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ANSWERS TO QUESTION 1-14 
 

Question 1 
The definition should be divided into 3 (three) distinct categories. It is true that the 
needs of people with RD are very different among those with rate of prevalence 1:2000 
compared to 1:200.000. Also, the specific category of “Rare Genetic Diseases” should 
be taken account of. 
 
Questions 2 & 3 
Rare Diseases are not documented yet in Greece. Therefore, there is a pressing need to 
improve the documentation first. Improvement in coding and classification at a 
European level could facilitate our National Health System to recognize RD. The 
efficient dealing of our system with RD could improve only after a great mobilization 
of people and resources. 
 
Question 4 
Transfer of knowledge should be achieved with established, regular communication 
between the European Reference Networks, as well as with other non European 
countries, such as the USA and Japan. It is also very important to treat this particular 
knowledge in such a manner, that it is passed from a very specialized researcher to 
another, so that it does not depend on one and only one person. It has occurred in the 
past that with the passing away of a great scientist his knowledge was lost for ever. 
Mobilization of patients should be organized under particular Member State 
agreements. The expenses of this mobilization should be covered financially 100% by 
health insurance plans. 
 
Question 5 
Yes, under the condition that  all information exchange systems and databases are very 
well structured and properly administered by expert teams. Otherwise any e-health 
system would function totally negatively and dangerously for the patients and their 
families. 
 
Question 6 
Laboratories should be certified under a common European Union agreement to 
provide quality testing for RDs. Under these circumstances doctors should have a 
common way to prescribe the tests (a certain code and description for all EU countries) 
and equal prices and of course they should be well educated to inform people about 
RDs. 
 
Question 7 
Population screening should be broadened to cover younger ages. At the moment only 
women above 40 are thoroughly screened. Neonatal screening when doctors see that 
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“something is wrong”, should be done with no bureaucratic procedures at all. It has 
occurred that MRIs and genetic tests take months of waiting. 
 
Question 8 
Access to orphan drugs should be improved: less bureaucratic procedures (paper work 
etc.), more information to patients, same procedures and administration for all patients 
and all RDs. 
 
Question 9 
Yes. It is very important to have a stated policy on the issue, so that no public authority 
or any insurance company could avoid the financing of the medical material needed. 
 
Question 10 
1) More early Intervention Centers with day care for infants and toddlers, 2) Individual 
Education Plans for children with RD in all schools, 3) Permanent Homes for 
Independent Living (European and National Level) and Organized Vacation Camps for 
certain time periods designed for different age groups (European and National Level), 
4) Organized Psychological Support at Home financed by the Public Health System, 5) 
Specialized social services offered by non profit organizations of RD, in cooperation 
with specialized centers or professionals, in other words a more active role of 
associations for which special motivation and financial support is needed. 
 
Question 11 
The maintaining of such databases should be done at a European level with financing 
from a common European fund (all countries should contribute towards this fund) and 
from the pharmaceutical companies that benefit from such knowledge. Since the 
databases will include personal information, they should be protected accordingly. 
 
Question 12 
All partners should be in close cooperation with Hospitals and Centers of Expertise  
and be more actively engaged in activities such as dissemination of research results at a 
national level. 
 
Question 13 
Since Greece is relatively a small country, we could start with a national action plan 
first. 
 
Question 14 
Absolutely necessary. 
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