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Key findings from a Rare Barometer survey
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Average time between first symptoms and further steps of the diagnostic odyssey
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Average time for people living with a rare disease who reached those steps.
A Centre of Expertise is a hospital unit specialised in the rare disease or group of rare diseases.

Difficulties associated with the diagnostic odyssey
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in Europe and 300 million worldwide : and few treatments available

and to the Rare Barometer partners!

For more information visit eurordis.org/voices or email rare.oarometer@eurordis.org




