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Who are we?

Work package 4 of the Rare Disease Patient Solidari

ty Project
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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.




Workshop on Rare Disease help lines

Weleome to the Enropean Woskshop on Help Lines for
Rare Drizeases!

The chiecores of this woskshop are oo puade patient
fepiesentatives wantng to create of develep thew own
mfnrmanon service,’ help koe for rare diseaszes.

At the end of the day yon w:ll be gven the oppormaury
to meet the participants and ask them specfic questions
tegarding Rare Diseaze Help Lines. For more detailed
mformation regardme the speakers. see the Help Lines

brochuge,

Help Lnes will also be discussed Wednesday, m the
context of Rapsody Sermees, sezsion B of the ECED

Part 1
5530 Introdwenion and chaie

Pamela Davies, Climb, TTEK

1400, Typology of calls

Introdnetion and Call trpe 1: Support

Marie Clande Bergmann (Maladies Rares Info
Services, France

Call type Z: Support to patient associEuons
Inge EristensenC3H, Denmark)

Call erpe 3: Groug Creation

Vanesa Pizamro (Feder, 5IC Spazn)

Call eype 4: Information Signpostng
Chrisona Greek Winald (The Natonal Information
Center for Rare Diseases. Sweden)

14 45 Debate wath avdience

Coffee break

FELIIOT MY OF THE SUADFEAN UHLDN

Part 2

15.30 Service for Isolated Patensy
Shane Lynam (Encocdis)

1525  Trammg of help line respondears
Pamela Dawvies

1600  Awaresess [ partoership with health care
professionals
.

Tuy Mga Brignol (AFLI Myolnfo, France

16:15  Managng a Enropean ase disease help kne
Thomas Heuyer (Mdaladies Rares Info Serrice

Franee|

16.30  BeneErs of Ensapean help lines
collaboranng at European level
Inge Eristensen

Meet together

17 l"'"|

17.00  Meet the nerorork participants



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.

e 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|  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 les/families

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

* |t is crucial that the network is listened to at th e decision making
level (European and national) To consult butalsot o committo
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):

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.
19%

12% 12%
8%
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Overall Activities

2 dominant activities: information

and services to patients. As lack of

information is a key characteristic

o o of rare diseases, the main role of

Specific activities patients’ organisations is to fill in
the information gap. Thisis a
confirmation of a long held belief.
100% Inversely, care is the least
provided service. Overall, care is
left to health care professionals.

Yoatanisatias

Information Services to Lobbying Research Care Other

patients

13 4th ECRD 2007 Lisbon




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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