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Using EURORDIS’ Position Paper and 

Rare 2030 Recommendations to advocate 

for diagnosis, treatment and care



After two years of extensive consultation, the Rare 2030 
Foresight study recommends a new policy framework 

for rare diseases …with a set of policy recommendation 
to reach the preferred scenario
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3http://download2.eurordis.org/rare2030/Rare2030_recommendations.pdf



8 Interconnected Recommendations ….
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Example of interconnectivity: NBS
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…with one overarching 
Framework 
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8 Interconnected Recommendations ….
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How to get there
and monitor 

success?

The 
RecommendationThe issue The Rare 2030 

Goal and Vision

Panel of experts

Rare Barometer
Voices survey

Young Citizens

Structure of Recommendations
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Recommendation 2 

Earlier, Faster and more 
Accurate Diagnosis
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A better use of currently effective and available tools, new 
technologies and innovative approaches driven by patient-needs. 

Inequalities in access to diagnosis and care must be eradicated
through the harmonisation of standards
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What do we recommend?

GOAL AND VISION

Diagnosis within 6 
months

RECOMMENDATION

Earlier, Faster and 
more Accurate

Diagnosis

THE ISSUE

Continuous delays in 
diagnosis (Odyssey)



Recommendation 3 

Access to High Quality Care
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Provision of political, financial, operational and technical support at 
European, national and regional levels to establish a highly specialised

healthcare ecosystem that leaves no one behind
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What do we recommend?

GOAL AND VISION

Right to health care, 
leaving no one 

behind

RECOMMENDATION

Ecosystem for access
to high quality care

THE ISSUE

Lacking and 
scattered expertise 

and care



Recommendation 8 

Available, Accessible and 
Affordable Treatments
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What do we recommend?What do we recommend?

Establishing streamlined regulatory, pricing and reimbursement policies, 
encouraging a continuum of evidence generation and a European ecosystem that

attracts investments, fosters innovation and addresses challenges of 
sustainability

GOAL AND VISION

1,000 new therapies, 
3 to 5 times more 

affordable

RECOMMENDATION

Available, Accessible 
and Affordable

Treatments

THE ISSUE

Significant unmet 
needs
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From the Recommendations Rare 2030 

to your Advocacy Work 

Recommendations

Rare 2030 

Rare2030 material

Position Papers

RareBarometer

studies

Tell and share a 

story

Co-create

Get the level right 

(EU/ national)



Advocacy Work – Available Tools and Materials
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8 Knowledge Base Summaries

Topic-specific documents

Overview of knowledge

Trends

Overview of current 
trends in rare diseases

Rare 2030 Report

https://www.rare2030.eu/knowledgebase/
https://www.rare2030.eu/trends/
http://download2.eurordis.org/rare2030/Rare2030_recommendations.pdf
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Advocacy Work – Available Tools and Materials

Position Paper

https://download2.eurordis.org/documents/pdf/eurordis_nbs_position_paper.pdf
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Advocacy Work – Available Tools and Materials

ReportPosition Paper

https://rareimpact.eu/site/wp-content/uploads/2020/11/RARE-IMPACT-European-Assessment_v1_2020-11-23.pdf
http://download2.eurordis.org.s3.amazonaws.com/positionpapers/eurordis_access_position_paper_final_4122017.pdf
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Advocacy Work – Available Tools and Materials

https://www.eurordis.org/voices

Rare2030 RareBarometer Voices survey
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“We tell our stories. 

You don’t have to 

be an expert, you 

just have to be on 

board” 

Advocacy Work – Your experience and stories 
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The right level The right role for everyone

Advocacy Work – getting it right

 Patient community

 Healthcare providers

 Researchers & scientists

 Health authorities & payers

 Regulators

 Policymakers

 Industry

 xxx

Global ?

Local ?
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Key Messages

Interconnected recommendations = a comprehensive tool

Materials and experience enable us to do things in areas where we want to 
see change

« A long road and we must work in concert and collaboration » 

Co-creation starts today

Think about what you/your organisation can do

 2 things you/your organisation could do in the next 2 weeks


