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Press Release

25% of rare disease patients in Europe wait up to 30 years for diagnosis 

Europe needs to develop networks of information, support services and centres of reference
Luxembourg, 21 June 2005 - The European Organisation for Rare Diseases (EURORDIS) today presented the findings of the largest survey ever conducted, comparing access to care between European countries and between different rare diseases. Drawing on responses from 6000 rare disease patients in 17 European countries, the survey
 exposes the sobering reality and desperate situation of rare disease patients in Europe today: 25% of all rare disease patients wait between 5 and 30 years before ever receiving a confirmatory diagnosis. And in 40% of all cases, rare disease patients suffer a misdiagnosis, based on which they regularly receive unnecessary and unjustified medical treatment, including surgery. In order to obtain the right diagnosis, 25% of patients have to travel to another region or even a different country.
Introducing the results, Yann Le Cam, CEO of EURORDIS, said: “Fighting the impact of rare diseases is possible with our current medical knowledge. But we cannot accept the major differences between countries. The lack of public policies to access information, diagnosis and care in most Member States is dramatically impacting people living with rare diseases. Although it is not uncommon to suffer from a rare disease we are far from providing our patients with equal access to care and essential orphan drugs”.
The presentation of EURORDIS survey results formed part of the proceedings of the European Conference on Rare Diseases
, which is currently being held in Luxembourg. Hosted by the Luxembourg EU Presidency, the conference is the only high-level event for more than 300 participants from 16 EU member states - patients, researchers, health professionals, industry representatives and health policy experts - to debate the current status and possible solutions in meeting the challenge of rare diseases in Europe. 
“We are faced with a situation where we experience fundamental deficits in the provision of appropriate care for rare disease patients”, Terkel Andersen, President of EURORDIS, said in his opening address. “We estimate that between 6% and 8% of the EU population - one person in 16 - suffer from a rare disease, usually characterised by a severe, life-threatening and chronically debilitating condition. Yet, it is extremely difficult to even receive a confirmatory diagnosis, as our survey has shown. Treatments for rare diseases often do not exist or are not accessible. The lack of knowledge and information about rare diseases and the lack of appropriate medical training and experience of physicians have led to an untenable situation. For example, despite the fact that 80% of rare diseases are the result of a genetic disorder, 50% of all patients today are given no genetic counselling.” 
Solutions to the problems connected with rare diseases are therefore at the centre of discussions at the conference. Christel Nourissier, EURORDIS General Secretary, emphasises the need for a comprehensive European health care strategy that includes the establishment of European centres of reference, the development of databases for the exchange of information, the set-up of DNA and tissue banks, the creation of networks of professionals, public awareness-raising and funding for fundamental research. Because of the relatively small number of people affected by each disease at national level, expertise has to be created at European level. The already limited medical and scientific knowledge on rare diseases is often scattered throughout the EU. It is crucial to build on existing co-operation and initiatives such as Orphanet but also to invest in creating research synergies, for example via the 7th FPR.
continued
Speaking today at a joint press conference with Mars di Bartolomeo, Luxembourg Minister of Health, and Fernand Sauer, Director for Public Health at DG Sanco of the European Commission, Terkel Andersen summarised the position of EURORDIS: “We must abolish our borders in the fight against rare diseases and make the best of Europe, by integrating patients’ networks, research, diagnosis and treatment. We need better access to orphan drugs and care, we must allow for mobility of patients and we must protect patients and their families from pauperisation because of the costs of care. Rare diseases could make the EU a model for effective healthcare provision, if member states started to co-operate.”  
About EURORDIS

The European Organisation for Rare Diseases (EURORDIS) represents more than 225 rare disease associations in 23 different countries. It is the only organisation that represents the diversity of all rare diseases and thus speaks on behalf of millions of patients throughout the European Union affected by more than 1000 rare diseases. 

EURORDIS is a non-governmental patient-driven organisation, dedicated to improving the quality of life of all people living with rare diseases in Europe. It is supported by its members and by the French Muscular Dystrophy Association (AFM), the European Commission and private donors. Further details concerning EURORDIS and rare diseases are available on: http://www.eurordis.org/
Note to editors:

The conference programme, proceedings and abstracts of speakers’ contributions at the European Conference on Rare Diseases in Luxembourg, 21-22 June 2005, will be available on: http://www.rare-luxembourg2005.org.

For all other media enquiries and/or requests for interviews with rare disease specialists, please contact:

Stefan Chrobok

Policy Action Ltd.

Tel.: +32 485 063393

E-mail: stefanchrobok@policyaction.com
� The EurordisCare® (2) survey compares access to diagnosis between eight rare diseases (Crohn’s syndrome, Cystic fibrosis, Duchenne muscular dystrophy, Ehlers Danlos, Fragile X, Marfan syndrome, Prader Willi syndrome, and tuberous sclerosis) in 17 European countries
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