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Why this project? Why a new policy framework  

• Past policies for RD at EU level have left to many successes  

• Commission Communication: Rare Diseases: Europe’s 
Challenge 2008 

• Council Recommendation on an action in the field of RD 2009 

• Cross-Border Healthcare Directive 

• Etc 

• A sense that many of these policies have been either implemented or 
have stalled a little, or else are no longer sufficiently up to date  

• European Parliament funded a foresight study 2019-March 2021 – 
Rare 2030 
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Where are we trying to go? 
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After two years of extensive consultation, the Rare 2030 
Foresight study recommends a new policy framework 

for rare diseases 
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8 Recommendations 
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https://www.rare2030.eu/recommendations/ 
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The issue 
The Rare 2030 
Goal and Vision 

The 
Recommendation 

How to get there 
and  

monitor success? 

Panel of experts 

Rare Barometer 
Voices survey 

Young Citizens 

For each recommendation… 



Recommendation 1  
 
Long-term, integrated 
European and National 
Plans and Strategies 
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• ‘A European policy framework for RD defined by societal 
responsibility, equity and driven by the needs of people living with a 
rare disease should guide the implementation of consistent national 
plans and strategies, secure major investments at both the European 
level and by governments that are fairly shared across Europe in 
order to pool scarce resources, share expertise and information, 
scale-up good practices and provide access to timely and accurate 
diagnosis and the highest available quality of treatment and care for 
people living with a rare disease, no matter where they live in 
Europe.  

• Both EU and national policies are supported by measurable 
outcomes that are monitored and assessed by a multistakeholder 
body on a regular basis 
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