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Conclusion
The UK Myotonic Dystrophy Patient Registry is one of the largest national DM patient registries
globally and is an example of a versatile, cost-effective research tool, helping to facilitate and
advance a wide range of DM research. The genetic report upload feature is shown to be

significantly improving the genetic information available on the registry, alongside the increase in
neuromuscular specialists signing up as professional users. The patient and clinical questionnaires 2
will be reviewed and updated in the near future, and data linkage is planned between the registry ' Visit the Ermail the Learn about
and the Newcastle Research Biobank for Rare and Neuromuscular Diseases which will enable more ' registry registry the other

data to be available to facilitate research into DM. Additional work around patient engagement Ms Helen website curator ;V:gi/lstt)rii Dr Chiara

and promotion of the registry to neuromuscular specialists is ongoing to increase the number of Walker Marini Bettolo
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patients aware of and signing up to the registry, and efforts are required to increase the diversity project Manager  Registry Website: bit.ly/UKDMreg Investigator

of the registry population and improve the registry system to provide a better user experience.
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