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• news agencies
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> 300 media reports … and perpetuating
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Problem
Domain

Reporting “Pyramide“ (Frequency) since Rare Disease Day 2008

Portrait of an individual patient‘s story / disease

EU-Definition of a RD, ~ 4 Million in Germany affected, > 6000 RDs

Research needed - but not profitable to develop drugs

Solution
Domain

Patient organizations exist, ACHSE as umbrella

Orphan drugs – since EU regulation 44

Portrait of an orphan drug

RD research
cutting edge
of science, 

models for other diseases


