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Dear Sir  
 
Reply regarding "Rare diseases – Europe’s challenges" 
  
The Danish WilsonPatient association considers the document on "Rare diseases – Europe’s 
challenges" highly important; a milestone in efforts to improve conditions for people with rare 
diseases in Europe. We hope that the document will form the basis for a number of decisions which 
will give efforts relating to rare diseases a qualitative lift both in the individual Member States and 
in the common European efforts.  
  
We fully agree with the basis for the document that "the specificities of rare diseases - limited 
number of patients and scarcity of relevant knowledge and expertise - single them out as a unique 
domain of very high European added-value. There is probably no other area in public health 
where the collaboration between 27 different national approaches can be as efficient and effective 
as rare diseases”. 
  
We agree with the overall objectives to improve identification and knowledge of rare diseases and 
hereby make it possible to improve diagnosis and treatment of patients with rare diseases. This must 
especially be achieved by accelerating research and development in the field of rare diseases, 
including drugs for rare diseases. 
  
The Danish WilsonPatient association has the following comments on basic initiatives required for 
a qualitative lift in the efforts for rare diseases: 
  
1. The Danish WilsonPatient association considers it an important first step forward that national 

action plans are developed for rare diseases. These action plans must include specific 
objectives and time schedules with associated resources similar to, for example, the French 
national action plan. The European initiatives will only have significant impacts for people with 
rare diseases if such efforts are implemented in all 27 Member States. 

 



2. Holistic and cross-sectoral efforts are also important when creating better conditions for 
people with rare diseases. Both national action plans and the EU's efforts should, in addition to 
focusing on the health sector, also include social conditions, education and other relevant 
conditions to ensure unity and cohesion for the individual patient. 

 
3. Patient organisations for rare diseases are the largest consolidated knowledge resource in the 

field of rare diseases. Therefore it is both natural and necessary to involve these organisations as 
partners in the efforts in line with political, administrative, professional and business partners. 

 
4. As patient organisations are small and voluntary, national and European resource options 

should be established to ensure participation by these organisations.  
 
5. The Danish WilsonPatient association believes that, in the long term, implementation of the 

efforts for rare diseases requires an instrument which can ensure continuity and cohesion in such 
efforts. This is why we support initiation of a feasibility study on the establishment of a 
European agency. 

 
6. Moreover, we support the creation of the European consultative structure on rare diseases 

assisted by a secretariat with an independent budget for carrying out the tasks mentioned in the 
Public Consultation document.   

 
The Danish WilsonPatient association hopes that the Public Consultation and the final 
Communication will form the basis for initiatives in Member States and in the Community which 
will mean that patients suffering from rare diseases and their families are as quickly as possible 
granted the right to the same diagnosis and treatment as other patients. 
   
Finally the Danish WilsonPatient association agrees with the response from the EUROWilson 
Consortium regarding the issues specific for Wilsons disease. On question 13 and 14 the Danish 
WilsonPatient association have the above mentioned views. 
 
 
 
Yours faithfully, 
  
  
Torben Grønnebæk, chairman 
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