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Rare BarometerVoices Infographics
available
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1st Rare Barometer survey on the impact of rare diseases on 
daily life, May 2017 
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Rare Disease patients’ participation in research, February
2018 
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Summarise the 
info to reach a 
wider audience

Value and 
thank your
participation

Encourage 
participation in 
future surveys

Raise
awareness
about Rare 
Diseases

Help your
advocacy work
and fundraising

activities

Why are we designing infographics?  



6

Distributed
during

conferences

Added to 
reports 

Added to 
funding

application
s

Shown in 
offices 

How can you use these infographics? 

Social 
media 

Communic
ation kit
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Images based on infographics for social 
media and presentations (ex. 1)
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Images based on infographics for social 
media and presentations (ex.2)

*Findings of a Rare Barometer Voices survey on the participation of rare disease patients in research. 
3213 rare disease patients and their families responded to the survey, conducted in 23 languages 
across 42 countries worldwide. 
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Per country

Per group of disease (ERN grouping)

Per disease 

Any other relevant category (young people, carers, 
eg.)

For any Rare Barometer Voices language

What kind of visuals are available for you now? 

Results: 

when possible and upon request, contact rare.barometer@eurordis.org
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What is a subset of data? 

• 72% for patients
• 69% for carersStatus

• 78% in the UK 
• 69% in France 

• 73% of women 
• 63% of men 
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Example: Rare Disease research, UK results

Threshold per category : 30 respondents
minimum per question ! 
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Example: Rare Disease research : UK results
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Ex: Infographic in Spanish, for the results in Spain
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Sharing Insights: 
Rare Barometer Voices Juggling Care Infographic 
Engagement

Infographic 
translated into 
6 languages

5 country‐specific 
infographics 

created

Shared at numerous
conferences and events

Over 400 likes, shares and 
comments on social media
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New: Results from the last survey were communicated through the 
research infographic, translated in 23 languages

Communicating the results to the Voices
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International days : Communication of 
RBV results on social media 

International Right to Know Day, 28th September
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Thanks for your attention! 


