
-----Original Message----- 
From: Ad van Bellen Bennebroek [mailto:avbellen@xs4all.nl]  
Sent: Friday, October 15, 2004 11:48 PM 
To: SANCO REFLECTION HEALTH STRATEGY 
Cc: Minister van VWS; Cees Smit; Peter Lansberg 
Subject: Enabling good health for all / partnerships for health in Europe 

  
Re: your invitation to participate in the process of shaping the future EU health strategy 
A04.10.01 
 
Dear Mr. Byrne 
 
On behalf of the board of HEART EU, we welcome your thoughts for shaping the future EU health 
strategy, as represented in your NON PAPER ‘Partnerships for Health in Europe’ and ‘Enabling Good 
Health for all, A reflection process for a new EU Health Strategy (15 July 2004)’. 
 
As European patient organization and one of the stakeholders much committed to empower families 
with inherited high cholesterol in achieving health goals, we appreciate and gladly accept your 
invitation to participate in the process of shaping the future EU health strategy.   
 
HEART EU is focusing its attention to timely master the strongly increased (however much avoidable) 
risk of premature cardiovascular morbidity and mortality due to inherited high cholesterol, a highly 
important and relatively easy attainable health target. Particularly in case of heterozygous Familial 
Hypercholesterolemia (FH) health gains of living decades longer -in the prime years of life- can be 
achieved by early diagnosis and if necessary effective preventive treatment. 
 
Inherited high cholesterol predisposes for a strongly increased and chronic process of atherosclerosis 
plus calcification of arteries, from conception onwards. People with FH have a severely increased risk 
for premature cardiovascular infarction. Their risk of premature death between the ages of 20 to 40 
years is a hundredfold increased as compared to contemporaries without FH. Early warning signs of 
the FH-risk development are predominantly absent. That’s why the overwhelming majority of people 
with FH are completely unaware of their severely elevated risk for (unnecessary) premature morbidity 
and mortality. As a consequence people with FH are not empowered to stand and ask for much 
needed timely preventive and effective measures such as necessary medication and adopting a 
healthy lifestyle.   
 
FH is the most frequent mono-genetic disorder. Because of the lack of early warning signs and the 
available option of effective treatment, also preventively, the WHO made a call to all national 
governments (1998) to install screening programs for FH.  
 
We also noted that prevention and control of diseases was on top of the priority list at the Heart Health 
European Consensus meeting in Cork (Ireland) from February 24/26 last and that cardiovascular 
diseases were listed as the next most important priority. 
 
Heterozygous FH is an autosomal dominant disorder, which means that on average half of all offspring 
of a parent with FH will inherit this silent disease. Chronic damage resulting from FH (acceleration of 
thickening of arterial vessel walls, premature plaque development and loss of vessel wall function) can 
already clinically be established in the fist decade of life, in less than 5% based on external symptoms 
in children. Early mild preventive treatment of children with FH with statins proved to be both effective 
(normalized excessive vessel wall thickening, plaque development and vessel wall function) and safe 
(no influence on growth, puberty development and hormones) randomized clinical trials.    
 
Europe counts about one million men, women and children with FH, of which at present less than 25% 
is included in a preventive treatment regime. There are large disparities of FH-treatment in the 
European Community. Approximately 85% of males and 50% of females with FH will suffer a coronary 
event before 65 years old, if appropriate preventive efforts are not implemented. The average age of 
first infarction in men is 45 years. About 30% will not survive this event. Below the age of 45 years, 
cardiovascular infarction due to non-treated FH is very much associated with smoking.  
 



Much to our regret, early containment of treatable genetic disorders is not presented as one of the 
attractive options in your suggestions for the new EU Health Strategy. While in our opinion huge health 
benefits for many Europeans with FH are as plentiful as blackberries. Particularly the young 
generation can have optimal benefits from early diagnosis and prevention. As this age segment will 
relatively loose ground against an increasing share of the elderly, which also will live much longer in 
this century, it is of utmost importance to prevent diseases which can be prevented among the young. 
Not by offering treatment of symptoms in a late stage of clinical development, but by effective and 
targeted intervention in the early stages of disease. From an ethical perspective preventive treatment 
of FH is a well justified practice: if you can treat, you have to treat. 
 
By means of cascade-screening of FH only one diagnosis will result into eight more similar cases of 
FH within the family of the index case. This high reward is a solid outcome of ten years of 
experimental cascade-screening of FH in the Netherlands -based on DNA testing- which started in 
1994. Elaborating on the positive results in the experimental phase and in close co-operation with all 
stakeholders, the Dutch government implemented a national screening program for FH in 2003. The 
Netherlands thus became the first country to respond to the WHO call for introducing FH-screening 
programs on a national scale. England and Spain are following the footsteps of the Netherlands and 
have far advanced in experimenting with FH-cascade screening programs, which potentially (and 
hopefully) might soon develop into national approaches. In 2003 Spain developed and introduced a 
‘lipochip’ for fast and easy detection of Spanish FH-mutations (worldwide in total more than 1.000 FH-
mutations already listed).  
 
Cascade-screening of FH appears to be very cost effective. The average health gains for people 
detected via family-screening is 3,3 years (longer life). The average of lifetime increased costs, 
counted over all age groups and both sexes, including costs of screening, testing, lifelong medication 
and treatment of cardiovascular events was estimated in the year 2000 at $7.500 per new identified 
case. The costs per life year saved turned out to be $ 8.700.  
 
Another important fact is that people with FH rank in the highest levels of adherence to therapy.  
 
On the grounds of the above mentioned benefits we kindly ask you to include cascade-screening of 
FH as one of the top priorities in prevention of cardiovascular diseases. At the same time we offer you 
our expertise and assistance to develop and implement FH-screening programs on a pan-European 
scale. With all pleasure we will provide you with a host of our documentation materials.  
 
Looking forward to hear from you and with kind regards, 
 
 
sincerely, 
 
 
Adrian van Bellen 
Chair 
 
Encl. 
Factsheet HEART EU 
 
Cc 
Ministry of Health, Welfare and Sports – drs J.F. Hoogervorst (secretary) 
Dutch Genetic Alliance VSOP – Cees Smit (chair) 
StOEH – A.J. Dijkhuizen (chair) 
  
HEART EU 
Boslaan 39 
2132 RJ HOOFDDORP 
The Netherlands 
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                                                Factsheet HEART EU 
                                The European cholesterol patient foundation 
 
Vision 
HEART EU looks forward to a society with the minimum of premature cardiac and/or 
cerebrovascular events in families with a high inherited cholesterol risk and a proportional 
reduction in related morbidity and mortality. 
 
Ambition 
HEART EU aims to achieve timely preventive life saving treatment of more than 3 million 
Europeans with inherited cholesterol disorders. HEART EU wants to break the vicious circle of 
mostly unnecessary premature infarctions resulting from these serious genetic disorders, which 
are nonetheless well and easily treated. The foundation wants to initiate early information for 
people with such conditions and to advise them that the consequences are severe but avoidable. 
The subsequent health gains will result in up to decades of longer and completely healthy years 
of life – and will potentially return good health to people in the prime of their lives. HEART EU will 
represent the interests of all people involved and wants to assist them to adopt a healthy lifestyle 
and realize attainable health targets. 
The foundation wants to intercede for more emphasis on access to preventive treatment and 
quality of evidence based and up to target medical intervention, an individualized approach and 
warrant of unbiased decision making in the core process between doctor and patient.   
 
Formulation of problem 
Sudden heart or brain infarction before the age of 70 years is abnormal, except in case of 
inherited causes like a disturbed lipid metabolism. However, timely measures can prevent 
premature infarctions and deaths. The main reason for a lack of preventive timely measures by 
GP’s is the absence of clear and recognizable symptoms (from conception onwards) from the 
subsequent steady and continued pre-clinical development of risk. On average half of all offspring 
of a parent with Familial Hypercholesterolemia will inherit this disorder. By the time of sudden risk 
expression (infarction), preventive measures have a limited value or are too late. At the moment 
of first infarction, sometimes as early as in the first half of the third decade, about one in three 
people will not survive the event. The annual toll in number of these premature deaths is higher 
than annual road accident deaths. Furthermore surviving infarction has a negative impact on 
career perspective.  
Of the over 3 million men, women and children with FH or FCH in the European Community 
approximately less than one in six to seven is receiving (some form of) preventive treatment. The 
remaining majority however are completely unaware that they are likely to lose unnecessarily a 
substantial part of their lives, and without preventive treatment about one in two will not survive to 
the age of pension. 
 
Special area of attention 
HEART EU is especially focusing attention on risk reduction and promoting a healthy lifestyle 
among youngsters. In this respect HEART EU is dividing its attention between consumers and 
the medical profession. Scientific research is ranked high on the priority and activity list. The 
foundation wants to stimulate people with inherited high cholesterol to adopt the role of 
prevention-ambassador within their own family.  
 
‘Guiding principles’ 
The Foundation’s information is, as much as possible, based on state-of-the-art scientific data 
derived from ‘evidence based’ clinical research and the aggregated expertise of its partners: 
. HEART UK in Maidenhead/UK (www.heart.org.uk) 
. Fundación Hipercolesterolemia Familiar in Madrid/Spain (www.colesterolfamiliar.com) 
. Bloedlink Foundation, patient network of inherited cardiovascular diseases in  
  Hoofddorp/the Netherlands ( www.bloedlink.nl) 



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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