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How to join forces 



2

Some background information

• A complex environment with risks and opportunities

• The why, what and how of a campaign
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A complex
environment & shifting priorities

EU Cancer 
Plan

Pharma 
ceutical
strategy
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Risks of COVID- pandemic are political, medical/social, organisational

• Political – COVID takes priority in EU and national discourse

• Medical/Social – Rare Barometer Voices survey shows 84% of PLWRD 

experienced disruption of care, increased isolation

• Operational – availability of volunteers - Face to face exchange – etc.

Backdrop of COVID-19 pandemic :

 The world is now familiar with what the vulnerable PLWRD face everyday

 Demonstrating - more than ever- the need to prepare for the future

Risks resulting from COVID pandemic
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Great news ! Look at how much attention 
health is getting

EU Cancer 
Plan

A EU 
Health 
Union 

Pharma 
ceutical
strategy

Orphan 
drug 

legislation

EU4Health 
& EU 

budget  
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With every crisis come opportunities

• A ten-fold increase of the EU budget for public health 

• The new Recovery Fund – a new Marshall plan for Europe? 

• A EU Health Union to be born from the ashes of the post pandemic 
Europe?

Opportunity to advocate for:

 a clear place for rare diseases in budget allocation and planning 

 overall more resilient and shock‐resistant healthcare systems that do not 
exacerbate the vulnerabilities of people living with a rare disease across Europe 

 greater collaboration and solidarity between countries, health systems and all 
stakeholders & pooling of resources

 A real European Health Union https://europeanhealthunion.eu Sign the 
Manifesto !

https://europeanhealthunion.eu/
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How to avoid that rare diseases get lost? 
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We need a new policy framework !
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What to put in that frame?
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To make it happen …

… we need you !
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Grassroots and Public Affairs Campaign
(2021-2022)
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Campaigning for a new policy framework in 2022

Objective A sustainable policy framework for RDs  EU and national 
level to improve lives of people living with RDs

Content and 
messages

From Rare2030 recommendations to messages for 
campaign – audience definition, different levels

Across all communication

Members Drive a meaningful change that has an impact on your lives

Embrace & carry the message & engage in the political 
discourse (grassroot campaign) 

Timeline From RDD 2021 to end 2022 or RDD 2023 & builds upon:
• Political milestones
• EURORDIS / RD community milestones – link events 

together

New Council Recommendation –
Rare Disease policy: the next 15 years? 

Output 
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• Grassroots advocacy: general public or concerned citizens (EURORDIS 
Membership at large) connect with their local policy makers on an issue they 
care about. 

• Grasstops advocacy: focus narrowly on enlisting the help of individuals
who have personal connections  with the decision makers you are 
targeting.

• Public Affairs: EURORDIS continued relations with government, EU, 
companies and other stakeholders

What’s in a campaign?

3 ways to influence 
policy makers into 

action
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Campaigning for a new policy framework in 2022

#JobNotDone #BeTheChange

#RDframework2022#RD2022

#TheFutureStartsToday
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Content and messages

8+ recommendations 3 pillars

• What we want to see in Europe in 2030 ?

My unmet needs 

• Stories & Testimonies

• Why we need to act?

3 or 4 key areas 

• Care, Research, xxx 

• Underlying philosophy • EU added value

• Leave no one behind

• Holistic approach
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Content and messages

Level of message Grassroot

Clear simple messages, 3 
or 4 key asks

Grasstop

More detailed from 
Rare2030 recos

Main audience EU & national 
policymakers

Targeted policymakers 
e.g.  working on RD files

Main carriers Membership at large
ePAGs
RDW participants
Rare2030 Panel of 
Experts
RD community
…

NAs  +  EFs
RDW participants
BoD
Rare2030 Young Citizens 
…

• Linking events, build the same narrative, coherence of messages

• Grassroots  campaign approach

• Bottom-up approach & meaningful for all



2020 2021 2023

Slovenia France Czech Rep

Review of regulation for special populations (OMP and Paediatrics) 

EU budget for 7 years 

Parliamentary Advocates for Rare Diseases – EP + National Parliaments 2019-2024
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Germany Portugal Slovenia France Czech Rep Sweden

2022

Rare2030 
Recommandations

FEB 2021

New Council 
Recommendation

?

Conference Future of Europe – EU Health Union 

Timeline RDD 2021 – RDD2023
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ECRD 
2022EMM

RDW 
2021

CNA  
CEF

RDW 
2022

CNA 
CEF

CNA 
CEF
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• Grassroots advocacy: 

general public or concerned 
citizens connect with their local 
policy makers on an issue they 
care about

Joining forces 

3 ways to influence 
policy makers into 

action

 Online petitions

 Calls

 Joint letters

 Twitter cards etc...
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• Grasstop advocacy: 

focus narrowly on enlisting the 
help of individuals who have 
personal connections  with the 
decision makers you are 
targeting

Joining forces 

3 ways to influence 
policy makers into 

action

 In person meetings

 Ad hoc letters

 Scientific reports

• National government

• MPs or MEPs

• Ambassadors …
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Joining forces 

 Are you supportive of this idea?

• Who has created a grassroots campaign?

• Who has worked with “grasstops” 
contacts to influence policy?

 Regional meetings to promote a policy 
framework for RDs

• How was your experience? What would be the 
next steps?

• For the others: what similar initiatives could be 
helpful in your country?
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Joining forces 

What tools? 

• Can you please give us examples in your native language for # 
that you think could work in comparison to the ones listed

#JobNotDone #BeTheChange

#RDframework2022#RD2022

#TheFutureStartsToday

• What tools do you use to get the attention of policy makers? 
Letters? Meetings? Videos? Tweets?

• What tools do you use to mobilise your membership in 
supporting your advocacy efforts? Letters? Meetings? Videos? 
Tweets?

• Are there new tools you are eager to try? 
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Joining forces

Can you help us shape messages from Rare2030 ?

Would you join a working group? 

Especially if you: 

• Come from a country of future EU Council Presidencies

• Can help with defining messages and/or have experience in 
grassroot campaigns

• Coordinate actions with policymakers…


