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« >2500 participants from >50 countries enrolled in the MDFR
from March 2013 to July 2023
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demographics, symptoms prevalence and quality of life

reported by DM patients worldwide is shown. -
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Figure 1. Participants by reported clinical diagnoses ’
(*) Unknown category includes patients that selected a diagnosis of “other”, “I don’t
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I I The Myotonic Dystrophy Foundation works with the DM
I community in an effort to keep the Registry relevant and up to
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interfered with enjoyment of life and prevalence was calculated by combining the responses of “very much,” “quite a bit,

somewhat” and “a little bit.” For all other symptoms/diagnoses, the survey over time and learn more about the impact and progression of
asked if the patient experienced the symptom or had the diagnosis with available responses of “yes,” “
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Figure 2. Geographic Representation of Registrants
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Learn more at https://myotonicregistry.patientcrossroads.org/

55 countries are represented by 2580 registrants in the Juvenile DM1 Adult DM1

Registry. The majority of people reside in United States,
Canada, and the United Kingdom.
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Orthopedic/physical*  Catarat surgery Non invasive Pacemaker Wheelchair Feeding tube
ventilation
No reported psychiatric Emotional/ .
. . . Depression Anxiety disorder ADD/ADHD . CDM M Juvenile m DM1 m DM2
= / behavioral diagnosis O P O y / behavioral*
*Emotional/Behavioral diagnosis includes Asperger Syndrome, Autism, Obsessive Compulsive * For Orthopedic Devices responses reporting use of “ankle or leg bracelets”, “cane”,
Disorder and Pervasive Development Disorder “orthotics”, “scooter”, “stroller” and/or “walker” were combined.




