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Rapsody Help lines, what are we?

• Rare disease helpline representatives from all over  Europe have 
formed a network that aims to increase awareness an d best 
practice

• Have been meeting since September 2006 in the conte xt of the 
Rare Disease Patient Solidarity Project. Rapsody ai ms to create 
or develop networks of services for patients living  with a rare 
disease in Europe.
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Why a European network?

• To pool best practice resources especially regardin g training and 
experience.  

• To share this information with European association s aiming to 
set up a help line service (workshop, online resour ce) or to 
improve and change an already existing helpline. Li nking 
together rare disease patients and their families

• New aspect to help lines, sharing and openness
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Deliverables

• The creation of a network
• Best practice tools

• A brochure.

• A website, www.rapsodyonline.eu
� An online cartography of help line 

services in Europe 
� Common tools for helpline 

respondents
� Caller profile analysis

• Training session on finding 
validated information resources 
on the internet.
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Workshop on Rare Disease help lines
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Proposals for European Help Lines

The members of the European Help lines network and the workshop

participants have contributed to the following prop osals for EU member
states and to the European Commission.

• Encourage member states to support and develop Help  line services for 
rare diseases, in particular to commit to long term  plans.

• Same level of service in all member states !

• Encouraging European initiatives on help lines.
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Proposals (cont)

• Support Help lines for rare diseases networks beyon d Rapsody

• Release funds for the training and the funding of h elp line operators 
AND training of doctors and other professionals in the knowledge of rare 
diseases (“knowledge of knowledge”)

• Target the continued development common tools for h elp lines and
common regulation of validation and patient confide ntiality

• Make existing resources available in all European l anguages
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Proposals (cont.)

• Specific initiatives to promote national or Europea n help line 
numbers 

• Common help line number: 116 number. Once reserved,  national 
governments should financially support helpline num bers.
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Proposals (cont.)

• Continuing to support the creation and development of 
connections between European rare disease patients:

� Without diagnosis  - is another concern as they are so exposed

� Without associations

� Example from workshop: with neuro-sensorial deficie ncies or 
intellectual disabilities
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Synthesis

• We have created a  climate which facilitates exchan ging expert 
information from the help lines and patient’s famil ies/families

• The help lines lines for rare disease network is gr adually 
becoming a voice for European information services

• It is crucial that the network is listened to at th e decision making 
level (European and national) To consult but also t o commit to 
and involve. 

• Should be willing to follow up after when life ends
• When policies begin and end, we remain
• To continue
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Some statistics(Pard 3):
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Most reliable source of information for enquirers

Patient organisations are, by far, the 
most reliable source of information 

for enquirers.
N.B.: Direct to patient information 

(from industry to patient) being 
illegal, this source was not in the list 

of sources of information.
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Overall Activities
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Specific activities

2 dominant activities: information 
and services to patients. As lack of 
information is a key characteristic 
of rare diseases, the main role of 
patients’ organisations is to fill in 
the information gap. This is a 
confirmation of a long held belief.
Inversely, care is the least 
provided service. Overall, care is 
left to health care professionals.
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Future of our network

• Confirm vitality of help lines 
• With energy for those who cannnot
• Empower patients to be involved in their care their  voice and give 

reliable information

• Help lines are alive and kicking; now we are waitin g for you, 
• Inclusion
• Recognition
• Strategy
• Our information, our network
• Make us part of the solution
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