ESHRE Special Interest Group for Endometriosis and Endometrium (SIGEE)

Minutes of the Business Meeting, 1 July 2007 at 17.00-19.00
Lyon Congress Centre (room “Tete d’Or 1”)
1. Approval of the  minutes from the SIGEE Business Meeting on 19 June 2006
The minutes were unanimously approved. 

Thomas D’Hooghe reported on the status of two applications made to ESHRE for economic support, since last year’s meeting:
· an application was made to allocate 5000 euros per year for the process of updating the guideline annually. No answer has been obtained from ESHRE and the issue has been raised to the Training Committee at the meeting held in Lyon on 30 June.
· another application was made for financial support to the ESHRE SIGEE Cost Working Group for the calculation of the cost of endometriosis in EU countries. No answer has been obtained from ESHRE and the issue has been raised to the Training Committee at the meeting held in Lyon on 30 June.
2. Report from the SIGEE Task Force in divulgating and supporting the Italian Senate action (Lone Hummelshoj, Paola Vigano and Thomas D’Hooghe).
Lone Hummelshoj reported that since the Written Declaration on Endometriosis from 2005 received the highest number of signatures for a human health issue in the European Parliament quite a bit of progress has been achieved in the EU: the Italian senate has recognised endometriosis as a social disease; during the Austrian presidency of the EU a women’s health conference took place with endometriosis as one of the main topics; and, the European Commission added a new category to their 2006 health programme, “women’s health” with endometriosis as a specific example.

Paola Vigano went on to explain that as a reaction to the Written Declaration the Italian Senate had instigated an investigation into endometriosis in order:

· to assess the impact of endometriosis in Italy from both a social and an economic standpoint, and, thus, evaluate potential direct and indirect costs;

· to provide information and guidance for the adoption of public policies consistent with the European and worldwide guidelines;

· to identify socio-health indicators for the disease, potentially instrumental in reducing expenses and in directing dedicated economic resources. 

As a result of this investigation the Italian Senate has declared endometriosis a “social disease”, and has set-out a five-year plan to implement laws to improve the treatment of endometriosis in Italy, including access to specialist care, adequate reimbursement, information campaigns, establishment of national registries etc.

Subsequently a meeting took place in November 2006 between senator Laura Bianconi, Italian physicians (Elisabetta Coccia and Giorgio Vittori), representatives from the European Endometriosis Alliance (Lone Hummelshoj and Jacqueline Veit), as well as the task force from the SIGEE (Thomas D’Hooghe and Paola Vigano).  This team has written a socio-political paper on the process which has resulted in this action, both in the European Commission and in Italy, which has been accepted for publication in Fertility and Sterility.
Thomas D’Hoooghe reported that the chairman of the Training Committee, Luca Gianaroli, had raised concern that the paper is being published in Fertility and Sterility and not in Human Reproduction. Thomas D’Hooghe had explained that the paper had first been submitted to HR, but was rejected, even after the initial editorial decision of HR had been appealed by Thomas on behalf of all co-authors.  Luca Gianaroli requested Thomas to write to the Responsible Head of Publication of ESHRE Executive Board and explain how maximal effort was made by the authors to get a publication in HR. 

The following suggestions were made:

· Hilary Critchley suggested to publish the paper in both Fertility & Sterility and Human Reproduction since the journals have audiences in different areas of the world.
· Hans Evers suggested an appeal for Human Reproduction and request to publish the paper in ithe special pages of the journal set aside to report on SIG activities. He referred to the existing agreement between ESHRE and Human Reproduction that Human Reproduction should reserve pages that can be used by the ESHRE SIGs to describe their activities, and that the content of these pages is not submitted to the normal peer review process. 

ACTION:
1. Thomas D’Hooghe to write to the head of the publications committee to appeal against the decision by HR and suggest a dual publication with F&S. 
Action: Thomas D’Hooghe; Done by email on July 1st 2007. 

2. Other action taken on July 1st 2007: Thomas D’Hooghe informed Joep Geraedts, incoming ESHRE Chairman, and Paul Devroey, previous ESHRE Chairman and Head of the ESHRE Publications Committed about this request, and also mentioned to him that the Fertil Steril paper is now accepted. Joep Geraedts informed Thomas that this request would be discussed at the next meeting of the ESHRE Executive Committee. 
3. Based on the Italian activities, the SIGEE coordinators proposes to its members that an application is put forward to ESHRE to fund a governmental awareness programme to be piloted in Italy, Great Britain and Belgium. Task force:  Vigano, Hummelshoj, D'Hooghe.
This was approved by the SIGEE members.

ACTION:

Thomas D’Hooghe, P. Vigano  and Lone Hummelshoj to put forward an application.
3. Report from on the EU Public Health Grant on endometriosis obtained by the European Network for Endometriosis (Lone Hummelshoj)
Lone Hummelshoj reported that following the addition of “women’s health” with endometriosis as a specific example to the European Commissions 2006 work plan, a coalition of European universities and patient organisations put forward a grant for funding in May 2006.

In May 2007 this coalition was provided with a grant for €296,000 over three years to:

· Establish an epidemiological research registry

· Develop a pan-European web-based information portal

· Strengthen the European Endometriosis Alliance

For full details about the grant, please see: www.endometriosis.org/endometriosis_funding.html 
4.   Report from Lone Hummelshoj on further lobbing activity at EU level (Lone Hummelshoj)
Lone Hummelshoj continued her report to emphasise that despite receiving the first ever grant for endometriosis from the European Commission, investment in basic research is still sadly lacking. 

To address this she arranged a seminar on 28 March 2007, hosted by the vice-president of the European Parliament, for legislators, physicians, and women with endometriosis, where a call was made for investment into:

· Early treatment to prevent progression

· awareness campaigns (school programmes)

· non-invasive diagnostics (basic research)

· Specialised care to improve outcome

· evidence based guidelines (ESHRE)

· centres/networks of excellence

· Treatments that cure

· investment in causal research

For full details about the seminar, please see: www.endometriosis.org/european_parliament.html 

Regretfully, Lone Hummelshoj also announced that in this year’s calls for applications from the 7th Framework of the European Commission (Research and Development) none of the categories were a good fit for any endometriosis research.

Her next step is therefore to arrange for a meeting with the head of FP7 to address this shortfall, in the hope that there will be better fits in place for 2008.

She also announced that the SIGEE, together with the SIG on Ethics and Law, are planning a workshop on “endometriosis and ethics”, which will take place in Brussels some time in the first half of 2008 to call for investment in women’s (benign) health issues. 

5.   Update on the study of the health economics of endometriosis (Thomas D’Hooghe)
Thomas D’Hooghe reviewed the progress made to organise this project, which  will be the main task of the SIGEE for the next year. A review paper based on all available evidence regarding cost of endometriosis has been written by an expert in health economics, Prof. Simoens together with Lone Hummelshoj and Thomas D’Hooghe, and published in Human Reproduction Update. Two health economic experts interested in this initiative have been identified, and a letter of invitation to join the ESHRE SIGEE Endometriosis Cost Working Group has been sent to all SIGEE members. The study will involve (a) building of a questionnaire to be used by local gynecologists to request information from their governments; (b) identification of EU countries with easily accessible Health Economic databases; (c) identification of gynecologists SIGEE members interested to participate in this effort (one per country). Anyone interested in joining this working group should be motivated to spend time in this effort, have a good knowledge of written and spoken English, have the ability to get information from the Health Authorities in their country, and be willing to attend a number of meetings (travel and lodging will be covered by ESHRE).
ACTION: 
Thomas D’Hooghe and Paola Vigano to arrange a first meeting of a small core group of 2 or 3 Health Economic experts and a few other interested SIGEE members

6.   Update on the World Endometriosis Research Foundation (Lone Hummelshoj)
Lone Hummelshoj announced that the joint venture between the ASRM and ESHRE SIGs, along with the World Endometriosis Society (WES) has resulted in the formal establishment of the World Endometriosis Research Foundation (WERF) as registered charity in October 2006.  It is the first global charitable research organisation for endometriosis, and seed money has been provided equally between the three organisations, who are also equally represented on its board. 

Its mission is to foster research into endometriosis to improve knowledge and treatment(s) through:.  

· Facilitating and carrying out large scale international multi-centre trials, and
· Supporting specific research projects investigating disease mechanisms.
She emphasised that WERF is not a “closed club” and called for SIG members to get involved, both in terms of participating in designing trials but also in reviewing research proposals and in raising funds, and confirmed that more information about its first research initiatives will be sent to all SIG members within the next month.

For more information about WERF, please see: www.endometriosisfoundation.org 

Mary Lou Ballweg mentioned that the Endometriosis Association, a USA based international patient organization,  has been active in funding endometriosis research since the last 10 years. 
7. 
Updating the Guideline for the diagnosis and treatment of endometriosis (Gerard Dunselman)
Gerard Dunselman reviewed the progress made, which is significant since the endometriosis guideline is the only one, which is updated annually. The Guideline Development Group (GDG) is gaining force and has representatives from Belgium, the UK, Germany, France, and The Netherlands). Members from Israel and Portugal will join the 2007-2008 GDG.  Lone Hummelshoj will continue to project manage the guideline process, which now has a formal protocol – due to be expanded in the autumn potentially with bylaws.  Gerard Dunselmann stressed that the GDG is also not a “closed club”, and called for SIG members to get involved, not just as contributors to the GDG, but also as peer reviewers (SIG members will be notified when the 2007 guideline goes online for two months for peer review, most likely at the end of July). 

The Guideline website now has 3000 visitors a month, and it will be used as an example by the ESHRE Safety and Quality in ART Group to develop selective guidelines.
8.
Report of planned training initiatives (Hilary Critchley)
Hilary Critchley presented the training activities organized for the next year. Most aim to develop the Endometrium part of the SIG further, and include:

· SIGEE pre-congress course, which will be held in Barcelona in July 2008 with the title “Strategies for management of abnormal uterine bleeding”.
· Eastern Europe ESHRE Workshop (2 days), which will be held in Budapest on 18 - 19 January 2008 with the title “Clinical and research methods in endometriosis and endometrium”. The first day will be mainly clinical, and will include a presentation of the guideline, while the second day will deal with basic research methods. The speakers will be only from Europe given the limited budget available.
· ESHRE Campus organised with the SIG on Reproductive Endocrinology, which will be held in Edinburgh in October 2008 on “The menopause and its management: a revisit”. The first day will be dedicated to controversial topics (HRT and cancer/cardiovascular diseases); the second day will be dedicated to the various management options.
· An ESHRE workshop will be organised in collaboration with the SIG on Ethics and Law, WHO and WERF and will be held in Brussels in June 2008, as mentioned earlier in the meeting by Lone Hummelshoj.
Hilary Critchley also plans to organise a joint satellite meeting on “Endometrial remodelling and regeneration” between ESHRE and the Society for Gynaecologic Investigation (SGI) in the context of the SGI meeting in Glasgow in March 2009. This would be the first meeting of the American Society organised in Europe and could be an opportunity for the members of both societies to gain awareness of each other’s work and to work closer together. 
The planned training activities have all been presented to the ESHRE Training Committee. The idea of organising a joint ESHRE-SGI satellite meeting in March 2009 in Glasgow has to be submitted to the Executive Committee before definitive approval (Approval was obtained later during the ESHRE Lyon meeting)
ACTION:

Thomas D’Hooghe and Hilary Critchley to move forward on these initiatives.
9. Report from the ESHRE Training Committee Meeting June 30th 07. 
The chairman of this Committee, Luca Gianaroli, has asked Thomas D’Hooghe why the paper describing the process of EU/Italian Senate recognition of endometriosis as a social disease was not submitted to Human Reproduction. The Editorial Board of Human Reproduction did indeed not accepted the manuscript which was accepted for publication later by Fertility & Sterility.
Gianaroli has suggested to write to the Responsible Head of Publication of ESHRE Executive Board expressing concern about the decision of the Editorial Board of Human Reproduction to reject the paper.

Thomas D’Hooghe has solicited answers for the two applications for financial supports  submitted to the ESHRE Executive Committee.

The planned training activities have been presented to the Committee. The idea of organizing a Joint ESHRE-SGI satellite meeting in March 2009 in Glasgow has to be submitted to the Executive Committee before definitive approval.
10.
10th World Congress on Endometriosis (David Healy)
David Healy gave an overview of WCE 2008 which will be held in Melbourne, Australia on 11 – 14 March 2008. The meeting will be dedicated to the memory of Professor Rodolphe Maheux, who died suddenly in May.  The Congress is hosted by the Australian Gynaecological Endoscopy Society (AGES) and is sponsored by some of the major pharmaceutical companies of the world, though David Healy lamented that the larger companies had shown little interest in this particular women’s health issue in terms of sponsorship. The scientific committee has prepared the program based on the format of the last WCE, with simultaneous clinical and scientific streams.  Prizes will be awarded to best presentations, including a special “Rodolphe Maheux Award for Best Clinical Presentation by a Young Investigator”, and David Healy stressed that winners had to be present at the closing ceremony – otherwise the prize would go to the closest runnder up. 

It was agreed that a letter will be sent by the ESHRE secretariat office to all the ESHRE members to remind them of the meeting. 
ACTION:
Lone Hummelshoj and Michelle Bender (Congress Director) will coordinate this
11. Website update

Andreas Ebert presented a website strategy on 19 June 2006, which regretfully has not been implemented.  The SIG coordinators have subsequently organised the ESHRE website in subheadings including SIG

Coordination, Activities, List of national support organisations, Quality of life document, Newsletters, Guidelines, but the website does need to be enhanced.

It was agreed to ensure a continuous update of the website especially for the ongoing activities such as  workshops, task forces, and the guideline (which is already linking to the guideline’s home at http://guidelines.endometriosis.org), and appropriate links to other organisations.
· link to other pages dedicated to endometriosis “endometriosis.org”, “endometriosisfoundation.org”, wes.endometriosis.org”
ACTION:

Paola Vigano to determine a way forward.
12. Future plans to strengthen the Endometrium Group (Hilary Critchley)
Hilary Critchley proposes to organise a funding research network composed of researchers active in the same field around Europe. The campus workshops could be used as moment to set up collaborations aimed at developing collaborative research applications that may have greater possibility to be financed .

13. Establishment of active teams (Paola Vigano)
Paola Vigano proposed  to expand the active team of the SIG beyond the coordinators and to support small highly specialised working groups. Establishment of specific topics for research and criteria for member recruitment

14.  Any other business

Thomas D’Hooghe proposed to submit an application to ESHRE to obtain an financial award for the best abstract presented in the field of Endometrium and Endometriosis for the next Annual Meeting of ESHRE. The proposal was accepted unanimously.

ACTION:
Thomas D’Hooghe to proceed.

There being no other business, the meeting closed at 19.00.
�Paola: I have talk with  the Italian expert and ask him to contact you for details


�Paola: OK?





