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Collaborative research: a paradigm shift

NARCOMS

MSBase Neuro-Immunology Registry

EDMUS/OFSEP

International MS Genetic Consortium (IMSG)

CEMCAT CIS COHORT



But scaling-up real-world health data is challenging and time-consuming
For example
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Identification and invitation of cohorts

Data access approval and 

data transfer

Data harmonisation

Statistical analyses

Drafting a manuscript

In stead of 

years, it should 

just be a few 

hours/days



The Multiple Sclerosis Data Alliance (MSDA) is a global multi-

stakeholder collaboration working to accelerate insights for innovative 

care and treatment for people with MS

MSDA ACADEMY MSDA TOOLBOX

Raise Awareness about the importance of research 

using real world MS data

Build a multi-stakeholder MS data community

Promote trustworthy and transparent practices in 

the use of real world MS data

Cataloguing and publishing descriptions of data 

sources

Develop a standardised MS data dictionary and 

support local harmonisation efforts

Develop a federated data network to allow group 

level queries on harmonized datasets



Core partners
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Pioneer registries

https://www.google.be/imgres?imgurl=https://ukmsregister.org/images/MS-Register-Logo.png&imgrefurl=https://ukmsregister.org/AboutUs/TheTeam&docid=WREdk9QnA2WSwM&tbnid=aHOgyIzlvX34IM:&vet=10ahUKEwjtrrHn-JjkAhXysaQKHS7BD10QMwhBKAAwAA..i&w=740&h=498&bih=656&biw=1438&q=uk ms registry&ved=0ahUKEwjtrrHn-JjkAhXysaQKHS7BD10QMwhBKAAwAA&iact=mrc&uact=8
https://www.google.be/imgres?imgurl=https://ukmsregister.org/images/MS-Register-Logo.png&imgrefurl=https://ukmsregister.org/AboutUs/TheTeam&docid=WREdk9QnA2WSwM&tbnid=aHOgyIzlvX34IM:&vet=10ahUKEwjtrrHn-JjkAhXysaQKHS7BD10QMwhBKAAwAA..i&w=740&h=498&bih=656&biw=1438&q=uk ms registry&ved=0ahUKEwjtrrHn-JjkAhXysaQKHS7BD10QMwhBKAAwAA&iact=mrc&uact=8
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