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Countries with official centres of reference for rare diseases in Europe 

Bulgaria 

 

Bulgaria has a comparatively fast-developing rare 
diseases policy, with both national and regional 
importance. The new Bulgarian National Health 
Strategy (2007-2012) is currently under 
development. In the draft version of the document 
from April 2006, the establishment of a Reference 
Centre for rare and genetic diseases is foreseen. 
Apart from this, an expert group at the Bulgarian 
Ministry of Health was set up in July 2006 with the 
task of creating a National Programme for Rare 
Diseases. 

 

Denmark 
 

Within the national health system, Denmark has a 
system of designation of referral centres/highly 
specialised centres for a number of different 
conditions and diseases, or procedures, in the form of 
a catalogue produced by the National Board of 
Health in collaboration with the local health 
authorities and medical experts. The general criteria 
for establishing such referral centres are rareness, 
complexity, multidisciplinarity and costly diagnosis 
and treatment.  

 

 
France 
 

France launched its National Plan for Rare Diseases 
2005-08 in November 2004. The Plan includes 
specific provision for care management of rare 
diseases. Criteria for national centres of reference are 
focused on the provision of expertise, rather than 
direct care as such. The calls for proposals for 
designation of centres of reference are intended only 
for university/teaching hospitals. Through the first 
three annual calls, 103 such centres were designated. 
Each centre is designated for five years, with a mid-
term evaluation after three years and at the end of 
five years.  
 

See List of Centres of 
Reference for rare diseases in 
France 
 

Italy 
 

In 1998, the Italian Government approved the 
National Health Plan in which rare diseases were 
indicated as a priority for public health. In 2001 the 
Italian Government approved  legislation 
establishing the Italian National Network for Rare 
Diseases to tackling the problem of prevention, 
surveillance, diagnosis and treatment of rare 
diseases. It listed about 500 rare diseases for which 

See Rete Nazionale Malattie 
Rare 

 

http://www.sante.gouv.fr/htm/dossiers/maladies_rares/maladies_0.htm
http://www.iss.it/cnmr/rnmr/index.php?anno=2006&lang=1&tipo=4


patients are diagnosed and treated completely free of 
charge. The same legislation established the National 
Registry of Rare Diseases at the Istituto Superiore di 
Sanità (ISS), which receives the epidemiological data 
from regional centres. Since 2001, more than 250 
regional centres of reference have been established 
by official regional decisions following the 
governmental regulation on rare diseases. These 
centres do not receive an extra budget for their 
activity. In each region, a Coordination Centre has 
been (or should have been) created to coordinate the 
initiatives of regional centres, also through 
guidelines.  

Spain The Ministry of health is developing a strategy for 
the designation of reference centres on rare diseases. 
This is being developed as a new Decree defining the 
designation procedure, calendar, commitments and 
dissemination of information. This Decree is 
expected to be published at the end of this year and 
the process of setting up these centres will take a 
further 6 to 12 months. A committee will be 
established to  monitor the whole process. 

See Redes temáticas – 
Instituto de Investigación de 
Enfermedades Raras 
 

Sweden 
 

Sweden defines rare diseases as those disorders 
resulting in extensive disability and affecting less 
than 1 in 10 000 individuals. Sweden’s care system 
for rare diseases is concentrated in specialised 
centres within an overall decentralised system, run at 
county level (there are 20 counties in Sweden). The 
National Board of Health and Welfare, based on an 
agreement with the Federation of County Councils in 
1990, has issued a catalogue of providers of 
specialist care, which is intended to provide a 
reference point for local administrators.  

See Rare diseases in Sweden 

Countries with official centres of reference outside a national policy for rare diseases 
 

Belgium 
 

In Belgium, several centres of reference are in place. 
However, the concept of reference refers to 
categories of diseases requiring specific 
multidisciplinary care with common characteristics 
rather than to the rarity of diseases. These centres 
function under a specific convention with the 
National Institute for Sickness and Disability.  

 

Czech 
Republic 

There are two official centres of reference for rare 
diseases. 

 

Finland 
 

Finland has established a list of procedures that 
should be carried out in centres of reference (like 
neonatal heart surgery or bone marrow transplants) 
rather than a list of rare diseases. Five university 
hospitals act as reference centres and are recognised 
as such by the Finnish medical community. 

See Väestöliitto - Network of 
Reference Centres for Rare 
Diseases 

 

Greece 

 

Greece has one official national centre of reference.  

Ireland The Irish Department of Health and Children does 
not keep a specific list of "National Reference 

 

http://iier.isciii.es/er/html/er_maprt.htm
http://www.sos.se/smkh/indexe.htm
http://www.vaestoliitto.fi/in_english/genetics/rare_diseases/


 Centres", nor does it set standards for specific units 
to be considered "national". However, the 
department does recognise that particular centres 
have particular expertise, and would give specific 
funds to support those specialist services.  

United 
Kingdom 
 

Within the national health system, a separate system 
has been providing funding to 71 specialised centres 
of reference for diagnosis of or procedures relating to 
particular conditions, since 1990. The definition of 
rare disease is much more stringent than for EU 
definition: 2 per 100 000 or lower, which covers 18 
diseases or groups of conditions, diagnoses or 
procedures (mostly genetic diseases of children). The 
centres are continually under reviewed and there has 
been a strong emphasis on defining patient outcome 
measures and publishing these data. Separate 
arrangements exist within the UK for Scotland, 
Wales and Northern Ireland. 

See List of centres of 
reference in UK by type of 
centre 
 

Countries with no official centre of reference for rare diseases 
 

Austria 
 

There is no official centre of reference in Austria yet. 
Recently a few databases have been established to 
collect data on patients with some rare conditions. 

 

Cyprus Cyprus has no officially designated centre of 
reference but has two established by reputation. 

 

Estonia 

 

There is no outpatient clinic purely specialised in 
rare diseases. There are two clinical genetics centres. 

 

Germany 

 

The German federal structure of the health care 
system is not easily compatible with the 
implementation of national centres of reference, 
since provision of sufficient structural resources for 
health care is solely a matter of the “Bundesländer” 
(states). At the level of the “Bundesländer”, centres 
of reference have not yet been established. 
Legislation has only recently provided the basis for 
contracting of “Hochspezialisierte Versorgung” 
(highly-specialised care) for a limited number of 
specified diseases, including some rare diseases.  

See Rare Diseases, the 
Networks – Federal Ministry 
of Education and Research 

Hungary 

 

There are no officially approved centres of reference 
for rare diseases in Hungary but discussions are 
ongoing at the highest level.  

 

Lithuania 

 

There are no official centres of reference in 
Lithuania, but one is acting as such and provides 
genetic services for the population of Lithuania. 

 

Netherlands 

 

The Netherlands has no established policy for centres 
of reference. The eight university hospitals have 
ample expertise in diagnosis and treatment of many 
rare diseases, but their specific expertise is not yet 
recognised. A new initiative will be launched in 
September 2006 to establish the Dutch umbrella 
organisation for university hospitals (NFU). This 
organisation will make an inventory of the expertise 
on rare diseases in the eight university hospitals 

 

http://www.advisorybodies.doh.gov.uk/NSCAG/services.htm
http://www.gesundheitsforschung-bmbf.de/en/131.php


using a list of more than 1 000 rare diseases.  
Poland 

 

In Poland, health care of patients with rare disease is 
not organised in a specific pattern. Significant 
progress has been made as a result of the European 
Project of Centres of Excellence “PERFECT” QLG1-
CT-2002-90358. The grant programme included 
problems of rare paediatric diseases in the field of 
genetics, metabolism, gastroenterology, cardiology, 
immunology and oncology.  

 

Serbia 

 

There are no centres of reference for rare diseases in 
Serbia,  only 10 expert groups formed by the 
Ministry of Health. These are concerned with 
organising services and creating policy and 
guidelines.  

 

Switzerland 

 

Switzerland has not yet established its policy 
regarding centres of reference, although work is in 
progress in some areas. 

 

Turkey 

 

Turkey is planning to establish a national network for 
the prevention, surveillance, diagnosis and treatment 
of rare diseases.  

 

Source: Rare Diseases Task Force Working Group - Contribution to policy shaping: For a European 
collaboration on health services and medical rare in the field of rare diseases’ 
 


