
Social Participation & Independent 
Living among PLWRD

Get involved and share 
your experiences: NEW 
Rare Barometer Survey on



Objectives of the survey
Identifying barriers to social participation and needs regarding independent living, disability assessment 

and access to disability rights for people living with a rare disease.

• Understanding the social participation of respondents and how it compares to social participation among 

the general population. 

• Identifying potential barriers to social participation of respondents.

• Understanding respondents' preferences and needs regarding independent living.

• Collecting respondents’ experiences with disability assessment 

• Understanding access to disability rights, including gaps.

• Understanding the disabilities experienced by respondents. 

• Identifying the number and type of disabilities among respondents.

How needs and gaps can be addressed in social and disability policies at a European and national level.



TARGET POPULATION

All people living with a rare disease 
and their family members
(not the general population)

WORLDWIDE
25 languages

ALL rare diseases

may       JULY

ONLINE Questionnaire



Survey dissemination 

Sending invitations 
to Rare Barometer 
panel participants

Global 
communication

Follow 
dissemination

Reminders Final reminder

End May July



Analysis and publication of results

July-September November

Data management 
and curation

Data analysis Data consolidation Publication of 
European results; 

EURORDIS members 
and ERNs receive 

their results

Communicate the 
results – help us 

spread the word!



REPORT
English

FACTSHEET
4 pages - 7 languages

+ upon request

DASHBOARD
Each question of the questionnaire

Frequency and percentages
25 languages

eurordis.org/rare-barometer/english/#surveyResultsCommunication of survey results
Specific results shared with EURORDIS members and ERNs



European 

results

European 

results for one 

disease or 

group of 

diseases

Results for 

one country 

on all rare 

diseases

Specific results 

(one group of 

diseases in one 

country…)

European 

results for 

diseases 

included in 

the ERN
Everyone X

EURORDIS 

members

European 

Federations 
X X

National Alliances X X
Other EURORDIS 

members
X X

European 

Reference 

Networks

X X

Communication of survey results
Collective results are shared with EURORDIS members and ERNs if respondents’ anonymity is ensured
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Thank you! 
rare.barometer@eurordis.org
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