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NEEWANR[CINS CON RARE DISEASES IN ITALY

al Health Plans ‘98-00; 2003-05
al Health Plans

al Network for Rare Diseases

(2001-)

» Agreement between the Ministry of
Health and Regions (2002-)

» National Committee on RD

» Research Projects for RD
» Research Plans for Orphan Drugs (AIFA)



Italian Nati
1998-20

National Health Ple

- sclentific research on rare diseases
- prevention activities

- appropriate and timely diagnosis

- treatment for patients with RD




ORI KO/ E COLILABORATION
FOR RARE DISEASESHN

diagnostic

difficulties

Low resources - Network - Low therapeutic

options
L

Low existing
knowledge



RK FOR RARE DISEASES
| Decree 279/72001)

network for

revention
rveillance
lagnosis
Treatment

National Registry Rare Diseases
(Istituto Superiore di Sanita)

about 500 Rare Diseases (284 specific RD+ 47 groups of RD):
health care services are provided at no charge to patients




Rare dise

cording to UE definition (<5

e clinical seriousness of the RD

e degree of disability

e coSt of treatment



FOR RARE DISEASES

» Develop

» Implement both
» Improve

> Promote citizens



ealth services

ological flow




K FOR RARE DISEASES

Nationall Registry ol RarENPDISEESES

General objectives
A) National end regional health planning

B) Surveillance of rare diseases



NATIONAL REGIS

C objectives

dence or/and

prevalence

To define standartized diagnostic and
therapeutic protocols

To improve collaboration among
health care operators



Italian Regions (brown) WhlchriaVveNeeniiies
Centres for diagnosis and treatmeniz GiEEICISEESES

erasici maividuat de Dedbers Of Gunta Regionais, wificiemente comunicati daille Qeponi &
ranisters goli Salvte o affstituto Suporone of Sawtd (LA 1§ magmio 2001 . £73)
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CR
adopted by Reg

)V the Decree (279/2001):
specific IN diaghostic or
Ivities and required health care

facilities
- more specific: /impact
factor, with local health services,

consulting to GPs,

- uniform of the territory



Who performe

/N most cases:

cal Organism (Technical-
SC|ent|f|c Commlttee)

- National Agencies for Regional Health
Care Services (ARS/ARES)



REGIONS PERFOR

- Every hospital declarec by
nnaire.

- by
processing activities data and analyzing the
admission rates to the hospital care services.



ONAL NETWORKS
E DISEASES

Structures are selected a

lagnostic services
*Health care services mainly
‘*Exclusively diagnostic services

‘*Every single RD or groups of RDs

“*All RDs or great categories



ACTIVITIES.
HOSPITALESE

according Article 2 (Dec

e Behave In accorde



BNAL REFERENCES

 Mantaining local epidemiologic:
epidemilogical flow to the Natic

e Sharing information with othe
with international organisms




[talian ¢

Law N. 3 (Official Journal-G

Ich Central Government and
tences:

— Central Government

— Essential Health Care levels (LEA) are established by Central
Government by laws and Regions are expected to comply with

them.




ealth services
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e Ministry of Health,
ore di Sanita
uly 11, 2002)

To co-ordinate the regio

To perform clinical protoc



The Network is not complete (three Regions are still
working)

Criteria used by Regions to identify Centres are not
homogeneous (e.g. documented experience In
diagnostic or therapeutic activities; number of patients,
required health care facilities)

Each Region has adopted a different model to organize
the regional network, therefore there are differences in
the management of RD patients.

The interregional referral centers have been not
Identified yet.

Epidemiological flow is not mandatory.



NATIONAL
REGISTRY
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PATIENTS
ASSOCIATIONS

http://www.cnmr.iss.it

NETWORK
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