
PUBLIC CONSULTATION 
RARE DISEASES: A CHALLENGE FOR EUROPE 

 
 

RESPONSES  
of AMPASTTA (Madrid Association of Patients with Tourette's Syndrome  

and Associated Disorders) 
 

 
QUESTION 1.-  We think that that, in defining a “rare disease” some aspect beyond the 
simple prevalence of the pathology would have to taken into account. This is, for example, 
the case of Tourette's syndrome and others that are highly prevalent but are considered rare 
because they are unfamiliar to society at large and even, to a large extent, among primary-
level and even specialist-level healthcare professionals. 
 
QUESTION 2.- Of course we agree on the need to improve coding and classification. In the 
case of Tourette's syndrome there is no specific coding, only reference to codes for 
different kinds of tics, but TS is not even mentioned as a pathology in itself. 
 
QUESTION 3- We believe that the existence of an inventory would be very important in 
facilitating location, definition, resources, etc. 
 
QUESTION 4- Both are important, but I believe that the latter is more necessary and 
useful. 
 
QUESTION 5- It is of prime importance for information, and would be valuable for any 
kind of need. 
 
QUESTION 6- Carrying on with the approach taken in Spain, pioneered in other countries 
in Europe, of actively involving the public authorities and asking that their interest not be 
based solely on purely economic calculations geared to the number of persons affected. 
 
QUESTION 7- I do not understand how there would be screening. 
 
QUESTION 8- We believe it should be at national level, and we have recently had very 
positive experience in this regard with a specific medicinal product. 
 
QUESTION 10- In the case of rare diseases social services fall very far behind those 
received in other kinds of known, widespread chronic diseases. Specialised educational 
services would have to aim for real integration whenever possible, facilitating support and 
curricular adaptation with greater flexibility than is to be found at present. 
 
QUESTION 12 – Being able to have accessibility to convey to the EU the need for a union 
of Associations and Federations on Tourette's Syndrome from every EU country for the 
purposes of sharing problems and solutions which exist but may not be known to others. 
Likewise, it is obvious that strength in numbers would be much more effective. 
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