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What is Rare Barometer Programme ? 
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• EURORDIS survey programme

• Launched in June 2015
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What is the aim of Rare Barometer programme ? 
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Context : Necessity for rare disease patients to be involved
in health, research and social decision making

Promote and improve further research on patient perspectives 

Support advocacy and policy making activities at EURORDIS

Provide a high quality evidence base 

Facilitate and streamline the inclusion of patient perspectives
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Rare Barometer : An interactive project
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Provide guidelines and 
best practices to carry 

out surveys

Surveys and studies
to support 

EURORDIS/EURORDIS 
members advocacy

work

Surveys and studies
within European
funded projects

Highlight transversal 
topics 

Facilitate knowledge 
exchange about 

studies, methodology 
(scales, results…) 

Support other
EURORDIS initiative 
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RareConnect template
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Survey template
Applicable to any
disease



eurordis.org

What kind of  methods?  
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Provide high 
quality evidence
base 

High 
quality

evidence
base

Qualitative 
research

- Face to face 
interview / focus 

group
- Typology

Quantitative 
survey: 

- Cross country 
comparison

- Longitudinal 
studies

Delphi 
conference

Textual analysis



eurordis.org

Rare Barometer’s governance
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STEERING COMMITTEE ADVISORY COMMITTEE
Yann Le Cam (Chair) Sandra Courbier (chair)

Sandra Courbier (Project leader) 3 EURORDIS MEMBERS 
ACADEMIC (Orphanet/INSERM, …)

Other Eurordis relevant Staff CORPORATE 
1F2F meeting per year POLICY (Yann Le Cam, …)

2 Conf call per year
advises                             appoints

TOPIC EXPERT COMMITTEE
Sandra Courbier (Chair)

3 to 5 ad hoc participants
1 conf call per survey

1 F2F meeting including all stakeholders per 
year 

appoints

advises
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Scope of the surveys
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• EURORDIS‘s Advocacy priorities

• Genetics & Data sharing : 

- 2015/2016 - RD Connect : 

Delphi exercise with expert patients 

- 2016 - Genetic Clinic of the Future : Patient 
perspectives about genetic data sharing

• Diagnosis

• Social care provision : 

- 2016 : INNOVCare : Study on the needs of 
patients/families in their social and daily life
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Tools
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• Sphinx, all in one survey software : 

 Data collection, enabling multicountry surveys

 Responsive 

 App available for face to face data collection 

 Online dissemination (emailing, profile selection) 

 Analysis of the survey, qualitative and quantitative

 Data storage in France : online platform with high 
security level
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Sophisticated web forms
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• Response
control 

• Conditions 
(go to 
question…), 
restrictions 
(show only
if…)

• Insertion of image, pictogramme 
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Reporting
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• Automatic report 

• Webreporting
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Quantitative surveys are the biggest challenge
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• Statistics about rare disease population don’t exist
(except prevalence)

• Small number of people per disease

• A « list of people » affected by rare disease doesn’t
exist

Usual methods for sampling and 
contacting participants by phone or face to face (by 
quota or random) are not applicable
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Rare Barometer Voices
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Group of pre-screened patients who have offered to provide personal information on an 
on-going basis

Patients, familiy member and patient représentative

Contact list (email) with useful sociodemographic information (disease, gender…) 
combined with an emailing tool

Give the possibility to select the contact you want to interrogate

Exclusive tool, constant check by data management, protected by a password with
access limited to one person only
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eurordis.org/voices
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Registration questionnaire 
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Rare Barometer Voices characteristics
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• Website and surveys available in 23 languages
(main EU languages + Russian)

• 48 countries covered (EURORDIS membership
criteria)

• List of diseases : 7 Orphanet languages

• Short results available in 23 languages, full analysis
in 7 languages
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Rare Barometer Voices recruitment
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First step: 

• Social media

• Through EURORDIS member

Next step:

Center of expertise

Diversify respondent profile
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EURORDIS survey panel objectives
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• Represent the diversity of rare disease
population (diseases, country, socio-
demographic profile..)

• Carry out longitudinal studies

• Consider the rare disease community as a 
whole

• Statistical adjustement : by countries and 
disease prevalence (Orphanet data) 
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