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One in 50 Europeans have some kind of congenital birth defect -  that's 
around 13 million people Europe-wide.  This is not a marginal group but a 
significant number of people who in most cases can lead life to the full 
with the right care, support and treatment.  
  
For example, a child born with a congenital cleft lip and palate in one member state will go on to lead a 
full life and realise their potential yet in another, perhaps neighbouring, state they may end up in a or-
phanage and ultimately be seen as a burden to society.  These children have  lost their human rights.  

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 
 
This workshop will highlight some of the key discrepancies in treatment, care and prevention of birth 
defects throughout Europe and make a case for a coherent European health strategy dedicated to con-
genital anomalies.  There is clear need for an EU-wide approach – from expert collaboration to formu-
lating social and economic strategies.  It is not simply about resources but about joined up care,  clini-
cians, politicians  and patients talking  and listening to each other and working together to improve the 
circumstances for all children born with a congenital abnormality in the EU.  
 
There will be short presentations by:   
 
Ysbrand Poortman   
“All babies born healthy; dream or reality” 
Biologist by education, a promoter of  patient initiatives, a founder of patient alliances, a bridge builder 
between  expertise  from science and industry and the people in need for this, a  promoter of  genetics, 
genomics and biotechnology as instruments for early detection, accurate diagnosis, prevention and 
treatment of serious/chronic/genetic disease, a partner in major international projects, an adviser in 
many committees and an author of  a variety of publications and educational materials. 

Cleft lip and palate is 

succesfully treated as 

these pictures show. 

Yet it is not lack of 

surgery that leads to 

abandonment but 

misinformation and 

poor advice given at 

birth — usually by 

health professionals 



Alastair Kent 
 “Patient and Family Expectations and Response of the Health Care System” 
Director of Genetic Alliance UK: Alastair works to promote development of the understanding of ge-
netics in health and disease and is particularly interested in rare diseases and transfer of knowledge 
into improved services and support for treatment of genetic diseases. He has a good understanding of 
the issues surrounding health inequalities and issues concerning voluntary organisations, health pol-
icy, service development and disability.  
 
Michel Grupper 
Very experienced in private – public health issues and is well positioned to comment on and provide 
advice on health economy in relation to prevention of polygenic multi-factorial disorders such as cleft 
lip and palate (but also perhaps a range of other diseases or disorders). Michel is also involved in Re-
surgens as a friend and partner of the European Cleft Organisation (ECO) and he has also worked for  
organisations such as the World Health Organisation, the World Bank and DFID  
 
Bill Shaw CBE  
"Reducing the burden of care in Europe through evidence based research” 
Professor of Orthodontics at the University of Manchester. Bill has a long track record in European 
and international craniofacial research and would be able to provide a high impact presentation on 
things like evidence base for clinical practice and the delivery of best practice – hence addressing a 
couple of major issues – economic benefits and reducing health inequalities.  
 
Peter Mossey  
A Director of a WHO Collaborating Centre with an emphasis on the Global Burden of Disease, impact 
of birth defects, role of gene / environment interaction leading to primary prevention.  He will give an 
overview on how European research impacts globally and how future research will need to bring to-
gether clinicians, academics and industry to provide the best outcomes on simultaneously stimulate 
economic prosperity.  
 
Gareth Davies: 
In his role as CEO of the European Cleft Organisation he will comment specifically from personal ex-
perience the tremendous problem of health inequalities between Western and Eastern Europe and 
quote experiences from Bulgaria and Romania. He will also comment on efforts to produce minimum 
standards of care for Europe.  
 
 
After hearing from the guest speakers , there will be a panel discussion facilitated by Martin Pers-
son, Project Manager, Lifecourse Epidemiology and Population Oral Health, University of Bristol, 
UK.  Participants will include families, scientists, health advisors and hopefully representation from 
the World Health Organisation.  There will  be an opportunity to put questions to the panel. 
 
For further information contact n.mackie@dundee.ac.uk  +44 (0)7891 554982 
 
 

Tihomara’ s baby 

(right) was put in an 

orphanage at the 

advice of health 

professionals.  Only 

with the intevention of  

a UK-trained specialist 

cleft nurse was she 

able to persuade the 

orphange to let her 

bring her baby home 


