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BACKGROUND

Need for appropriate information represents

a crucial issue especially in the field of RD,
characterized by paucity of available information
on the diseases, on the existence of Centres of expertise’
for the diagnosis and treatment of these conditions, on
available therapies and social support resources.

In 1999 the Veneto Region, NE of Italy,

4,7 mill inh, established the Registry for RD,

which is now part of the Coordinating Centre

for Rare Diseases.

According to the State-Regions Agreement on RD (2007)
the activities of the Coordinating Centre are:

a) Maintainance of the RD Register (interregional);

b) the spreading of information on RD to citizens, RD
patients, their relatives and patients’associations;

c) Coordination of the care network based on labelled
Reference Centres officially recognized by the Regional
Authority;

d) Support to health care professionals regarding RD
issues and availabilty of appropriate treatments for RD
patients;

e)Organization of training activities on RD;

f) Support patients’associations activities
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-Prise en charge: rehabilitation cervices,
home care assistance, palliative care

Information provided on

Treatments: orphan drugs, therapeutic
options, other interventions, etc.

Tailored bibliographic researches:
Literature- access to medical DB, articles,
on-line university library, expert opinions
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=Website- information on: diseases, Reference Centres,

care pathways, benefits, etc.
=Search tool on all contents
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-benefits: exemption, reimbursement for
drugs, dietetic products, other medicinal
products,devices,etc.

-access to services:disability centres/respite

-Existence, contacts and activities
centres

(regional/extraregional/abroad)

-administrative procedures

-other available economic provisions
-Laws (not necessarly RD specific)
-school-work access

-social support

CONCLUSIONS

The information service fulfils 3 main functions:
-informative

-supportive

-and monitoring one.

Its added value is that it is an institutional service, an

Visitors from other countries aspect that guarantees the possibility of monitoring the

Health Authority can receive feedback both from
patients’ and from professionals concerning the
functioning and possible improvements of the
established care network.

(n=1,704) functioning of the RD care network established by the
Regional Health Authority.
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