


BUILDING MOMENTUM…



WHAT ARE WE HOPING TO 
ACHIEVE?
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FEB Rare 2030 
Recommendations
23 2021

June 2021
Commission 
Proposal of Work 
Plan Oct 2021

Draft roadmap
Feb 22
High level conference 
of RDs

March 2022
Stakeholder 
consultation#1

June 2022 
Stakeholder 
consultation #2

October 2022 
Commission adopts 
action plan

Dec 2022
Revision of strategy

--->Dec 2023

Adoption of Council recommendation

Spain



#30MILLIONREASONS

There are 30 million people living with 
a rare disease in Europe. 

Every person living with a rare disease is 
a reason for Europe to have an action 
plan on rare diseases that leaves no one 
behind by 2030.



WE HAVE #30MILLIONREASONS FOR 
EUROPE TO TAKE ACTION











CAMPAIGN FACTSHEET



WHAT CAN YOU DO AS 
A EURORDIS MEMBER?



SHARE YOUR REASON



SHARE YOUR REASON

Tell Urusla von der Leyen, the 
President of the European 
Commission, the reason why Europe 
needs to take action now for a better 
future for people living with a rare 
disease by 2030. 



Example reasons





23 LANGUAGES…coming 1 June

• Bulgarian 

• Croatian

• Czech

• Danish

• Dutch

• English

• Estonian

• Finnish

• French

• German

• Greek

• Hungarian

• Italian

• Latvian

• Lithuanian

• Polish

• Portuguese

• Romanian

• Russian

• Slovak

• Slovenian

• Spanish

• Swedish



YOUR VOICE COUNTS!

We will collect all the reasons from across 
Europe and share them with Ursula von der 
Leyen and the European institutions.



YOUR VOICE COUNTS!

• E-book – page per country including quotes 
and case study

• Event

• A resource to be used continually



ASK YOUR NETWORKS TO 
SHARE THEIR REASON



ASK YOUR NETWORKS TO SHARE 
THEIR REASON

•Social media

•Emails

…At any opportunity! 
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ASK YOUR MEP TO JOIN THE 
NETWORK OF PARLIAMENTARY 

ADVOCATES FOR RARE 
DISEASES



WRITE TO YOUR MEP TO ASK THEM TO 
JOIN OUR PARLIAMENTARY NETWORK 
OF RARE DISEASE ADVOCATES



CAMPAIGN TOOLKIT

•Campaign factsheet
•Letter to MEP 
•Rare 2030 
Recommendations 
•Social media trello
board & templates  

Coming soon 
•Platform in 23 
languages 
•Press release on the 
Rare 2030 survey 

… Anything else? 



THIS IS JUST THE BEGINNING…

• Member News

• Social media 

• Case studies



QUESTIONS? IDEAS? SUGGESTIONS? 

eurordis.org/30millionreasons

action.eurordis.org

Jenny.steele@eurordis.org

mailto:Jenny.steele@eurordis.org


THANK 
YOU!


