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Rare Disease Day: 
a global campaign







Why?

• Raise awareness amongst the general public, 
stakeholders and decision-makers

• Break isolation of people living with a rare disease and 
their families

• Create a sense of community accross the different rare 
diseases

• Generate an international momentum and a common
identity



How?

• Rare Disease Day takes place on the last day of 
February each year, 28 or 29, a rare day

• The first Rare Disease Day was in 2008 and was
celebrated in 18 countries (all European)

• 37 National Alliances, umbrella organisations who 
group together several rare disease organisations in a 
given country or region, are the official partners of Rare 
Disease Day.



Worldwide coordination: Patient network 

37 National Alliances of rare disease patient 
organisations 



Worldwide reach

• In 2018, for the 11th edition, Rare Disease Day events 
took place in over 90 countries and regions on every 
corner of the globe.



Worldwide reach

There are thousands of events for Rare Disease 
Day in over 90 countries, taking place in all 

continents









Rare Diseases Day 
to become an 

official awareness day 
by the United Nations

on the last day of February 

Our plea



Thank you!


