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Question 1: Is the current EU definition of a rare disease satisfactory? 

Answer: For rare diseases like Tarlov cysts, the EU definition of a rare disease is not 
satisfactory. The following classification exists: 

G96.1 Meningitis n.e.c. 

Tarlov cysts do not feature in the classification. 

Question 2: Do you agree that there is a pressing need to improve coding and classification 
in this area?  

Answer: Yes, there is a need to improve coding for Tarlov cysts. 

Question 3: Can a European inventory of rare diseases help your national/regional system to 
better deal with RD?  

Answer: Yes, because Poland is a member of the EU and the national system should be 
compatible with the European system. 

Question 4: Should the European Reference Networks privilege the transfer of 
knowledge? The mobility of patients?  Both? How? 

Answer: Yes, the European Reference Networks should organise the transfer of knowledge. 
It is especially important to set up organisational networks between centres of reference and 
clinical centres in individual countries, so that information reaches the right clinical centres. 
Patients suffering from rare diseases often have limited mobility. 

Question 5: Should on-line and electronic tools be implemented in this area?  

Answer: First an information structure (network) should be set up so that 
exchanges of experience are directed to the right places.  

Question 6: What can be done to further improve access to quality testing for RD?  

Answer: A list of procedures should be drawn up to ensure that patients suffering from rare 
diseases have access to specialist testing. Since such testing is often expensive, e.g. magnetic 
resonance imaging, a list of procedures for necessary tests could improve access to testing. 

Question 7: Do you see a major need in having an EU level assessment of potential 
population screening for RD?  



Answer: Statistics on the incidence of RD could be drawn up by organising centres to 
process notifications of cases of rare disease. 

Question 8: Do you envisage the solution to the orphan drugs accessibility problem on a 
national scale or on an EU scale?  



Answer: We need to examine the problem of how to finance these drugs, i.e. whether this 
should take place at EU level or at national level. 

Question 9: Should the EU have an orphan regulation on medical devices and 
diagnostics?  

Answer: Question 9 is linked to Question 6. Uniform procedures should be established 
for all Member States. These procedures should then be ratified by the Member States. 

Question 10: What kind of specialised social and educational services for RD patients 
and their families should be recommended at EU level and at national level?  

Answer: This is a very important question. Above all, we should recommend organising 
networks of national consultants and the regional specialists who work with them. For 
example, in Poland there is a national consultant for neurosurgery, but patients suffering 
from Tarlov cysts do not have a designated consultant for this rare disease. Nor are there 
procedures or a list of specialists for these patients. Patients frequently exchange 
unverified information. 

IT portals accessible via the internet could be set up at EU and national level. Most 
patients or their families have internet access, so webpages could be created. Webpages 
with information on rare diseases and procedures should be drawn up by specialists. The 
current internet groups and forums are no more than a substitute source of information. 

There are only two sources available on Tarlov cysts in Polish: 

1. the webpage 
http://torbieletarlova.populus.
ch/ 

2. and the patients' forum 
http://forum.gazeta.pl/forum/71,1.html?f=3550
4 
 



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. 




