EURORDIS-Rare Diseases Europe

EURORDIS-Rare Diseases Europe is a unique, non-profit alliance of over 700 rare disease patient organisations
from more than 60 countries that work together to improve the lives of the 30 million people living with a rare
disease in Europe.

Rare diseases

By connecting patients, families and patient groups, as well as by bringing together all stakeholders and
mobilising the rare disease community, EURORDIS strengthens the patient voice and shapes research, policies
and patient services. Follow @eurordis or see the EURORDIS Facebook page. For more information, visit
www.eurordis.org

The European Union considers a disease as rare when it affects less than 1in 2,000 citizens. Over 6000 different
rare diseases have been identified to date, affecting over 6o million people in Europe and the USA alone. Due
to the low prevalence of each disease, medical expertise is rare, knowledge is scarce, care offering inadequate
and research limited. Despite their great overall number, rare disease patients are the orphans of health
systems, often denied diagnosis, treatment and the benefits of research.
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