The ESHRE Special Interest Group for Endometriosis and Endometrium (SIGEE)
Business Meeting June 21, 2005 at 1 p.m. to 2 p.m.

Room 19, Bella Center, Copenhagen, Denmark

Chair: A. Bergqvist (Coordinator SIGEE)

Co-Chair: T. D’Hooghe (Deputy Coordinator Endometriosis SIGEE)

Number of participants: 30-35

1. Approval of Minutes from SIGEE Business Meeting 2004: no comments were made. Minutes were approved.
2. Guidelines for the diagnosis and Treatment of Endometriosis. G. Dunselman presents the development of both the Concise Guidelines and the Supporting Documentation. The Concise Guidelines are in press in Human Reproduction and due for publication in August-September 2005. The Supporting Documentation for the Concise Guidelines will be published on the Web only, and an electronic link will be available between ESHRE Guidelines and Supporting Documentation. The Supporting Documentation will literally support the statements made in the Concise Guidelines. The goal is to update these Guidelines regularly, and this will be discussed during the next meeting of the ESHRE Guidelines Working Group at the World Conference on Endometriosis in Maastricht. 
3. The Endometrium Group. Dr Jose Horcajadas, Deputy Coordinator for Endometrium,  is excused for the meeting. Various initiatives are discussed regarding increasing involvement of clinicians and researchers with a special interest in Endometrium in the SIGEE. Thomas D’Hooghe presents the joint postgraduate course organized at ESHRE Prague 2006 by both the SIGEE and the SIG Early pregnancy as an initiative to increase the “endometrial content” of the postgraduate courses organized by SIGEE. Gerard Dunselman refers to the Berlin 2004 course on endometrium and angiogenesis in the context of endometriosis as another initiative to achieve the same goal. Thomas D’Hooghe proposes the idea to integrate interested members from the European network Fruitful, focused on endometrial function, into the SIGEE. Ideally, the SIGEE could be a platform to solicit EU funding for endometrial research. Any other suggestions/initiatives to expand the endometrial part of our SIGEE are welcome. 
4. The website. Agneta Bergqvist presents an overview of the minimal content needed on the SIGEE Website (ESHRE), that are as follows: Guidelines, Other publications by the SIGEE, Agenda for Business Meetings, Minutes for Business Meetings, Program of Pre-congress  Courses, Announcements of coming events, Reports of important research results and Other issues. Andreas Ebert from Berlin, Germany will be responsible to make sure these requirements are met, and will hopefully develop the Website further, in communication with Karen Maris at ESHRE Central Office, while also developing links with www.endometriosis.org (ran by Lone Hummelshoj).
5. ESHRE Training Committee. Agneta Bergqvist reports on the decisions made by the ESHRE Training Subcommittee and the ESHRE Executive Committee. 
-The term of office for SIG Coordinator and 2 Deputy Coordinators is 3 years. After these 2 years, the SIG Coordinator will appoint one of the 2 Deputy Coordinators as the next Coordinator, and will stay on fro 2 more years as Past Coordinator. The next Coordinator will select one Deputy Coordinator, whereas the other one will be elected during the SIG Business Meeting. Practically, applied to the SIGEE, this means that Agneta will step down as Coordinator after the SIGEE Business Meeting in Prague, and will function as Past Coordinator for the next 2 years. The new Coordinator will be chosen by her, and will appoint one Deputy Coordinator at the SIGEE Business meeting in Prague. The other Deputy Coordinator will be elected at the SIGEE Business meeting in Prague. As agreed in at the early onset of our SIGEE, there will be 1 Deputy Coordinator for Endometriosis and 1 Deputy Coordinator for Endometrium. All SIGEE members who are interested to serve as a Deputy Coordinator in Endometriosis or as a Deputy Coordinator in Endometrium are invited to contact the current Coordinator and Deputy Coordinators. 

- The request to each SIG to develop a task force to develop a format for a basic clinical course on a subject of broad interest in Eastern European countries. Preferably, this should be a model that can be repeated/exported to a number of countries by a number of lecturers. These courses should aim at a low budget, and it is recommended that each speaker would give more than 1 lecture. ESHRE would take care of the costs related to such a course, but it is allowed/possible to also recruit local (pharmaceutical) funding. Thomas D’Hooghe suggests that a formal presentation of the ESHRE Guidelines would be an attractive format for such a 1-day course. All other ideas/initiatives regarding these courses are welcome and can be addressed to SIGEE Coordinator/Deputy Coordinators.
6. Coordination of Multicenter Studies: potential role of SIGEE. Dr Martyn Stafford Bell describes the need to develop a Task Force to develop a platform for Multicenter Studies in Endometriosis. 
Dr  Martyn Stafford-Bell commented on the repeated concerns expressed in the medical literature regarding the almost total lack of statistically relevant  research in endometriosis and indeed in many other areas of infertility.  The number of patients required to obtain meaningful results in large trials must be  therefore, by definition, multi-centre and probably international.  The difficulties in administrating such trials can be overcome by the use of a contract research organisation which also helps to eliminate bias and overcomes individual sensitivities on the  subject of  sharing data with collegues.  Each unit would act as its own control.  By virtue of large population and small size, Europe is an ideal centre for the organisation of such investigations, particularly with a central  European parliament.  The prospects for  significant funding from the European community can be improved by a European central committee for  the co-ordination and administration of endometriosis and infertility reasearch, speaking, with their approval, on behalf of all the members of ESHRE, and endoscopic surgery organisations and the vast number of patients their group would represent.  This matter is to be further investigated and discussed in Maastricht.  

 

7. Members list. Currently about 400 ESHRE members are a member of our SIGEE. Agneta Bergqvist invites all present to increase the number of our members by inviting other people interested in Endometrium and Endometriosis to become a member of our SIGEE
8. ESHRE Annual Meeting in Prague 2006. Thomas D’Hooghe presents the program (topics and speakers)
9. The World Endometriosis Congress in Maastricht September 2005. Gerard Dunselman presents the Maastricht program and invites all present to attend
10. The World Endometriosis Congress in Melbourne 2008. David Healey presents the format of the Melbourne program and invites all present to attend. 
11. ESHRE/ASRM SIG Meeting, Maastricht September 2005

Lone Hummelshoj reports on the 

JOINT ASRM/ESHRE PLANNING MEETING 21 JUNE 2005 12.30-13.00

Present
Agneta Bergqvist, Sweden

Thomas D’Hooghe, Belgium 

Gerard Dunselmann, Netherlands

Hans Evers, Netherlands

Nancy Frankel, USA

Lone Hummelshoj, UK (facilitation/minutes)

Martyn Stafford Bell, Australia

Following on-line  correspondence and discussion, it was decided to hold a joint ASRM/ESHRE SIG meeting during the World Congress on Endometriosis on Friday 16 September 13.00-14.00.  This will be during lunch, so participants – who must be members of either the ASRM or ESHRE – will be encouraged to “grab a lunch bag” and join the meeting.

The session will be chaired jointly by Robert Taylor (chair, ASRM SIG) and Agneta Bergqvist (chair, ESHRE SIG).  There is no equivalent society in Australasia, so Martyn Stafford Bell has taken on the task of producing a list of clinicians/scientists, who may be interested in being part of this potentially global collaboration.  Nancy Frankel (ASRM) and Lone Hummelshoj (ESHRE) will jointly act as “secretariat”, with Lone recording and producing minutes from the meeting.

The proposed agenda includes four topics, which will each have a small (small!!) introduction and then be open to discussion in order to produce an action plan for ongoing collaboration:

1. An overview of the ESHRE guideline for potential “global adoption” (Gerard Dunselman/Andrew Prentice) 

2. A discussion on how ESHRE/ASRM can lead/project manage joint research initiatives, including: 

· international multi-centre clinical trials (Martyn Stafford Bell)

· investigator initiatives (Thomas D’Hooghe)

· basic research (Patrick Groothuis)

3. How do we improve the relationship with industry for sponsorship of meetings/projects (Robert Rebar) 

4. Do we need a new classification system for endometriosis and if so, how are we going to go about it? (Hans Evers) 

The meeting is not intended as one to find solutions, but a meeting to put together a plan/working groups on how to move forward jointly.

12. EU and Endometriosis. 
Lone Hummelshoj summarised the work she has been carrying out at political level in Europe for the last 18 months and her efforts to get support groups and research units to collaborate more closely across borders in order to obtain EU funding for a) core activities for the national support groups, b) pan-European awareness campaigns, and c) basic research. 

She and Robert Music (chief executive of the National Endometriosis Society in the UK) went to Brussels in February 2004 to meet with a number of MEPs to discuss ways in which endometriosis can be highlighted as an agenda item in the EU.

Recognising the need of the EU to see “unified efforts across borders”, Lone then managed to get a group of scientists together in June 2004 to explore ways in which they could collaborate, which resulted in a joint application from seven European universities to the EU for funds for basic research (which was sadly rejected, because decision makers were not familiar enough with the disease).
Simultaneously, she succeeded in getting an educational grant to enable her to bring representatives from all the European endometriosis societies together for two days in October 2004, where the European Endometriosis Alliance (EEA) was founded (see http://www.endometriosis.org/eea.html). The EEA agreed on a set of joint priorities – the main one being a common “Endometriosis Awareness Week”, which is now the 2nd week in March every year, where it also coincides with International Women’s Day; every single group made tremendous progress on national awareness activities this year (see http://www.endometriosis.org/awareness0305.html for a summary of events).  

The establishment of the EEA was communicated back to the EU, which resulted in another invitation for Lone and Robert to come to Strasbourg during Awareness Week in March 2005, where they presented formally to a large group of MEPs as well as representatives from the European Commission on the challenge of endometriosis in the EU, which resulted in a) an invitation to meet with representatives of the Commission’s DG SANCO (Public Health Information) and b) a Written Declaration on Endometriosis calling for recognition of and investment into endometriosis-related activities.

a) The Commission has a number of working groups on health related issues, and Lone decided that the best place for endometriosis would be in the “Morbidity and Mortality” working group, because this is the only working group where specific diseases can be mentioned (alternatives were “reproductive health” and “rare diseases”, none of which are applicable to endometriosis which is about more than just fertility, and certainly isn’t rare).   She is now an active member of that group.  Furthermore, she and Robert highlighted the fact to the Commission that it does not have a working group for Women’s Health, and this is now being drafted into their Work Plan for 2006, which will be finalised this autumn, when Lone will be able to feed back to the SIG on the Commission’s decision. 


b) Mobilising national support groups and physicians to write to their local MEPs, and with Lone spending two days in Strasbourg in early June lobbying MEPs personally, the Written Declaration succeeded in getting 266 signatures, which is the highest number of signatures ever for a health related issue, and the sixth most successful Written Declaration since records began in 1998 (see http://www.endometriosis.org/press13june05.html for more information).

This result has now been communicated back to the Commission, putting additional “pressure” on them to develop a working group category for “Women’s Health” using endometriosis as an example.

Lone also met with WHO in early May and has secured a verbal agreement that they will endorse any proposal that is put to the EU for funding for endometriosis.

Andrew Prentice made the members of the SIG aware of the fact that Lone (who is self employed) is funding her own time and travel for these activities, and that he has set-up a webpage where it is possible to donate funds to help at least to cover her travel expenses (see http://www.justgiving.com/robandlone).

Thomas D’Hooghe suggested that the SIGEE would write a letter to the ESHRE Executive Committee and ask them to support the EU lobbying efforts from Lone. Everybody agreed. Action: Letter to be written by Agneta Bergqvist and Thomas D’Hooghe to ESHRE Executive Committee. 

14.  Format for organization of next SIGEE Business meetings. 
To allow maximal interaction with all SIGEE members in setting the Agenda, the following rules will apply. First draft of Agenda will be communicated by Coordinator to Deputy Coordinators and Past Coordinator 8 weeks prior to the ESHRE annual meeting, who will give their recommendations to the Coordinator 6 weeks prior to the ESHRE annual meeting. Second draft will be mailed by Coordinator via ESHRE Central Office to all SIGEE members 4 weeks prior to the ESHRE annual meeting. Taking into account the suggestions by the SIGEE members, the Coordinator will prepare a final Agenda that will be emailed via ESHRE Central Office to all SIGEE members 2 weeks prior to the ESHRE Annual Meeting.  
Note: 

Attendance of Oral Free Communications Sessions at ESHRE: about 70 people attended the Basic Research Endometriosis session and about 30-40 people attended the Clinical Research Endometriosis Session (June 21st, afternoon). Not bad!!!
Agneta Bergqvist

Coordinator SIGEE
Thomas D’Hooghe

Deputy Coordinator SIGEE[image: image1.png]



