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¢ Children/adults diagnosed with MTM/CNM.
e Carrier females of XLMTM.
* Deceased individuals with a diagnosis.
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Conclusion and discussion

The Myotubular and Centronuclear Myopathy Patient Registry
facilitates translational research by identifying research
participants and providing important real-world data.

Led by an academic group and an international independent
steering committee, and funded by patient organisations and
industry, the Registry showcases a collaborative community
effort. Since 2014 it has provided data or recruitment support for
multiple research studies. New grant funding from April 2021 to
April 2023 has galvanised the project and enables exciting
expansion and develooment to maximise the potential
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