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IRDIRC History

*The idea to establish IRDIRC came during a meeting between Dr. Ruxandra Draghia-Akli (European Commission)
and Dr. Francis Collins (NIH) in 20009.

In October 2010, the European Commission and the US National Institute of Health announced in the first
preparatory workshop in Reykjavik (Iceland) their intention to join forces on rare diseases research.

In April 2011, IRDIRC was officially established and launched during the second preparatory workshop in Bethesda
(USA).

*In March 2015 Task Forces were established to tackle specific topics of importance to rare diseases research,
including patient-centered outcome measures, small population clinical trials, data mining and repurposing,
matchmaker exchange, and machine readable consent.
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