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What is a rare disease?
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Survey performed via EURORDIS survey initiative

Rare Barometer Voices 

and within the EU-funded INNOVCare project

Juggling care and daily life: 
The Balancing Act of the Rare Disease Community

First Europe-wide survey on social impact of rare diseases, 
involving 3000 rare disease patients & carers

Report with full results Presentation of key results Infographics with key results Factsheet on integrated care for 
rare diseases with survey results

http://download.eurordis.org.s3.amazonaws.com/rbv/2017_05_09_Social survey leaflet final.pdf
http://download2.eurordis.org.s3.amazonaws.com/social/EURORDIS_Survey_Juggling_Care_and_Daily_Life_2017.pdf
http://download2.eurordis.org/rbv/juggling_care_and_daily_life.infographic__final.pdf
https://innovcare.eu/wp-content/uploads/2018/04/Integrated_care_for_RD_infographics_FINAL.pdf
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First Europe-wide survey on social impact of rare diseases: 
Summary of key results

Rare diseases have a serious impact on everyday life

Significant time and care burden for patients and carers

Strong impact on work-life balance: absence from work, hampered 
professional activity, economic burden

Care pathways are complex and hard to manage e.g. need to visit different 
services in short time; lack of communication between providers

Patients and carers feel badly informed about their rights and feel that social 
services are badly prepared to support them

Rare diseases impact the mental health of patients and carers

Survey performed via EURORDIS survey initiative 
Rare Barometer Voices 
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People living with a rare disease have difficulties with 
several Activities of Daily Living

More than 
4 in 10 have 
difficulties

with
Understanding & 

learning

Communicating 
with others

More than 
5 in 10 have 
difficulties

with

Controlling 
behaviour

Taking care of 
finances & everyday 
administrative tasks

Personal 
care activities

More than 
7 in 10 have 
difficulties

with

Daily activities 
& tasks 

Motor/ sensorial 
functioning 

Social life 
/relations

Survey performed via EURORDIS survey initiative 
Rare Barometer Voices 
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Symptoms vary & can be invisible in many ways

Illustrative photo. This presentation does not necessarily reflect the position of the person in this photo. Source: EURORDIS Photo Contest

One day you appear completely healthy, the next day 
you are sick, and two days later you appear completely 

normal again” Female, Spain

I don't look ill but am very ill with a condition which no one 
understands or has heard of” Female, United Kingdom

Survey performed via EURORDIS survey initiative 
Rare Barometer Voices 

Rare diseases are complex and often invisible

http://www.eurordis.org/photo-contest
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Heavy time burden for patients and carers

of patients & carers spend more 
than 2h/day on illness-related tasks*

42%

Survey performed via EURORDIS survey initiative 
Rare Barometer Voices 

* Hygiene, administration of treatments, helping with house chores, helping the patient to move
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Survey performed via EURORDIS survey initiative 
Rare Barometer Voices 

Image on care pathway  used for illustration purposes. 
Source: Nationella Funktionen Sällsynta Diagnoser, Sweden

Care pathway is complex and hard to manage

https://www.youtube.com/watch?v=B8ZO9w4eOMM&list=PLrRRsBcz0_Sye1pNRFPsEs-cDJgewhd_B&index=9
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Survey performed via EURORDIS survey initiative 
Rare Barometer Voices 

Significant impact on professional life

7 in 10
People living with a rare disease

& carers had to
reduce or stop professional activity

due to the disease

The rare disease led to 
an income decrease for 69%
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Survey performed via EURORDIS survey initiative 
Rare Barometer Voices 

Significant impact on professional life

58% absent from work over 15 

days/year 

41% asked for special leave from 

work but could not obtain it
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Survey performed via EURORDIS survey initiative 
Rare Barometer Voices 

Deteriorated mental health 
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The serious unmet social needs of people with a rare disease 
and their families affect their dignity, autonomy and other 

fundamental human rights”

Commission Expert Group on Rare Diseases Recommendations to Support 
the Incorporation of Rare Diseases into Social Services & Policies
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1. Integration into national plans for rare diseases

2 & 3. Role of Centres of Expertise and of 
European Reference Networks, as per previous 
EU-level recommendations

4. Member States (MS) should promote measures 
that facilitate multidisciplinary, holistic, 
continuous, person-centred and participative 
care provision to people living with rare diseases, 
supporting them in the full realisation of their 
fundamental human rights

See all the recommendations here

Addressing these needs: EU-level recommendations

http://ec.europa.eu/health/rare_diseases/docs/recommendations_socialservices_policies_en.pdf
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From the recommendations to the implementation

2015-2018
Bridging the gaps between health, social and local services to improve care of 

people living with rare and complex conditions
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Social 
Impact

Economic 
Impact & 

cost-benefit

Good 
practices

Key contacts 
for advocacy

Roadmaps to 
up-scale 
model

Patients’ & 
families’ 

needs

Pilot of case 
management for RD

Creation of 
RareResourceNet

1st Europe-wide survey on 
the social impact of RD

Multi-stakeholder 
Workshops

Good 
practices
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Recommendations

Good practices 

Case studies

https://innovcare.eu/events/
https://innovcare.eu/resources/ 

4 workshops

100+ participants 

24 countries
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Recommendations from all project partners

https://innovcare.eu/recommendations/ 
Pick your copy at the registration desk

EU-wide and national measures to 
guarantee integrated care for rare 
diseases is implemented and sustainable 
across Europe. Linking to:

 EU-level recommendations

Work-life Balance Directive

 European Networks

National policies for rare diseases

 Specific integrated care measures

 Support and funding mechanisms
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Thank you
raquel.castro@eurordis.org

eurordis.org/voices

EURORDIS  would like to thank all Rare Barometer partners for their support to co-fund 
the surveys conducted via EURORDIS survey initiative Rare Barometer Voices
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