ESHRE Special Interest Group 

for Endometriosis and Endometrium (SIGEE)

Minutes of the Business Meeting: 19  June 2006 at 18.00-19.00
Venue: Room Club A, Conference Center, Prague, Czech Republic
1. The  minutes from the SIGEE Business Meeting 2005 were approved by all participants. 

2.  Agneta Bergqvist showed a slide presentation of the activities of the SIGEE during her tenure as Coordinator (2003-2006). We have accomplished the following during her tenure as coordinator. 

* A Members List has been created at the ESHRE Central Office and is updated regularly.

* The number of members of the SIG Endometriosis and Endometrium has increased about four times.

* We have organized Pre-Congress Courses yearly.

* We have organized several ESHRE Campus Courses.

* We have started the SEG Endometriosis and Endometrium website and appointed a webmaster.

* We have developed the Guidelines for the Management of Endometriosis that have been approved by the Executive Committe, published in Human Reproduction and  extensively applied in Europe.

* We have initiated the cooperation with the European Endometriosis Alliance for the recognition of endometriosis within the EU Parliament.

* We have initiated a collaboration with ASRM SIG Endometriosis. 
3. New appointments: Coordinator and two Deputy Coordinators. 
According to the ESHRE Guidelines, it is necessary to appoint a new SIGEE Coordinator and 2 Deputy Coordinators. Thomas D’Hooghe was appointed by Agneta Bergqvist as the next Coordinator for the SIGEE. As new incoming chairman, he has to appoint one Deputy Coordinator whereas the other Deputy Coordinator has to be elected. He appoints Dr Hilary Critchley (Edinburgh, UK) as the new Deputy Coordinator for Endometrium. There is only one candidate nominated to be Deputy Coordinator for Endometriosis: Dr Paola Vigano (Milan, Italy). She was elected with a unanimous vote. 

Thomas D’Hooghe thanks Agnetha Bergqvist for her great service to the SIGEE over the last 3 years. Since Agnetha Bergqvist has taken up a job within the pharmaceutical industry, she decides to step down as Past Coordinator. 

4. Report from the ESHRE Training Committee Meeting on 17  June 2006. 
The ESHRE Training Subcommittee has asked for new initiatives that could be part of the SIG activities. The chairman of this Subcommittee, Luca Gianaroli, has also asked Thomas D’Hooghe to use the Italian example, where endometriosis has been recognised as a social disease, as an example for the EU and urged him to contact Senator Bianconi to further explore how to give the Italian example more profile among the scientific and the political communities. It is agreed that Paola Vigano, Lone Hummelshoj and Thomas D’Hooghe will form the SIGEE Task Force to discuss with the Italian politicians and gynaecologists how to move forward. 
Action: Paola to arrange the meeting with Italians in Roma in the autumn of 2006

The following suggestions have also been made by T. D’Hooghe at this meeting: 

1.. Expansion of area of the SIG beyond education and training:

· Lobbying for area of the SIG at EU level

· Research: platform for EU grant application and for multi-center trials: 

· Cost determination (eg cost of endometriosis: a global health economic study)

2. Develop closer links with the ASRM at SIG level:

Proposal: 

- Rotate ASRM-ESHRE postgraduate courses at ASRM among the different ESHRE SIGs

-Work together with ASRM SIGs for guidelines and for research

Example: Establishment of the World Endometriosis Research Foundation together with the endometriosis SIG from the ASRM .
3. Development of website: ? Financial support

4. Support to expand the active team of an SIG beyond coordinator and deputy coordinators (support small working groups): send all minutes of ESHRE training subcommittee and ISC also to deputy coordinators and allow 1 or 2 people per SIG to attend the meetings
5. Report from the Web master and future Website plans. 
Andreas Ebert (Andreas.ebert@vivantes.de) gives a slide presentation on the future development of the SIGEE Website. 
Action: Andreas Ebert to implement the proposed changes ASAP

6. Updating the ESHRE guideline for the diagnosis and management of endometriosis. 
Dr Dunselman reviews the progress made: the concise guidelines have been adapted at a meeting of the Endometriosis Guidelines Development Group on 17 June 2006. The extended guideline will be adapted and published on the ESHRE website later this year. Thomas D’Hooghe  informed everybody that an application had been made to ESHRE to allocate 5000 Euros per year for the process of updating the guideline annually. It remains to be decided how the funding will be utilised.  
Action: Thomas D’Hooghe will follow-up this application letter. 

7. Review on the Health Economics of endometriosis as an SIGEE initiative. 

Thomas D’Hooghe proposes to take on the Health Economics of endometriosis as a priority for the new SIGEE coordinator and deputy Coordinators. The first step will be a review paper based on all available evidence regarding cost of endometriosis, written by an expert in health economics. The following step should be to prospectively assess the cost of endometriosis in each European country. A working group needs to be established to achieve this goal. Financial support from ESHRE  will be requested to support the work of this working group.

Action: D`Hooghe to identify an expert on health economics and to invite SIGEE members (one for each EU country) to be part of the Endometriosis Cost Working Group and to request financial support from ESHRE
8. Update from the European Endometriosis Alliance

Lone Hummelshoj made an update on progress made in Europe, since the historic signature of 36% of MEPs signing the Written Declaration on Endometriosis in June 2005 – the highest number of signatures ever achieved for a human health cause; and, evidence that when national patient support groups work with national opinion leaders on endometriosis it is possible to achieve results!

Lone subsequently had two meetings with the European Commission (DG Public Health) last autumn, and succeeded, together with Robert Music (chief executive of the National Endometriosis Society in the UK) in January 2006 to get “women’s health” on the EU’s Public Health Work Programme for the first time ever, with a specific call for “...indicators to improve relevant information for women's gynaecological and menopausal health (eg. endometriosis)".  Groups across Europe have now jointly submitted an application to the EU for funding for awareness campaigns.  It will be known during the autumn of 2006 if they have succeeded in obtaining funding.

Also in January, endometriosis was recognised as a social disease by the Italian Senate (see: http://www.endometriosis.org/press16january2006.html) – a tremendous achievement for the Associazione Italiana Endometriosi (AIE), who have been lobbying relentlessly together with a number of dedicated physicians to make this happen! (See also Agenda item 4)

During the Austrian Presidency of the EU their minister for health and women, Maria Rauch-Kallat, called for – also in January! –  “the necessity for more information and education about endometriosis, as well as increased research on how this illness arises” (see: http://www.endometriosis.org/press24january2006.html) – this was reiterated at the April meeting of all of the EU’s health ministers, where information about endometriosis was included in their materials.

This lead to an acceptance in June by the European Council, which has formally acknowledged that: “Women live longer than men, they suffer a greater burden of unhealthy life years (…). Some diseases related to birth and reproductive organs like endometriosis and cervical cancer affect women exclusively”.  The Council has called for all Member States to “Promote health and prevent disease taking into account where appropriate gender difference and promote gender- specific health research” – see also: http://www.endometriosis.org/press13june06.html
Lone is proud to be pushing all this, but also stressed that she simply cannot continue do this alone. She calls for every member of the SIG to get involved in lobbying efforts, and to help to contribute to the materials which she supplies to the EU for the continued call for investment in awareness campaigns at a national level, as well as research funds.

8. World Endometriosis Research Foundation
When ESHRE, ASRM and the World Endometriosis Society (WES) met in Maastricht in September 2005, it was agreed that a platform for joint research initiatives was needed. A working group was established, and over the winter it has developed the concept for a World Endometriosis Research Foundation (WERF) as a global platform to foster research into endometriosis to improve knowledge and treatment.  This platform has been established to attract sufficient funding to:

1. Facilitate and carry out large scale international multi-centre trials involving sufficient patient numbers to provide results of statistical significance; and to

2. Support specific research projects investigating disease mechanisms.

WERF will be a registered charity under UK law and will be a joint, global,  collaboration between ESHRE, ASRM and WES. The working group met again on 20 June to establish a board and to determine bylaws.

See also: www.endometriosisfoundation.org 
9. How to strengthen the Endometrium Group (D`Hooghe)

It is important that the Endometrium Part of the SIGEE becomes more visible. Therefore, there is consensus that a business plan is needed to develop this over the next few years

Action: Thomas D’Hooghe will ask the new Deputy Coordinator for Endometrium, Hilary Critchley, to develop a business plan for the Endometrium part and will meet with her in the fall of 2006 to discuss this plan

10. Feedback of the ESHRE sponsored Endometriosis Session at the SSI Symposium on Nonhuman Primates for Research in Reproduction (Toronto, 21 March 2006) 
This Symposium was attended by about 50 people and was very higly rated by all participants. 

13. Joint SIGEE-SIG Reproductive Surgery Course on Adenomyosis (Leuven, 19-20 April 2007). This course is planned with S. Gordts, A. Bergqvist and T. D’Hooghe as course organisers. The program is available at http://www.eshre.com/emc.asp?pageId=839 
14. Bordeaux Campus Course SIGEE  15-17 February 2007

This course on the prevention of endometriosis is organized by A. Audebert, A. Bergqvist and L. Hummelshoj. The program is available at http://www.eshre.com/emc.asp?pageId=833 
15. SIGEE Postgraduate course at the ESHRE Annual Meeting in Lyon, 1 – 4 July 2007

This course on Endometriosis and Cancer has been organized by A. Bergqvist. 

16. The World Endometriosis Congress in Melbourne (11 – 14 March 2008)
Prof David Healey and Dr Luk Rombauts informed all participants about this meeting

17. Other plans:

A two-day course in Eastern Europe (1 day clinical topics ie ESHRE Guidelines for Endometriosis Management and 1 day basic research ie basic research methods in endometriosis and endometrium), November/December 2007 or January 2008
Action: Thomas D’Hooghe, Hilary Critchley and Paola Vigano: plan program, location and date, and possible collaboration with SIG Reproductive Endocrinology
Possibility to organize the German Congress on Endometriosis (26-29 September 2007) together with the ESHRE SIGEE. 

Action: Andreas Ebert

SIGEE Postgraduate Course at the Annual ESHRE Meeting in June 2008: it would be useful if this Course would focus on the Endometrium. Hilary Critchley will be asked for ideas for this course. 
Action Thomas D’Hooghe to follow this up with Hilary Critchley

Joint Symposium between SIGEE and ISUOG (International Society of Ultrasound in Obstetrics and Gynecology) on Imaging in Reproductive Medicine at their Annual Meeting (Florence, Italy, 7-11 October 2007), focusing on imaging of endometrium, endometriosis and adenomyosis, in a half day or full day symposium. 
Action: ESHRE Approval needed at ESHRE Training Subcommittee meeting of Nov 17th 06

