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A virtual meeting point for European RD Patients

Two intertwined topics:

• 1. Focus on one aspect of our network: Isolated pat ients

• 2. Rapsodyonline.eu
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Isolation – a precondition of being rare

• Goal: to increase the chances of patients living wi th rare diseases 
meeting someone like them.

• Working at European level is crucial!

• The chances of finding someone with the same diseas e or 
concerned by the same issue increases as more servi ces join the 
network.
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What kind of isolation..?
• Diagnosis makes a person different, rare diagnosis makes a person even 

more different
• Because there is no cure
• Because there is no cure and little hope for their future family
• Their life may be taken over by the condition
• They may not be able to live full, active, healthy or ‘normal’ lives
• They may have to take medicines that no-one else do es
• They may look different
• They may have no peers to look up to with the same condition
• They may be the oldest with this condition
• They may be too ill to study or work
• They may be disliked by siblings because life is no t the same as other 

families
• They may miss out on social activities
• They may choose not to have children and stop the f amily line
• Their family are not the same family anymore, they are carers
• Their income has gone down due to caring responsibi lities
• There is no privacy at home due to parents becoming  24 hour carers
• They are not told what is happening to them
• Surgery may have gone ahead without their discussio n
• They know they will die early or their life may be very short
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Breaking isolation!

• At the very least, knowing that you are not the onl y one is enough

• Often, relieving isolation  and benefiting from the  experiences of 
other patients with a similar concern/disease can b e enough to 
trigger a patient getting his/her life back on trac k
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Isolated patient services in our network

MILOR(September 2006):
•526 isolated persons registered
•304 by the means of Internet 
•222 with the advisers of Maladies Rares Info-
Services

•CSH:
•App. 400 in Contact Forum, Denmark and app. 
100 alone

•FEDER: 600 in Contact Forum, Spain
1/3 – ½ of these are alone …- at least in their 
own country …
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Example: The Danish Contact Forum

• Denmark – the land of associations !
• The 55 associations for rare diseases 400 people in  

the Contact Forum, covering appr. 150 diseases
• Contact via the help line
• Strict regulation
• Now also on a Nordic basis, grouping Scandinavian 

services together
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www.rapsodyonline.eu

• An online presence
• Currently a working version, V.2 ready for February  1st 2007
• Cuts across the three networks that we have created
• An online platform where our networks will continue  to exist
• Invite more services to join. Agree to the terms an d conditions of 

membership
• Share resources: a document portal.

� Eventually create a roadmap for patient groups wishing to create a help 
line
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www.rapsodyonline.eu

• A cartography of services: Find information on Euro pean help 
lines

• Tools to record calls, installed on local servers
• Caller profile analysis: produce statistics on the amount of 

activity help lines represent. This will allow us t o give concrete 
information when seeking future funding opportuniti es for the 
network

• No exchange of personal data across borders
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Towards a European contact forum

• Rapsody Help lines for Rare diseases
• Set of tools for European help lines
• One of these tools is the coordination of European 

help line’s isolated patients service
• Rapsody can also help you to contact a patient or a  

family with the same problem as yours, in Europe.
• www.rapsodyonline.eu
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How does it work ?

• When you contact a local Help line participating in  the 
Rapsody network and you are seeking assistance in 
establishing contact with a person with the same 
disease or same concern

• The Help line will ask a few questions, and will co ntact 
other European Help lines at regular intervals to c heck 
whether they have received a query regarding the 
same disease 
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How does it work?(cont)

• If a match is found, the respondent will login and 
create a pseudonym that you can then use to log 
on to a dedicated web forum

• On this forum, other persons who match with your 
condition will also appear with their own  
pseudonym. There you can exchange experiences 
and information

• If you feel confident, you can exchange your 
personal data such as telephone number or email 
address for a more direct discussion
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What about language?

• Firstly we hope you will find a match with a person  
living in your country 

• Secondly, someone speaking the same language

• However if this is not the case an automated transl ator 
service will provide you with a rough translation o f 
what you intend to express, or of the response of y our 
interlocutor !
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The prospects

• A common cross-country contact opportunity for all 
rare !

• Via help lines
• Developing common solutions
• Please visit www.rapsodyonline.eu and submit your 

details.
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