National Registry of Myotonic Dystrophy and
Facioscapulohumeral Muscular Dystrophy Patients and
Family Members

The Registry collects information from myotonic
dystrophy and facioscapulohumeral muscular

dystrophy (FSHD) patients and family members Principal Investigator:

pE———

/,:;2; i}.‘?ﬁup[e “"'-'-‘Irg;:“\ interestgd in joir?ing the Registry. T_he Reg_istry S T el D
& reports information on the progression of disease
symptoms and helps scientists recruit subjects to
participate in research trials. Sub-lnvestigators.
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Once you are enrolled, you will be informed by

p . : . 5 Charles Thornton, MD
mail about studies for which you might be eligible.

If you are interested in participating in a particular | Michael McDermott, PhD

study, you simply contact the researcher listed in
the study announcement. The Registry will not

g"‘“ "“b% ‘,}V release your name to an investigator and you are
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The Purpose of the Registry is to: UNIVERSITYof
ROCHESTER

MEDICAL CENTER

. Help people with Myotonic Dystrophy or

FSHD participate in research and learn
more about their disease;

. Help scientist accomplish research on
Myotonic Dystrophy or FSHD;

. Encourage more research on these
diseases

For more information or to enroll
please contact us:

Toll Free #: (888) 925-4302
Fax #: (585) 273-1255
Email: dystrophy_registry@urmc.rochester.edu

Web site: www.dystrophy registry.org
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