
Dear Mr Byrne 
 
Thank you for the opportunity to feedback on developing a new EU Health Strategy. 
 
There are many aspects of the document that are positive in what they want to achieve, but unfortunately 
when it comes to endometriosis there is still very little support in terms of awareness, funds, research or 
even clear data on how many people it affects, how much it costs the EU and what are the best 
treatment and care options. 
 
For example in your document you say that good health results in economic growth and sustainable 
development – yet with endometriosis it takes on average of 7 years to diagnose and some 45 days a 
year are lost from work due to ill health. Endometriosis is a chronic and debilitating gynaecological 
disease for which there is no cure.  This needs to change. 
 
Working closely with member states is absolutely right and last week rrepresentatives from 11 European 
countries met in Milan to formulate a plan to help the one in 10 women who suffer from endometriosis. 
 
At the meeting the new formed European Endometriosis Alliance agreed an action plan designed to 
provide a more open and pro-active base from which to help and support the millions of sufferers 
across Europe. 
The urgently needed programme of action includes:  
• a common Endometriosis Awareness Week (7-13 March 2005) linked to International Women’s 

Day, in which all Alliance member countries will participate 
• commissioning of a pan-European study on “pain and quality of life” in recognition of the fact, that 

pain impacts on quality of life in a way that can go unnoticed 
• development of a cross-European plan to lobby politicians, to campaign for increased investment 

in research, awareness, funds and for appropriate, consistent and effective care of women across 
Europe 

• the launch of a campaign to ascertain the number of women diagnosed each year across the 
participating countries 

 
We look forward to working with the EU to build on this important work over the coming years.  
 
The strategy states that citizens should be enabled to make the right choices – unfortunately 
endometriosis is still surrounded by myth, lack of awareness or knowledge – this is a very big issue 
for the EU and results in huge costs to the individual, member states, business and of course the EU 
as a whole.  Reducing the time of diagnosis from seven years will have a very positive impact on costs 
mentioned above. 
 
Currently there is very little data and science evidence on endometriosis and its effects and again this is 
an area we would like to see increased for the benefit of all. 
 
Finally, the document mentions wanting everyone to have access to prompt, easy access to high quality 
healthcare – whoever and wherever they are.  At the moment, this is not possible as there is little 
investment in expertise in endometriosis and often women with the disease will have to travel hundreds 
of miles to ensure she gets appropriate treatment. 
 
I hope the enclosed is helpful and that the EU will, through its new strategy begin working with the 
Society and organisations from other member states to increase investment in endometriosis at all 
levels. 
 
Yours sincerely 
 
Robert Music 
Chief Executive (National Endometriosis Society) 
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