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The challenge of coordination of care
Raquel Castro, EURORDIS
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Image used for illustration purposes. Source: Nationella Funktionen Sällsynta Diagnoser, Sweden

https://www.youtube.com/watch?v=B8ZO9w4eOMM&list=PLrRRsBcz0_Sye1pNRFPsEs-cDJgewhd_B&index=9
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Healthcare

Social & local 
care and support

People Living with a Rare 
Disease and their Family

?
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Illustrative photos. This presentation does not necessarily reflect the position of the patients and carers in these photos
Source: Specialised social services for rare diseases

http://www.eurordis.org/specialised-social-services
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75% of respondents consider that their level of knowledge on 
their disease and its consequences is deficient

71% consider they are not suffiently prepared to support them

Over 7 in 10 people!

Professionals from social services are poorly 
prepared to support people living with a rare 
disease and their carers
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67% of the respondents say that they communicate the 
disease-related information badly

A clear lack of communication between 
the different service providers 

Almost 7 in 10!
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The lack of coordination and communication 
has a serious impact on patients’ situation
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74% have poor knowledge about their disease-related rights

73% on the financial help they may be entitled to

71% on the relevant social services that can support them

Over 7 in 10 people!

Patients are badly informed about their 
rights
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65% of the respondents have to visit different health, social 
and local support services in a short space of time

51% find it hard to manage

Over 6 in 10! 

5 in 10 find it hard to manage!

The difficulty of visiting various social and 
healthcare care providers in a short space of time



11

The difficulty of visiting various social and 
healthcare care providers in a short space of time

Illustrative photo. This presentation does not necessarily reflect the position of the patients and carers in these photos
Source: EURORDIS Photo Contest

http://www.eurordis.org/photo-contest
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Professionals from social services are poorly prepared: 
reported by over 7 in 10 people

A clear lack of communication between the different service 
providers: over 6 in 10 people

Lack of coordination and communication has a serious impact 
on patients’ situation: a constant battle

Patients are badly informed about their rights: Over 7 in 10

Visiting various social and healthcare care providers in a short 
space of time: 6 in 10. 5 in 10 find it hard to manage

The challenge of coordination of care
Summary of key results



Thank you!

raquel.castro@eurordis.org


