
From: Merja Vuori [merja.vuori@gmail.com] 
Subject: RARE DISEASES – EUROPEAN PUBLIC CONSULTATION 
 
 
(Sorry, but I am replying in Finnish) 
 
Replies to the questions and comments on the communication from the European 
Commission's Directorate-General for Health and Consumer Protection (Directorate 
C, Public Health and Risk Assessment) 
 
1.The definition is ok, but it should be revised on occasion as new research 
information mounts up.  
2.Coding and classification must be put in place. Keeping it topical and updated 
is important so that classifications are supervised and coding is updated right 
from the start. 
3.An inventory, absolutely! Good reasons [are given] in the contribution on the 
question.  
4.In my view reliable know-how and data from renowned research centers, not only 
in Europe but on the other continents as well, should be collected and made 
accessible to all and should have uniform approval in all countries. Foreign 
[research]findings are not always taken into account in Finland, nor is use made 
of them. It should be possible to provide patient care in the EU's best 
reference center.  
5.All modern tools [should be] used! 
6.Cross-border screenings should be made easier. Common rules, the competence of 
the screeners should be assessed and overseeing the quality control of screening 
findings [should be done] to a high level! 
7. 
8.Problems as regards access to medicines should be resolved uniformly: equal 
access! Treatment and the right medicine should be accessible in every State. 
9. That would be good. 
10. Care and recreational services for citizens, information and counselling 
services, financial aid, psychological support where necessary  
11. 
12 
13.I support the establishment of a common1 agency for the reasons given in your 
introduction to the question! 
 
I would kindly ask that my reply be considered in the context of the public 
consultation. I suffer from Nail Patella syndrome and I am the leader of our 
group in Finland. I hope, and I am saying this on behalf of my whole group (only 
20 persons), that Nail Patella syndrome may also get more public exposure and 
that such a diagnosis may also find its way into inventories and databases and 
that it will be encoded on an equal basis with other rare diseases. Foreign 
know-how also best for Finland! We do not hear about what is known of the 
disease elsewhere, which is a pity for the patients. Know-how center to be 
located in Finland?  
 
29.12.2007  
Merja Vuori 
Harjunreuna 33 B 
01230 Vantaa 

                                                 
1 Translator's note: mixing up 'common' and 'community' is not uncommon in Finnish - Community is probably what 
she means. The author also appears to be referring to the introduction to question 14 rather than 13. 
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