
 

Help make a difference! 
Join the National Registry of Myotonic Dystrophy and FSHD 

 Patients and Family Members 
 

Why join the Registry? 
 

 Receive information about 
research studies and how to 
participate 

 

 Get connected with myotonic 
dystrophy and FSHD researchers: 
 

o Participate in studies 
o Receive newsletters and 

research updates through 
mail, email, or social media 

o Talk to knowledgeable staff 
 

 Help contribute to knowledge 
about DM and FSHD by 
providing yearly updates on your 
health 

About the Registry: 
 

 Over 2,000 members & 
growing 

 

 Advancing research for over 14 
years 

 

 Free to join- funded by the 
National Institutes of Health 

 

 Privacy secured and protected  
 

 Led by Dr. Rabi Tawil and 
other experts at the University 
of Rochester 

Call to join! 
 

Jim Hilbert and Liz Luebbe 
Web: dystrophyregistry.org 

Phone (toll-free): 1-888-925-4302 
Email: dystrophy_registry@urmc.rochester.edu 

 

The National Registry 
University of Rochester Medical Center 

601 Elmwood Avenue, Box 673 
Rochester, NY 14642 


