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Dear Commissioner Byrne, 
 
Thank you for the opportunity to feed back on developing a new EU Health Strategy in order 
to enable good health for all.  No one more than women with endometriosis will appreciate 
this, as they are unfortunately a very neglected group of health sufferers, when it comes to: 
 
• disease awareness 
• time to diagnosis 
• funding 
• national/EU commitment to research 
• lack of consistent treatment options. 
 
This has a huge impact on their physical and mental well-being, and prevent many of 
them from living a meaningful, pleasant, and productive life.  It is thus encouraging to read 
that you feel that good health is an integral part of thriving modern societies.  It must 
therefore be time to focus on good health for the one in ten women who suffer from 
endometriosis, a painful, potentially debilitating, disease (for which there is no known 
cure). 
 
For the sake of these women's quality of life this needs to change - but for pure health 
economic reasons, it needs to change as well!  Women report to us that apart from an 
average diagnostic delay of seven years, they are unable to work on an average of 45 
days/year.  The socio-economic impact of this is tremendous.  And these numbers do 
not even take into account the cost of hit and miss treatments: expensive drugs, repeated 
surgeries, and IVF treatment for those who have been rendered infertile due to the disease 
(an estimated 30-40%).   
 
I was therefore delighted to see many positive aspects in your health strategy, which - 
hopefully - are meant to address this inadequacy, including being proactive about 
preventing disease.  This is why we need to invest in research into the cause of 
endometriosis, so that effective treatments can be developed.   
 
Whilst your strategy emphasises that citizens should be enabled to make the right choices, 
based on authoritative information about their condition and treatment options, regretfully 
prompt access to specialist care is not a reality for most women with 
endometriosis.     Due to lack of awareness of endometriosis (including old myths and 
taboos) most have to live for many unnecessary years in pain which, if diagnosed earlier, 
might have been prevented, just as other health aspects of the disease (it is believed that 
endometriosis may be progressive, thus early diagnosis is key for prevention and 
preservation of fertility). There has been little or no investment at national/European level 
into research for endometriosis, nor into developing expertise in treating the disease.  This 
in-balance needs to be addressed. 
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This in-balance can be achieved through positive action and commitment from 
the EU. 
 
Close working relationships between member states are key, as you rightly indicate, and in 
the field of endometriosis, we have already taken two steps this year to address this: 
 
1.  University research departments in Belgium, Germany, Sweden, The Netherlands, and 
the UK are exploring collaboration on basic research; and 
 
2.  19 representatives from 12 voluntary organisations in 11 countries have come together 
to form the European Endometriosis Alliance designed to provide a pro-active base from 
which to help and support women with endometriosis.  Their first action plan includes: 
 
• a common Endometriosis Awareness Week (7-13 March 2005) 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 (in the same way as cancer is registered). 

 
These are first steps taken to build a solid EU-wide knowledge base.  However, a 
handful of volunteers will not change the state of health - or rather lack of good health - for 
women with endometriosis.  Serious consideration for long-term investment into: 
 
• raising awareness 
• investing in research, and 
• pro-actively fostering clinical expertise and move towards best practice 
 
must be taken before we can truly say that we are seriously working on preventing 
endometriosis and promoting good health.   
 
Thank you for allowing health affected stakeholders to contribute to the health strategy.  
Millions of women with endometriosis in Europe will thank you for investing resources and 
funding to this disease.  And, when tackled they, with their new found good health, will be 
able to contribute to economic growth and sustainable development.  And then they can 
focus on health. 
 
Thank you for taking the time to read this.  I'd be delighted to make myself available with 
further information and/or discussion, if this would be helpful to you. 
 
With kind regards. 
 
Sincerely, 
 
Lone Hummelshoj 



 
Founder, Endometriose Foreningen, Denmark 
Managing Editor, EndometriosisZONE.org 
Member, ESHRE Special Interest Group on Endometriosis 
 
Telephone +44 (0)77 1006 5164 
Email loneh@attglobal.net 
 
London, 15 October 2004 
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