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EURORDIS in brief
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Á Founded in 1997

Á 692 member patient organisations

Á 63 countries (more than half from outside Europe) 

Á 38 National Alliances of RD Patients Organisations

Á 51 European Federations of specific rare diseases 

Á Outreach to over 1800 patient groups

Á 30+ staff, offices in Paris, Brussels, London, Barcelona, Geneva

Á Over 320 Volunteers: +80 patient advocates and +250 moderators

Á 5 Million úBudget
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Rarity calls for action at global level
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ÅRare Disease expertise is scarce and scattered

ÅNeed to bring together a critical mass of :

Á patients and medical experts

Á scientists and public health authorities

ÅNeed to support countries emerging to rare diseases 

ÅNeed to work with companies acting at global level
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Need for more Rare Diseases & Orphan

Drugs Regulations
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Á1983:  USA: The Orphan Drug Act (ODA) 

Ÿpromoted by the National Organization  

for Rare Disorders (NORD)

Á1991:  SINGAPORE

Á1993:  JAPAN 

Á1997:  AUSTRALIA

Á1999:  EU Regulation on Orphan Drugs

ŸEURORDIS was at the forefront of this    

Regulation

ÁOther parts of the world lagging behind
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Challenges & Hopes
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Á 6000-7000 different rare diseases

ÁDiffer greatly from each other, great heterogeneity, affect 

different organs, different disabilities, different age groups

ÁDifferent health systems, gaps in economic and social 

development across the world  North/South divide

Å However there are commonalities across all rare diseases. 

They share many of the same challenges and issues in all 

parts of the world which allows for common healthcare 

policies 

Á In the 21st century, new opportunities from translational 

research and information technologies to:

ü Bring more innovative treatments to patients

ü Access information 

ü Create networking opportunities globally
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The globalisation of RD is underway
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Á Development of National Plans / Strategies worldwide

Á Increased investments in RD Research : IRDiRC, increased budget 

of the US NIH or EU dedicated to RD Researché

Á Increasing international networking amongst scientists (ReACT

Congress + e-Rare)

Á Increased investments from industry with market exclusivity 

incentives provided in several legislations (US Orphan Drug Act,  EU 

Regulation (EC) 141/2000, é.) 

Á Increased international collaboration amongst regulatory agencies: 

EMA & FDA; COFEPRIS & other LatAm countries

Á EU & WHO Data Sharing Pact on the safety, quality and efficacy of 

medicines that are already authorised or under review

Á Development of international platforms for RD registries

Á Rare disease patients getting organised internationally
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EURORDIS & INTERNATIONAL
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Å Rare Disease Day

ï Last day of February

ï 18 European countries in 2008

ï 80+ countries worldwide in 2015

ï Patient organisations from Bangladesh, Bolivia & Madagascar 

Å RareConnect

ï 75+ global online patient communities

ï 661 patient groups

ï free translations between 6 languages English, French, German, 

Italian, Spanish, Portuguese (new)

Å European Conference on Rare Diseases & Orphan 

Products (ECRD)

ï 8th edition in May 2016, Edinburgh, Scotland

ï Attract +700 partcipants from around the world

ï Translations in French, Spanish, German, Italian and Russian


