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Group of people living with a rare disease who participate in EURORDIS 
surveys 

Transforming opinions and experiences about topics that directly affect rare 
disease patient into figures and facts to feed the rare disease community’s 
advocacy work

Rare Barometer Voices –Quick reminder

Patients, families, patient representatives can register

At registration participants provide useful information for future 
surveys (disease, gender, age …)

Registration page (eurordis.org/voices) and surveys are available in 23 EU 
languages

Results are available to patient organisations: by country, by ERN , by 
disease when possible 
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Rare Barometer Voices is
now available to 
participants around the 
world 

August 2017
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More than 7000 patients and families have 
registered for Rare Barometer Voices ! 
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Thank you for spreading the word about 
Rare Barometer Voices!
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The number of respondents by country is progressing

USA: 153
South Africa: 40
Australia: 34
Brasil: 33
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1306 different diseases in total 

166 Ehlers-Danlos syndrome, hypermobility type

123 22q11.2 deletion syndrome

113 Cystic fibrosis

100 Duchenne muscular dystrophy

98 Neurofibromatosis type 1

89 Systemic sclerosis

84 Sarcoidosis

75 Tuberous sclerosis complex

65 Williams syndrome

63 Myasthenia gravis
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New: Paper leaflets! 
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Juggling care and daily life: 

The balancing act of the rare disease community 

• Scope of the EU-funded  project

• 3071 patients and carers participated 

• 802 diseases, 42 countries 

• Performed in 23 languages

First Europe-wide survey on social 
impact of rare diseases 

http://download.eurordis.org.s3.ama
zonaws.com/rbv/2017_05_09_Social
%20survey%20leaflet%20final.pdf

http://download.eurordis.org.s3.amazonaws.com/rbv/2017_05_09_Social survey leaflet final.pdf
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Results were presented during the Launch of European 
Network of Parliamentary Advocates for RDs

First Europe-wide survey on social impact of 
rare diseases 
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Heavy time burden for patients & carers

Of patients & carers spend more than 
2h/day on illness-related tasks42%

Hygiene Administration 
of treatments

Helping with 
house cores

Helping patients 
to move
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Lack of flexibility and adaptation of tasks

Rare disease patients and carers in employment face certain 
needs that are not always met by employers:

• People living with a rare disease often need to stop working 
during most challenging times: 

58% absent from work over 15 days/year 

21% absent from work over 90 days/year

• The possibility of asking for special leave is a high unmet need 
for rare disease patients:

41% asked but could not obtain it
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A burden that heavily falls on women 

Spouse 
(25%)

Father (6%)

Others (5%)

The role of the primary carer for people living with 
a rare disease is primarily assumed by women

Who organises and coordinates care in your household?

Mother 
(64%)
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New infographic
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End of August 
2017: Beginning of 
survey fieldwork

26th of October: 
End of Survey 

fieldwork

Beginning of 
December : 

Communication 
kit available

Communication 
on the results 
during Rare 
Disease Day 

New survey on participation in Rare 
Disease research

Provide content (in particular for National Alliances) to advocate on theme of Rare 
Disease Day 2018: Research

3176 respondents, 62 countries
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35% of RBV participants have participated in 
Rare Disease Research
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Lack of public investment in RD research is seen
as the main obstacle to rare disease research

1
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Example for Spain: 

My Rare Barometer Voices survey reports 

https://www.sphinxonline.com/dataviv/r/EURORDIS75/RareDiseaseResearch_final/0b6326f2-f73e-4e4c-9425-59cd88dd4ddc?c=MFJRtHZrHeJzV4J6xE4CWmCFuv68yrkV5i1zIQzNOtTvVsJVwXfKxQyBUf6kAoH8
https://www.sphinxonline.com/dataviv/r/EURORDIS75/RareDiseaseResearch_final/0b6326f2-f73e-4e4c-9425-59cd88dd4ddc?c=MFJRtHZrHeJzV4J6xE4CWmCFuv68yrkV5i1zIQzNOtTvVsJVwXfKxQyBUf6kAoH8


20

Survey report in English

Facebook posts

Power point with main messages by 
country with graphs in your languages

Rare Disease Day survey Communication 
kit 
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Topic Expert 
Committee met in 

July 2017

Survey fieldwork: 
Mid-December 

2017 – Mid-March 
2018 

Survey report: 
Beginning of April 

2018

Presentation of 
the results (RD 

Connect Annual 
meeting)  and 

survey report  April 
2018

Position paper 
June 2018 

My health-related data: to 
share or not to share? 

 Test hypothesis from the Focus 
groups and the Delphi style exercise 

 Come up with patients views on data 
sharing for research and healthcare
purposes

Timing: 

Data survey Topic Expert Commitee

Patient organisations 
•Avril Daly 
•Julian Isla  
•Anne-Sophie Lapointe 

Experts
•Nathalie Banner (Welcome Trust, Policy Adviser)
•Orion Buske (Sick Kids ) 
•Rebecca Dimond (Cardiff University, Medical Sociologist) 
•Xavier Fourmi (MAPI)
•Deborah Mascalzoni (Upsala, Ethicist)  

Policy Experts
•EURORDIS relevant staff
•Victoria Hedley (RD Action, Newcastle University)
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Register yourself in the database

Distribute the paper leaflet during events  

Share the link of the survey on data protection and data sharing  from the EURORDIS 
Facebook and Twitter account 

Participate in Topic Expert Committees

Suggest topics 

Participating in Rare Barometer
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Thanks for your attention! 


