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Dear Mr. Byrne, 
 
The Dutch Genetic Alliance (VSOP) whole-heartedly welcomes your reflection paper ‘Enabling good 
health for all’, as presented on July 15, 2004. This paper enables patient and parent groups like the 
VSOP to take part in the discussion on the future of EU health policies.  
 
Although not mentioned as target groups in the policy paper itself, people with genetic and rare 
diseases are not only interested in this topic because of their vulnerable position in the health care 
process and the actual discussion on their treatment options and possibilities, but as EU-citizens 
they also can deliver an enormous amount of know-how that can give input to the well-being of 
other (potential) patient groups in the EU as well as healthy EU-citizens.  
Furthermore there is enough evidence that high-level treatment of genetic and rare diseases result 
not only in an improvement of the medical situation of patients, but as a surplus outcome of these 
medical improvements, there is also evidence that patients can contribute much better to daily social 
and working life.  

 
Our comments on your paper in more detail:  
 
In the follow-up discussion on this paper, it should not be forgotten to include people with genetic 
and rare diseases structurally in the discussions and to enable their representing organizations 
(European Genetic Alliance Network (EGAN), Eurordis) to contribute – also structurally - to the 
policy discussions at the EU-level. They have a specific interest in genetics, genomics and medical 
biotechnology and the diagnosis, treatment, health maintenance and prevention of genetic and rare 
diseases. 
 

 
 
 



 

By stressing the importance to shift from treating ill-health only to pro-actively promoting good 
health, the interests of those EU-citizens who already have to deal with ill-health could easily be 
overlooked. A not well-enough empowered patient, could easily feel guilty by the burden he/she is 
for society by being costly and/or inproductive.  
The VSOP feels there is no reason for these feelings of guilt if society as a whole wants to look 
seriously at the data that are available yet about the positive effects about earlier investments in 
health care, especially for people with genetic and rare diseases. 

 
An example: one of the VSOP member organisations the Netherlands Hemophilia Society (NVHP) followed 
the medical and social circumstances from all people with hemophilia over a period of 30 years. In this period, 
which started in 1972 (when a treatment for hemophilia became available) the average age of hemophiliacs 
increased from 22 to 32 years. But even more important the average age of inactive hemophiliacs rose from 32 
to 49 years in this same period. The implication of this is that although hemophilia treatment is expensive, the 
same treatment enables people with hemophilia to contribute to society by working and have  social lives like 
healthy EU-citizens with a diminished demand on social welfare (through less unemployment and disablement 
payments) and to pay taxes as well. And there are more examples like this (reference: Blood, dec. issue 2004). 
 
The VSOP believes that it is important to go on with strategies to invest in medical research (also 
vaccines), early diagnosis/screening technologies and also (preventive) treatment of genetic diseases. 
And to enable Europeans with a genetic disorder as well to participate in the daily EU working 
force, even if their limitations limit them to work full-time. 
 
Other contributions from patient organisations can be offered by: 
* their experience and expertise in the area of compliance and the causes of underuse, overuse and 
misuse of medicines; 
* their experience with genetic screening programmes, and more recently, for instance also cascade 
screening programmes for FH; 
* their twinning programmes between patient organisations in the developed world and developing 
countries (including the new EU-countries) and 
* an often overlooked contribution to health care is the input delivered by ‘informal’ caregivers. 

 
One of the conclusions, from the recently held European Health Forum in Gastein, Austria was that 
solidarity, private insurance and health care for ethnic minorities are under pressure for the moment 
in some of the EU-countries. The VSOP feels that we have to be very careful at this moment not to 
‘demotivate’ people working in the health care area in this way, so that in the long run they will 
leave the health care sector (where we will desperately need people in the future because of the 
ageing of our EU-population). We already lost 400.000 EU-citizens in the field of research to the USA 



  

– as was mentioned at the last European Health Forum - because of a lack of an innovative drive 
within most EU-countries.  
– as was mentioned at the last European Health Forum - because of a lack of an innovative drive 
within most EU-countries.  

  
And finally, as part of the ‘Global Health for All’ one should continuously realize that people with a 
genetic disorder have a lot to offer to society and that they should - now and in the future – play a 
larger advocacy role to convince society that it is worthwhile to invest in health care, for good health 
and ill-health. 
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With sincere greetings and always willing to contribute further, With sincere greetings and always willing to contribute further, 
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* The VSOP, the Dutch Genetic Alliance is an umbrella organisation of 60 patient and parent organisations – 
representing more than 100.000 families in The Netherlands – with genetic and rare diseases.  
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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. 
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