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BackgroundBackground

• 18 September 2006: The Minister of Health, Livia Turco, 
officially request the institution of a national committee 
(Consulta) made up of rare diseases patients associations 
during the International Meeting "Rare Diseases and Orphan 
Drugs" (ISS)

• 18 November 2006: Assembly of the rare diseases patients 
association to identify the rules for electing the members of 
the national committee

• 20 January 2007: election of the Member of the rare 
diseases patients associations national committee (Consulta
nazionale della Malattie rare)
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Background Background cont.cont.

The Minister of Health, the Honorable Senator Livia Turco has 
established the national committee of patients associations 
(“Consulta) for rare diseases on the 05 of June 2007

The Consulta is made up of 34 representatives of the associations 
of patients (officially elected).

It collaborates with the National Centre Rare Diseases and other
competent authorities
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ConsultaConsulta ObjectivesObjectives

• advise on rare diseases issues

• strengthen collaboration and ameliorate the  rare diseases 
regional networks functioning and 

• contribute to the identification of rare diseases challenges and

priority needs
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Identification of needsIdentification of needs

Six working groups have been established and supported 
scientifically by the National Centre Rare Diseases to identify 
future activities to address the following priority areas:

1) provision of care
- integration of social and health care services
- strengthen of the regional network
- equality of the health and social services provided for all 
- access to orphan drugs

2) professional training

3) scientific research

4) development and distribution of information on rare diseases
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Priorities Priorities 

The Consulta identified the following priorities:

• Dedicated funding for the research on rare diseases and for the 
cure of patients

• Strengthen of the national network and better integration with 
the social and health service at local level

• Promotion of national awareness campaign on rare diseases

• Promotion of training programme for health care workers as 
well as social workers and new emerging figures (counseller)
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The results of the working groups were presented 
to the Ministry of Health during the International 
Conference on rare diseases and orphan drugs 
organised by the National Centre Rare Diseases 
from the 5th to the 8th  November 2007.

The report including the results of the work groups 
was provided to the Ministry of Health
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Other activitiesOther activities

• Development of the Consulta web site

• Development of informative leaflets on the Consulta and rare 
diseases

• Celebration of the rare diseases day (February 29th 2008)
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http://www.consultanazionalemalattierare.it/http://www.consultanazionalemalattierare.it/



www.iss.it/cnmr



www.iss.it/cnmr



www.iss.it/cnmr



www.iss.it/cnmr


	Consulta Nazionale �Malattie Rare�
	Background
	Background cont.
	Consulta Objectives
	Identification of needs
	Priorities 
	Other activities
	Consulta Nazionale �Malattie Rare�
	Background
	Background cont.
	Consulta Objectives
	Identification of needs
	Priorities 
	Other activities

