
Dear sir/madam  
 
Here are my comments; 
 
Question 1.     Yes. 
 
Question 2.      Yes. 
 
Question 3.      Yes, perhaps rare diseases should become notifiable to ensure that RDs are 
anonymously put on a register. Each National register should    
                        contain the number of patients with each of the RDs. 
                        National/Regional centres should present their expertise in particular RD and be 
accredited by an EU body to that effect. 
 
  
Question 4.     Any patient with a RD should, under certain circumstances, be encouraged to 
seek expert opinion on the matter at a National/Regional    
                       Centre, subsidised by Governments/EU. 
 
 
Question 5.    Yes. 
 
 
Question 6.     Targeted screening should be encouraged. Guidelines can be provided to the EU 
countries pertaining each RD. 
 
 
 
Question 7.   Yes. It is crucial that standards of care should become available for RDs so that 
the costs for the provision of care is subsidized by   
                      Governments. 
 
Question 8.   EU scale because Governments on occasion can take arbitrary decisions , not 
necessarily based on evidence based medicine. 
 
 
 
Question 9.   Yes. 
 
 
Question 10.  The National centre for RDs in each country should organize social and 
educational services based on the culture of each country. Contact  
                      between patient groups within the EU should be strongly encouraged. It educates 
patients on what is available in other countries and   
                      enables them to demand better service!!! 
 
 
 
Question11. No comment except that strict confidentially should be of paramount importance. 
Researchers networks on RD should be set up but perhaps   
                    initiated by EU, at least initially, to avoid closed shop arrangements between 
already connected research groups. 
 
 
Question 12. Favourably as long as ethical issues pertaining to patents etc are strictly adhered 
to. Doctors should not be allowed to have patents on the   
                     backs of sick people!!!!! 
 
 



Question 13.  National. EU guidelines should be provided however to ensure similar standards 
across the EU. 
 
 
Question 14.  Yes  !!!!!!! 
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