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OBJECTIVES OF THIS WORKSHOP

1. Understand how you can talk about the 
campaign for Europe’s Action Plan on rare 
diseases in your own contexts

2. Leave with a plan! A target, a message and 
tactics!

3. Share ideas and experiences



ICEBREAKER



EUROPE’S ACTION PLAN FOR 
RARE DISEASES
LEAVING NO ONE BEHIND
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A LAYERED STRATEGY
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12 Trends Rare 2030: New technologies, new values, new expectations



“A European plan ensures that Europe continues to enable the rare disease 

community to create the critical mass of patients, experts, knowledge, guidelines 

and resources needed by coordinating and adding value to national efforts"



WRITE IN THE CHAT…

Something you are 
proud of this year… 
personal or 
professional! 



CAMPAIGN TOOLKIT eurordis.org/30millionreasons

• Rare 2030 
Recommendations 

• Campaign factsheet
• Letter to MEP template
• Social media templates  

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

• Slide deck 

… Anything else? 



Rare 2030 Report

8 Knowledge Base Summaries

Topic-specific documents

Overview of knowledge

Trends

Overview of current 
trends in rare diseases

http://download2.eurordis.org/rare2030/Rare2030_recommendations.pdf
https://www.rare2030.eu/knowledgebase/
https://www.rare2030.eu/trends/


WHAT CAN YOU DO AS 
A EURORDIS MEMBER?



SHARE YOUR REASON

ASK YOUR NETWORKS TO SHARE THEIR 
REASON

ASK YOUR MEP TO JOIN THE NETWORK OF 
PARLIAMENTARY ADVOCATES FOR RARE 
DISEASES



HAVE YOU WRITTEN YOUR REASON YET?



YOUR VOICE COUNTS!

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

• A resource to be used continually



TAKE FIVE MINUTES TO WRITE YOUR REASON



TALKING ABOUT THE CAMPAIGN ON SOCIAL 
MEDIA



WRITE TO YOUR MEP TO JOIN OUR 
NETWORK OF PARLIAMENTARY 
ADVOCATES FOR RARE DISEASES



WHAT CAN THE NETWORK OF PARLIAMENTARY 
ADVOCATES DO?

• Organise events 

• Ask questions to the European 
Commission 

• Contribute in debates

• Propose amendments to legislation 



WHAT ARE THE PRIORITIES FOR THE NETWORK?

1. Join our call for a European Action Plan on rare 
diseases

2. Ensure the review of Orphan Medicinal Products 
Regulation increases access to treatments for people 
with rare diseases

3. Embed European Reference Networks in a European 
Health Data Space to ensure access to high quality 
healthcare 

4. Support the uptake of harmonised approaches to 
newborn screening for rare diseases across EU 
Member States



A LAYERED STRATEGY
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THIS IS JUST THE BEGINNING…

Portugal Slovenia France
Czech 

Republic
Sweden

202320222021

Spain



THIS IS JUST THE BEGINNING…

Portugal Slovenia France
Czech 

Republic

20222021

Share your reason 

ECRD 2022

RDW 
2022

FR 
conf

Letter to health 

ministers?

MEP -> Network



WHAT NEXT? 

Portugal Slovenia France
Czech 

Republic
Sweden

20232022

Spain

ANY IDEAS?



WHAT ELSE CAN YOU DO 
AS A EURORDIS MEMBER?



WHAT ELSE CAN YOU DO AS A EURORDIS 
MEMBER?

• Organise meetings with policy makers



WHAT ELSE CAN YOU DO AS A EURORDIS 
MEMBER?

• Talk about the need for EU action in the press



WHAT ELSE CAN YOU DO AS A EURORDIS 
MEMBER?

• Link a local or national event with EU/international policy 
actions

- How can you link this with Rare Disease Day? 
- How can you link this to the international campaign for 

a UN Resolution on Rare Diseases?


