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https://www.eurordis.org/
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1. #ActRare2024
LAUNCH
on 29 FEB

https://www.eurordis.org/


Successful launch at the 
European Parliament on 
Rare Disease Day

Formal exchange of views at the 
European Parliament on rare 
diseases with MEPs and 
European Commission 

#ActRare2024
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https://www.eurordis.org/


First meetings with MEPs candidates (x15) 
supporting the Manifesto
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https://www.eurordis.org/


2 Manifestos mentioning Rare diseases
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• PES : « We will implement fair and transparent medicine 
pricing to prevent shortages and support timely access 
and innovation, including for rare diseases.”

• The Greens: “We will push to eliminate health inequities 
and guarantee access to affordable medicines and 
treatment, including for cancer and rare diseases, in 
ways that are inclusive to all parts of society, especially the 
most vulnerable and racialized communities.”

https://www.eurordis.org/


Communications results from the launch:

#ActRare2024
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https://www.eurordis.org/


Campaign video
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https://www.eurordis.org/





2. REACHING 
OUT TO MEPS 
CANDIDATES

Daniel, Williams syndrome
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Elections: 6-9 
JUNE 2024 

https://www.eurordis.org/


1. Ask them to sign the 
Pledge 
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• A 1 pager summarizing our 
priorities to EU elections

• QR code and signing form on 
the pledge

• Goes with the Manifesto
• Send answers to:  

Julie.Pernet@eurordis.org

Ask candidates to 
support RD as a 
policy priority 

https://www.eurordis.org/
mailto:Julie.Pernet@eurordis.org
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⇒EURORDIS will make the card

⇒The picture will feed the virtual wall of 
RD champions

⇒You can send back the card to 
candidates for their own social media

2. Ask them to send a picture for the social 
media card

https://www.eurordis.org/
https://www.eurordis.org/actrare2024/
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https://www.eurordis.org/


The Toolkit #ActRare2024
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• EU Manifestos – translation possible
• A Pledge card for candidates 
• Social media cards for candidates and 

patient organisations
• A template email to reach out to candidate 
• A customisable PPT presentation of our 

priorities 
• A dedicated web page 

https://www.eurordis.org/


To keep in mind…

13

1. Send answers and coordinate with me 
2. Always use #ActRare2024 on social media
3. Feel free to ask for help to identify candidates

4. Alternative ways to become a RD champion: 
- Positive answer via email
- A candidate using our #

https://www.eurordis.org/
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3.SUPPORTING 
ActRare2024 
COMMUNICATION 

https://www.eurordis.org/


Like and share!

15

• Keep an eye on social media and 
the #ActRare2024 hashtag!

• EURORDIS outputs over the 
coming weeks and months:

• Infographics
• Ask-specific videos
• Articles

https://www.eurordis.org/
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Thank you ! 

Any questions ?

https://www.eurordis.org/
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