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An inclusive networkAn inclusive network
Network members are
◦ Large and well established help lines, or 
smaller ones 
◦ Working with volunteers and/or paid staff
◦ Catering for only 1 to all RD
◦ Run by governmental or non governmental 
organisations
◦ Operating 24/24 7/7 or during office hours
◦ In EU member states and other European 
countries



To become a member (1)To become a member (1)
Your help line need to be registered in 
Europe
It needs to be compliant with the 
legislation that protects the privacy of 
citizens and sensitive health information

Document testifying respect of local data 
privacy legislation (legal attestation 
and/or authorisation relevant authority)



To become a member (2)To become a member (2)
Your respondents will share information 
on potentially 6000+ rare diseases
Help lines need to share a common code 
for rare diseases

Use the OrphaCode developped by 
Orphanet and W.H.O for the future ICD



Illustration when no common Illustration when no common 
codes are usedcodes are used



To become a member (3)To become a member (3)
As a network, we need to demonstrate 
the social utility of the service at the 
European level
Help lines need to document on their 
overall activity

Participate in the Caller Profile Analysis



July 2008: data received from 5 help lines (AFM-
Myoinfo, Climb, CSH, Feder SIO, MRIS)

How many call
How many respond

Age of the patients



July 2008: data received from 5 help lines (AFM-
Myoinfo, Climb, CSH, Feder SIO, MRIS)

Gender of caller

Category of caller



July 2008: data received from 5 help lines (AFM-
Myoinfo, Climb, CSH, Feder SIO, MRIS)

Origin of calls during 
period



July 2008: data received from 5 help lines (AFM-
Myoinfo, Climb, CSH, Feder SIO, MRIS)

Type of contact

Purpose of calls



July 2008: data received from 5 help lines (AFM-
Myoinfo, Climb, CSH, Feder SIO, MRIS)

Type of contact

How did you hear 
about help line?



CPA is a listing of all calls over CPA is a listing of all calls over 
periodperiod



To become a member (4)To become a member (4)
Demonstrate the commitment of your 
management board to support the 
network
Network decisions need to be 
implemented

Signed letter of Agreement



To become a member (5)To become a member (5)
Share experience and issues with network 
participants
Participate in at least one annual network 
meeting

Provide written commitment of your 
board / director to attend a meeting



To become a member (6)To become a member (6)
Share common tools and good practices
Participate in the development of new 
good practices

Record calls using ww.rapsodyonline.eu
services (optional if you have your own 
system)

http://www.rapsodyoneline.eu/


The processThe process

Application If approved

Application form
One month CPA data
By laws, reports
Legal attestation
Board commitment 

Signature Letter of 
Agreement
Fee payment
Login to services

If not

Agreement on a 
convergence plan
Or observer status

Evaluation: 
Network coordinator

Validation: 
Steering Committee



An actioncoAn actionco--financed by the financed by the 
European Union/Public Health European Union/Public Health 
ProgrammeProgramme
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