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Written declaration, under Rule 136 of Parliament’s Rules of Procedure, on improving 
treatment for rare diseases1

1. It is estimated that over 30 million EU citizens suffer from rare diseases. These diseases 
often also have a significant impact on the patients’ families.

2. A rare disease is defined as one that affects fewer than 5 in 10 000 people, whereas an 
ultra-rare disease is defined as one that affects fewer than 1 in 50 000 people.

3. There are between 6 000 and 8 000 rare diseases. 80 % of rare diseases are of genetic 
origin, and are often chronic and life-threatening.

4. Regulation (EC) No 141/2000 on orphan medical products and the Council’s 
recommendation to Member States in 2009 to adopt national strategies for rare diseases by 
the end of 2013 have both underlined the need to take steps to improve treatment.

5. However, patients affected by rare diseases still encounter challenges in getting correct 
and timely access to available therapies within national healthcare systems.

6. The Commission is hence called upon to work together with Member States to raise 
awareness and to take further steps in classifying and listing rare diseases, enhancing 
research, creating expert networks at EU and international level, strengthening the role of 
patient organisations, and in improving medical treatments and access to them.

7. This declaration, together with the names of the signatories, is forwarded to the Council 
and the Commission.

1 Under Rule 136(4) and (5) of Parliament’s Rules of Procedure, where a declaration is signed by a majority of 
Parliament’s component Members, it is published in the minutes with the names of its signatories and forwarded 
to the addressees, without however binding Parliament.


