
eurordis.org eurordis.org 

CNA-CEF, Paris, 28 October 2015 

European Year for Rare Diseases 

2019 

1 28/10/2015 



eurordis.org 

TA
B

LE
 O

F 
C

O
N

TE
N

TS
 

1. Recap: why a European 
Year? 

2. Progress so far 

3. Next steps 

  



eurordis.org 

1. Recap: why 
a European 

Year?  



eurordis.org 

Why a European Year for Rare Diseases?  
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A reason for celebration  

• 20 Years of the EU Regulation on              

Orphan Medicinal Products 

• 10 Years of the Council Recommendation on an 

Action on Rare Diseases  

• 10 Years of the Commission Communication on 

Rare Diseases 

• End of the 3rd EU Public Health Programme 

“Health for Growth” 

• End of Horizon 2020 
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Why a European Year for Rare Diseases?  
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• Launch a new dynamic between 2013 and 

2020 to ensure the development and 

implementation of Rare Disease policies  

• Gain momentum to ensure the 

sustainability of policies beyond 2020 

• To build a stronger Pan-European 

community and enhance our voice at a 

European Level 
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Why a European Year for Rare Diseases?  
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• Raise public awareness about Rare 

Diseases to society at large, focusing on 

the issues that patients, families, doctors 

and researchers are faced with daily 

• Reach out to policy makers to ensure that 

Rare Diseases are treated as a health 

priority, a public priority and a budget 

priority  
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2. Progress so 
far  
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Dedicated webpage 
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• One common sign-up module and web counter  
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Information tools at your disposal  

9 

• EURORDIS Call for a European Year for 

Rare Diseases  

• Q&A Document 

• Information leaflet 

• Campaign logo (horizontal and vertical) 

• Template letter to national policy makers 

• Video by Yann Le Cam 

• Webinar recording 
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2014 

New EU 

Parliament  

Elections  

Three-step public awareness campaign towards 

a European Year for Rare Diseases  

Advocate for a 

European Year of 

Rare Diseases 

decision 

2nd Step 1st Step 

Act together  

for 

 Policy Actions  

on a  

wide popular base 

  

2013-2015 

2015-2018 

2019 

European 

 Year of Rare 

 Diseases 

3rd Step 
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2015-2018 

 
Act together  

for 

 Policy Actions  

on a  

wide popular base 
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Progress made: Benchmarking 

Mobilising 
stakeholders 

Policy 
Development 

Raise 
Awareness 
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Progress made: 

Detailed Advocacy plan and timeline 
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Progress made: 

• Sending letters 

• Engaging on Twitter 

• Organising personal meetings 

 

Building relationships with MEPs to 

gain support 
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New Commission, New Priorities  

Democratic 
Change 

Economic 
and 

Monetary 
Union  

Internal 
Market 

Energy 
Union 

and 
Climate 

Digital 
Single 

Market  

Jobs, 
Growth 

and 
Investment 

State of 
the 

Union  

EU-US 
Free 

Trade 

Justice and 
Fundamental 

Rights 

Migration 

EU as a 
Global 
Actor 

Where do rare diseases fit in?  
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The campaign continues… 
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The campaign continues… 

• Celebratory events 

• Foresight study  

• Citizens’ Conference  

• Conferences on National and European 

level 

• Surveys  

• Communication campaign 

• Build a coalition 

• Ambassadors 
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The campaign continues… 
Next Steps: 

• Adapting strategy 

• Mapping activities and 

stakeholders 

–Consultation with CNA and 

CEF 
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The campaign continues… 

In groups: 

Any feedback on this adapted 

approach?  
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Help us make 2019 the EYRD2019! 

21 

eurordis.org/eyrd2019 

 

 

Questions: 

eyrd2019@eurordis.org 
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