at NIH

• $2.4 M PRMRP

• $12M NIH 
Funding
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• Established by Congress in 1992

• Early Focus on Breast Cancer 
Research

• Expanded Focus on “Warfighter”

• 35 Research Programs
• Peer Reviewed Medical Research 

Program (PRMRP)



•

•









• State of the Union Address

• President’s Budget Released 
(Early March)

• Congressional Budget 
Resolution

• House & Senate 
Appropriations Hearings & 
Mark-Ups

• House – Senate Conference

• New Fiscal Year, October 1st 



We Want You To Be A 
Myotonic Dystrophy 

Foundation Advocate



• Contact Your U.S. Senators

• Participate in DM Research Studies and Clinical Trials

• Sign-Up for Myotonic Dystrophy Family Registry

• Be a Self-Advocate











1. Name/Hometown

2. Personal Story

3. Please Include DM As 
Eligible Condition in FY24 
DoD PRMRP

4. Thank You and I Look 
Forward to Your Reply



• Email, Call, or Meet with 
Your Senators and Their Staff
• www.myotonic.org/myotonic-dystrophy-advocacy

• Participate in a DM Research
Studies & Clinical Trials
• www.myotonic.org/study-trial-resource-center

• Join DM Family Registry
• https://myotonicregistry.patientcrossroads.org/



• The Problem to Be Solved

• Improve Medical Care, Increase 
Awareness, Improve Disability 
Benefits?

• Find Out Who Represents You

• Legislative Representative(s)

• Draft Your Proposal

• Call, Email, or Request A Meeting  

• Invite Families, Physicians, Others 
to Join







Contact: Kevin Brennan

kbrennan@bluebird-strategies.com


