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Copenhagen, 12th February 2008 
Dear Sir,  
 
Reply regarding "Rare diseases – Europe’s challenges" 
  
The Danish Lung Association welcomes the document "Rare diseases - Europe's challenges" as a 
basis for a number of decisions which can give a qualitative lift to efforts relating to rare diseases, 
both in individual Member States and in common European efforts.  
 
All though public health falls under national policies according to the treaty, article 152, we find it 
positive that the commission brings rare diseases higher on the political agenda in regards of 
especially research and development and better information to patients, as we see great potentials 
for coordinating benefits in these specific areas. An enhanced coordination would certainly 
accelerate research and development in the field of rare diseases and thus improve identification and 
knowledge of rare diseases and in so doing make it possible to improve diagnosis and treatment of 
patients with rare diseases. 
 
In reading the document the Danish Lung Association particularly paid attention to the following 
areas for initiative, which we find extremely important: 
  

1. National action plans must be developed for rare diseases in the Member States. The action 
plans must contain specific objectives and time schedules, and necessary resources for 
elucidation, diagnosis, treatment and research must be earmarked. 

 
2. Patient associations in the field of rare diseases must be recognised as important resources 

of knowledge and must be made partners in the development of the field. Both national and 
European resources must be earmarked for the patient associations to ensure their active 
participation. 

 
3. Necessary European "infrastructure" must be established for the field of rare diseases. The 

purpose must be to reinforce and accelerate research and development of knowledge on rare 
diseases with regard to improving diagnosis and treatment of patients. Both a European 
agency for rare diseases as well as a consultative structure may be important in this 
connection. 

  
Yours faithfully, 

   
Johannes Flensted-Jensen   Charlotte Fuglsang 
president    CEO  



This paper represents the views of its author on the subject. These views have not been adopted or in any way approved by the Commission 
and should not be relied upon as a statement of the Commission's or Health & Consumer Protection DG's views. The European Commission 
does not guarantee the accuracy of the data included in this paper, nor does it accept responsibility for any use made thereof. 




