
Facilitating improved healthcare provision across

the enlarged community is seen as a main priority

for the European Commission. However, many

areas are deeply rooted in national politics.

For example, cancer and cardiovascular care have

usually long been considered one of the main

responsibilities for the national health services.

Thus, although there are encouraging signs that

expertise in more traditional areas is being more

widely shared, real progress is being made in

the relatively new disciplines, such as allergology

and genetics. This applies particularly to genetic

testing for a variety of reasons. Firstly the scope of

genetic testing has to transcend national

boundaries. Rare mutations by their nature occur

infrequently and in highly diverse locations,

which means it is simply impractical and indeed

impossible for every genetic testing laboratory to

have the expertise to analyse and interpret all

results. For this reason, sample referral across

borders has long been common practice. This

close working and knowledge sharing is reflected

in the spirit of cooperation apparent in the

European Society of Human Genetics.
Another key issue is the specialized

counselling needed both before and after testing.
Again to develop the necessary expertise and
training platforms is an immense task, difficult to
achieve where there is intense competition for

resources. Furthermore, even though genetic
disorder patient support groups are among the
most active and dedicated, their ability to
contribute is limited due to the highly competitive
patients’ advocacy groups. For these reasons there
was a growing consensus amongst stakeholders
that a pan-European initiative was needed. What
was missing was a vehicle and a final impetus.
The vehicle has turned out to be a Network of
Excellence (NoE), which enables stakeholders to
work together and provide both practical help and
recommendations, which can be adapted easily by
national bodies. There were then two main stimuli.
The first was concern in Italy about the levels of
counselling being given to patients, and the second
was the eagerness of new member states to take
a common approach to improving their genetic
testing services.

The actual project was initiated as
a consequence of a study performed at the
initiative of the Institute for Prospective
Technology Studies (IPTS) in Seville. In response
to a call to action by a former commissioner and
member of the European Parliament, Philippe
Busquin, who remains a staunch supporter,
a consortium was assembled, led by Jean-Jacques
Cassiman of the Leuven Catholic University in
Belgium and successfully applied to the EU in
2004 for funding over 5 years to create a European
Network of Excellence (NoE) in genetic testing.
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As the end of the first year approaches, accord-
ing to Cassiman’s (2004) previous statement,
EuroGentest has made significant progress:
“We have been able to rapidly recruit a wide range

of talent from across the whole community � from
the UK to Poland. Already they have worked out
the details of their respective work packages and
are moving beyond their initial tasks of informa-
tion gathering and situation assessment. For exam-
ple, different training sessions, expert meetings
and international symposia have already taken
place. More will come. In particular we are receiv-
ing extremely positive feedback from our work-
shops on the issues involved in accreditation. For
many laboratories this is an enormous step, and
being able to share the experience of others is in-
valuable. Another unit has been looking at the eth-
ical and legal aspects of testing and will shortly
publish recommendations on the topical issue of
minors’ rights”. “The small and medium enter-
prises (SME) involved in the design of the
website, in technological aspects and in training
aspects have become actively involved in the NoE.
A comprehensive central European laboratory da-
tabase is being developed in collaboration with
Orphanet and substantial progress has already
been made on the identification of available edu-
cational materials for patients and their families.
As the project progresses and we are able to fur-
ther demonstrate the benefits of working with
EuroGentest, we have reached out to meet with the
national representatives of the Human Genetic so-
cieties in Europe and to seek their closer involve-
ment. So far, EuroGentest has also set up active
collaboration with existing projects or networks
such as Orphanet, EMQN, Crmgen, CF Network,
ERNDIM, SAFE, as well as with the Spanish ge-
netic networks INERGEN and RECGEN.”

The overall EuroGentest philosophy is summa-

rized in Figure 1. In effect a network of networks,

this model works by encouraging a continuous cy-

cle of critical self-examination among the genetic

testing community in its widest sense. By involv-

ing leading experts from across Europe,

EuroGentest develops the necessary infrastruc-

ture, tools, resources, guidelines and procedures

that will structure, harmonise and improve the

overall quality of all EU genetic services – molec-

ular, cytogenetic, biochemical and clinical. This

wide-ranging project also encompasses all the rel-

evant issues associated with testing, including le-

gal issues, health policies and health economic

impact, intellectual property rights (IPR), ethical

and social questions, such as confidentiality and

informed consent.

From this overall aim, the following key objec-

tives have already been identified:

– to establish a network for improving the qual-

ity of genetic services across Europe;

– to promote research, proper utilization,

quality control and assurance and adequate

management of genetic services;

– to harmonise the accreditation of genetic test-

ing laboratories and the certification of EQA

schemes for cytogenetics, biochemical and molec-

ular genetics at a European, regional and national

level throughout Europe;

– to establish procedures and guidelines for

the validation of methods and technologies;

– to identify present and future needs for

Reference Measurement, Procedures and

Materials for genetic testing;

– to provide genetic healthcare workers,

the end-users and healthcare authorities with

a portfolio of quality-assured information sources

and informatics tools that are subject to validation

and quality procedures;

– to improve the quality of genetic testing

counselling services in different European coun-

tries;

– to prepare a directory of organizations that

provide and produce educational material for

the public.

In addition, EuroGentest intends to become

a model for similar initiatives in developing coun-

tries and will provide appropriate support for their

development.
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Figure 1. Overall philosophy of the EuroGentest network



The EuroGentest project has been carefully

constructed to ensure that the above objectives are

achieved. The overall coordination of the project

receives the assistance from a deputy and an

operational management group. A steering

committee is responsible for the operation and

development of the project and consists of Unit

leaders, their co-leaders and the coordinator of the

project, while an advisory board composed of

representatives of national human genetics

societies, of the industry, of policy agencies, and

of representatives of US organizations similarly

involved in genetic testing, watches over the

efficient progression of the NoE towards its goals.

There are 6 units within the EuroGentest

network (Table 1). Each unit is subdivided into

work groups and their respective work packages.

The leaders of the units and coordinators of the

work packages include representatives from most

European countries (the full list of participants is

available on www.EuroGentest.org ). There are 22

work packages within the EuroGentest project.

Each work package has a coordinator and consists

of objectives, description of the work, milestones

and deliverables.

Within the context of EU policy, EuroGentest

contributes to the goals included in the 6th

Framework Program in thematic priority “Life

Sciences, Genomics and Biotechnology for

Health,” specifically in section 1, Advanced

Genomics and its application for health,

subsection b); Application of knowledge and

technologies in the field of genomics

and biotechnology for health; Development of

new diagnostics, LSH-2003-1.2.2.1: Develop-

ment of genetic tests allowing for harmonization,

validation, and standardization.

It is also believed that EuroGentest has wider
implications for European healthcare. “Under-
standably the general public may only associate us
with obscure, seemingly infrequently occurring
diseases, but in actual fact, if you add up all the
conditions we cover, the annual growth of testing
within the EU continues to grow at a staggering
rate – between 100 and 300% 3. An estimated
30 million people now suffer from a genetic dis-
ease within the enlarged community. Both new
and existing member states find genetics causing
an increasing burden upon their healthcare sys-
tems, by the latest estimates 500 million euros.
Through EuroGentest we hope to provide a frame-
work for finding cost-effective solutions to this prob-
lem” concludes Cassiman (2004).

Geneticists who wish to find out more about

the project are invited in the first instance to visit

the website www.EuroGentest.org, where they

can register as professional users. This gives also

access to information about the Units and their

working parties. The coordinator also welcomes

enquires from those centres or individuals wishing

to become involved in EuroGentest at various

levels.
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Table 1. EuroGentest structure

Unit 1 Quality management and accreditation of genetic
testing

Elisabeth Dequeker (Belgium), Michael Morris
(Switzerland)

Unit 2 Information sources and bio-informatics tools Segolene Ayme (France), Bruno Dallapiccola (Italy)

Unit 3 Clinical genetics, community genetics and public
health

Ulf Kristoffersson (Sweden), Joerg Schmidtke (Germany),
Helena Kääriäinen (Finland), Jorge Sequeiros (Portugal)

Unit 4 Ethical, legal and social issues Herman Nys, Kris Dierickx (Belgium)

Unit 5 Research and emerging technologies
and intellectual property rights (IPR)

Bert Bakker (Netherlands), Milan Macek Jr (Czech Rep.),
Gert Matthijs (Belgium)

Unit 6 Education and communication Alastair Kent (GIG, UK), Domenico Coviello (Italy)


