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EURO-NMD Registry - Overview

● Registry for all neuromuscular conditions

● Longitudinal data collection, annual follow-ups

● Data collection covers:

○ Mandatory set of common data elements for rare disease registration 

defined by the European Commission [1]

○ Common data elements for neuromuscular conditions 

○ Disease-group specific data elements

[1] https://eu-rd-platform.jrc.ec.europa.eu/sites/default/files/CDS/EU_RD_Platform_CDS_Final.pdf
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EURO-NMD Registry - Overview

● Data subsets for disease groups: 

○ Neuropathies

○ Myopathies

○ Mitochondrial diseases

○ Neuromuscular junction disorders

○ Motor neuron diseases

○ Undiagnosed cases

● Manual data entry and/or CSV-based bulk data import

● Implemented in REDCap, hosted by Medical Center – University of Freiburg
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What's in for data providers of the EURO-NMD Registry?

● contribute to research on how care for patients with rare neuromuscular 

conditions can be improved, become a better expert centre

● be listed as the author for publications about the registry 

● compensation for data provision

● use your centre’s data in the registry for your needs 

○ download forms with data as PDF

○ create and configure custom data exports

○ data downloads in many formats available (CSV, SPSS, SAS, R, Stata,...)

● statistical reports provided by the registry team
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EURO-NMD Registry: Download filled forms as PDF
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EURO-NMD Registry: Data exports
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EURO-NMD Registry: Data exports
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EURO-NMD Registry: Data exports
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Statistical reports provided by the registry team

● Registry team @UKLFR configured an automated pipeline for data export, 

generating report, uploading results to centre-specific folders in the File 

Repository of EURO-NMD Registry

● Option for combined analysis with site-level data from 

Care and Trial Site Registry (CTSR)

● Content: basic data quality checks, summary statistics and key performance 

indicators (e.g. mean time from onset to diagnosis)

● Report-content can be expanded/adjusted, Registry Steering Committee 

decides
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Statistical reports provided by the registry team: Examples
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Statistical reports provided by the registry team: Examples
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Statistical reports provided by the registry team: Examples
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