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Abstracts

The MS registry landscape in Europe is evolving and comprises regional and 
national registries with considerable heterogeneity in terms of their organisation, 
purposes, collected core data elements, follow-up time and data collection 
platforms.

A growing number of MS registries and databases have started to collect data from 
large cohorts of patients with MS treated with disease-modifying therapies. 
Collection of additional data, such as MS-associated symptoms, quality of life and 
activities of daily living is desirable, and the value of MS registries and large 
databases is becoming increasingly recognised for patients, healthcare providers 
and regulators.

informative and updated overview of the MS information currently collected in 
Europe.1
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carry out larger and more statistically powerful studies than what is possible at a 
national or local level. The availability of complete and valid registry data plays a key 

There are examples of international collaborations such as Big MSData,3 which is a 

and Swedish MS registries and MSBase. To provide valid answers to emerging 
questions in MS research, registry holders must agree on core common data 

registries, to establish robust quality assurance procedures, and to establish 
procedures for data sharing with stakeholders. 
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