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THE PRESIDENT’s MESSAGE

A message from the beach

Traditionally, the weekend closest to the first of July is devoted to the ESHRE annual
meeting, this year in sun-drenched Amsterdam, with the latest in reproductive research
presented in 250 oral and 300 poster presentations. Among these, 13 orals and 22
posters on endometriosis (6%).

The quality was high, the lecture halls well-filled, and the discussions animated,
sometimes even heated. The ESHRE Guideline on the Diagnosis and Treatment of
Endometriosis, to which many of you contributed, received special (positive!) attention.

Selected oral presentations dealt with the over- and under-expression of genes, more
specifically those related to PPAR-gamma, aromatase metabolism, angiogenesis and
matrix metalloproteinases (O-021 to 026).

Professor Hans '.\'cn\
Chan and co-workers from Hong Kong (0-239) found that a small population of cells WES President
with stemcell-like properties may be responsible for the development and progression of

endometriosis in some patients and not in others.

Much attention received the paper by Falconer and co-workers (O-242), describing endometriosis as an independent risk
factor for preterm birth, irrespective of ART. They postulated chronic inflammation as a mediator of this effect.

A study from Switzerland, presented by Fraisse, showed (O-243) anti-mullerian hormone (AMH) to be decreased in
endometriosis patients in relation to the severity of disease, reflecting diminished ovarian reserve in more invasive ovarian
endometriosis.

Somigliana and co-workers from Italy (O-244) could not confirm, in 189 women, a detrimental effect of IVF on the
development or progression of endometriosis.

This yeat’s poster prize was won by an endometriosis study: P-477 by Totaro and co-workers from Italy, who showed that
ultralong (6 months) postoperative GnRHa therapy in patients with moderate to severe endometriosis did not seem to
improve pregnancy rates in subsequent IVF (24%), compared to GnRHa administration for less than 6 months (22%). The
number of patients included in this randomised study was rather small so far (n=29 and 32 patients respectively), and
therefore the conclusions of limited clinical relevance. A surprising choice.

Overall, a stimulating meeting, good science, great fun.

The conference centre even had a beach of its own!
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FROM THE EDITOR

Time for a change

It is my pleasure to bring you this new edition of the WES e-Journal. As promised in the
last issue, a further article from New Zealand has gone into print with Tal Jacobson as
the author of this latest Kiwi article. He is a senior lecturer and consultant at the
University of Auckland. In his contribution he outlines his personal view on Centres of
Excellence.

He examines the essential, preferable and desirable attributes of such centres in some
detail. It is an interesting article that furthers the discussion on this topic. How this
concept will translate practically in countries with different health systems remains one o
point of contention. 41 R s
Dr Luk Rombauts

WES e-Journal Editor

Tal’s contribution will also be the last of its kind. Following discussion with members of the board it was decided to give the
e-Journal a face-lift. Starting with the next issue, the main feature will be an editor’s digest. For these digests, our guest
editors will select three recently published articles and provide their expert commentary — and as always, we invite our
members to comment and feedback! We hope you’ll enjoy the new approach.

In addition, we hope to bring you regular news updates from international conferences, so that you can stay up to date even
when your boss won’t pay for you to go. But don’t despair, there is always another conference you can plan for and you can
rely on us to bring you news on all the upcoming events that may cover endometriosis.

Further on this topic, you will also read about Dr Moen’s wonderful initiative to support the young researchers of this
generation. As Congress President she has pledged a generous contribution to the Rodolphe Maheux Travel Fund on behalf

of the 3 Nordic Congtess on Endometriosis.

I strongly encourage WES members to lobby their regional societies to follow this example!

UPCOMING MEETINGS

XIX FIGO World Congress of Obstetrics and ASRM postgraduate pre-congress course:
Gynaecology Endometriosis: In Search of Optimal Treatment
4 -9 October 2009 17 October 2009

Cape Town, South Africa Atlanta, USA

Special endometriosis session arranged by WES and EndoSIG meeting on 20 October at 18.15-19.00

WERF on 6 October at 14.00-15.30
18th Annual Meeting of the European Society for

38th Annual Meeting of the AAGL Gynaecological Endoscopy (ESGE)

15 - 19 November 2009 28 - 31 October 2009

Orlando, USA Florence, Italy

ESHRE Campus: Endoscopy in reproductive Endometriosis 2010 - from bench to patient
medicine 18 - 20 March 2010

25 - 27 November 2009 Milano, Italy

Leuven, Belgium
58th Annual Clinical Meeting of the ACOG
Annual Scientific Meeting of the SGI 15 - 19 May 2010
24 - 27 March 2010 San Francisco, USA
Otlando, USA

#» COMPLETE CONGRESS SCHEDULE
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NEWS ROUND-UP

NCE-09 donates part of congress profits to Rodolphe Maheux Travel Fund

Congtess President, Mette Haase Moen MD, contacted the WES at the beginning of
this year to ask that if she donated 10% of any profits from the 34 Nordic Congress
on Endometriosis to WES — would we put them towards a travel fund to enable
medical students to attend future World Congresses on Endometriosis?

The WES said: “yes!” — and — “thank you!” — and — *“ what a great ideal”

During the successful NCE-09, which took place from 7-9 May this year, Dr Moen
presented WES with a cheque for €2,000 towards the newly established “Rodolphe
Maheux Travel Fund”. Paolo Vercellinii, WES vice president, and Lone
Hummelshoj, WES secretary general, both donated honorariums to the fund also.

NCE-09 Congtess president Mette
Haase Moen presents WES president
Hans Evers with the cheque

The intention is to build a fund, which will issue travel grants to those, who wish to
specialise in endometriosis, but who may struggle to obtain financial support to
attend the World Congresses on Endometriosis (WCE).

Mette Moen is one of the “early pioneers” of endometriosis and was involved in the first clinical studies conducted in
Scandinavia. She became well-known for her work in establishing the prevalence of endometriosis at tubal sterilisation
(Moen and Muus, 1991) and the familial risk of endometriosis (Moen and Magnus, 1993). She has also been a staunch
supporter of the national endometriosis societies, working closely with the Norwegian patient society as an advisor over the
past 12 years.

Mette Moen, who has attended every World Congresses since these started in 1986, explains that these meetings has had a
great importance — and impact — for her continuous interest in endomettiosis, which she hopes the next generation may
experience as well. “All too often we see eager young scientists, who wish to attend meetings to present their work, but who
do not have funding to cover their travel expenses. With the Rodolphe Maheux Travel Fund I sincerely hope that we will be
able to get a few more young people attending the WCE in 2011 in Montpellier”, said Dr Moen. Dr Moen was also able to
present the Norwegian Endometriosis Society (Endometrioseforeningen) with NOK 10,000 to support their work.

Calls for applications for travel funding will be issued in the 4% quarter of 2010 on the WES website.

Donations to the fund can be made by contacting the WES Central Business Office (wes@endometriosis.org).

WERF commences its third international study: EndoCost

S W O R L D TheWorldEndometriosis Research Foundation (WERF) has raised sufficient funds

F ) DY RS I IE]  to commence the first ever prospective study to assess the direct and indirect cost of

endometriosis to society and to women with the disease.
~ RESEARCH FOUNDATION ty

The aim of the EndoCost study is to calculate the costs of endometriosis from a societal perspective. For this purpose, a
prospective, prevalence-based cost-of-illness study has been set up to collect cost data using a bottom-up approach. This
approach will be combined with a retrospective assessment of endometriosis-related cost and endometriosis-related impact
on quality of life in all participating women.

The study, which involves 13 centres in 10 countries, will calculate the level of endometriosis costs, elicit the most important
drivers of endometriosis costs, and identify factors that influence the level of endometriosis costs, through specifically
developed, and validated, questionnaires.

The hypothesis is that results from this study will be fundamental in justifying significant investment in endometriosis
research due to the socio-economic aspect of the disease alone.

The EndoCost study started as an ESHRE Endometriosis SIG initiative, spear-headed by Professor Thomas D’Hooghe, the
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then SIGEE coordinator. But, as all good things, it took off and was turned into the international initiative it is today,
coordinated by WERF.

“The EndoCost study will be the first ever to investigate this direct and indirect cost, at a societal and personal level. We
hope the results will spur national governments on to take endometriosis seriously and invest in research to prevent the next
generation of women having to suffer during the prime of their lives the way this generation has”, said Professor D’Hooghe.

Results are expected to be available during the first half of 2010.

== More information on EndoCost and the Consortium

Endometriosis New Zealand chosen as Flossie Media Group’s preferred charity

L@ New Zealand women have picked Endometriosis New Zealand (ENZ) as the
end ometriosis chosen charity to benefit from Flossie.com's $100,000 grant for advertising over a

12-month period to raise awareness of endomettiosis.

Launched in February this yeat, the initiative, dubbed as "Flossie's Preferred Charity", asked New Zealand charities to
register online, and then the public, and a select panel of judges, voted for the charity they thought would fit with Flossie and
benefit most from the relationship.

Endometriosis New Zealand was chosen out of 130 charities that registered to be in the running for Flossie’s preferred
charity partner for 2009. Flossie.com CEO, Jenene Freer, says this initiative has successfully highlighted the great work
charities do across the country: “We’re just thrilled with Endometriosis New Zealand being chosen as our preferred charity.
Virtually all the girls in the office know someone affected by this disease so we’re very excited to support them”.

“The help that the team at Flossie.com can provide, through their six-figure contribution, will mean we get more New
Zealand women familiar with endometriosis (mate kirikopu), so they can identify it and effectively treat it,” says Deborah
Bush, Chief Executive of ENZ. “This amazing opportunity will allow us to reach more women and increase the funding for
our unique and important programmes which benefit so many women and girls across the country”, said Ms Bush.

As part of the package of being Flossie’s preferred charity, ENZ will receive over $100,000 worth of advertising across the
Flossie Network over a 12 month period and will also receive the proceeds from a Smart Car fundraiser which will be given
away on Flossie.com to a lucky person who donates to Endometriosis New Zealand. In addition to this, Endometriosis will
get its own website on the Flossie Network.

2010 charity calendar will be sold to support endometriosis research

Twelve women and one photographer have teamed up to create one calendar and 12
chances of impacting millions of lives; lives that are affected by the illnesses the
women featured in the calendar endure.

One of these twelve women, Ilda Jacobsen, has ensured that 1/12th of sales of this
calendar go straight to the World Endometriosis Research Foundation (WERF) - to
support research into better treatments for endomettiosis!

Twelve women stood up to be models for a calendar that is being sold to raise

money for their chosen causes. Photographer, Catalina Martone, and a fabulous
group of stylists and the twelve models, shot the calendar over two hectic weekends with everyone giving their time and
talents free of charge.

The calendar is only $15, and will make a perfect present for family and friends! — Do buy plenty and support our cause!

= Click here to buy lots of calendars now!
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OPINION ARTICLE

Endometriosis centres of excellence - developing a consensus definition

Tal Jacobsen MD, FRANZCOG

Senior Lecturer and Consultant, University of Auckland, Middlemore Hospital, Private Bag 93311, Auckland, New Zealand,
tal@obsgyn.co.nz

What is a Centre of Excellence? Audit
The phrase ‘centre of excellence’ (CoE) is often used To define these outcomes there must audit undertaken
and yet there is no agreed definition of a centre of in order to assess each centres outcomes and establish
excellence for endometriosis. local, national or international benchmarking to compare
those outcomes to. Audit and self assessment is
A simple and aspirational definition of a centre of therefore a primary component of any CoE.
excellence is ‘a place where the highest standards of
achievement are aimed for in a particular sphere of Criteria
activity’. In a UK study that surveyed consultant gynaecologists
(English and Ford, 2004), 84.9% expressed support for
This article will address the issues that the author CoEs and many felt that a colorectal surgeon, pain
believes are essential for any endometriosis CoE and management team, specialist nurse access to counselling
those that are preferable or desirable. and access complementary therapies were important
components of a CoE.
Why have a CoE?
In order to define a centre of excellence it is important The British Society of Gynaecological Endoscopy
to decide on the aims of a CoE. Global aims may (BSGE) has recently proposed specific criteria for its
include reducing time to diagnosis and reducing time to members to be accepted as CoEs. This requires the
individualised specialist care; increasing evidence based centre to treat a minimum of 12 recto-vaginal nodules
treatment and reducing subsequent fertility treatment if per year, have a named colorectal surgeon, submit data
the disease is under control before fertility is affected to a national database, surgeons to attend centre
(D'Hooghe and Hummelshoj, 2006). meetings and be willing to hold meeting for other CoEs.
Other criteria include a willingness to demonstrate
It is tempting to think that the services provided by a surgery, have a pelvic pain specialist in addition to
CoE will inevitably be better than a non CoE but there gynaecological/colorectal surgeons, and a dedicated
is little evidence that early or intensive intervention pelvic pain clinic scheduled for appropriate patients
minimises future complication. Nevertheless, despite the (Jeremy Wright, personal communication, 2009)
lack of evidence, there is a reasonable body of expert
opinion that CoE’s will ultimately improve the overall One report suggests that CoEs should be defined by
quality of life for women with endometriosis. This is ‘proper training, adherence to evidence-based guidelines,
clearly the primary goal and should underpin all of the quality management and continuous measurement of
attributes that a CoE is expected to have. patient outcome as a central focus’ (D'Hooghe and
Hummelshoj, 20006).
What are the attributes that a CoE needs to achieve
these goals? Models
It is only by setting specific standards and monitoring There are number of potential models for CoEs. With a
those standards that it will be possible to assess team approach there may be a group of gynaecologists
outcomes from a CoE. The standards to be achieved with an interest in endometriosis. The service delivery is
should preferably relate to clinical outcomes. likely to be guideline based and have an institutional
approach to treatment rather than that of a specific
If improved quality of life is the main aim, then there surgeon. There is also the individual approach with an
needs to be some auditable standards that reflect this. expert and highly experienced surgeon running his or
For endometriosis this could mean lowered pain her practice. They are likely to have developed their own
symptoms, increased fertility, lower complication rates, highly skilled support or multidisciplinary team. Other
etc. There are many secondary or alternate outcomes models may involve collaboration over several sites with
that may be relevant such as waiting times, patient relevant  expertise  being  coordinated by an
satisfaction rates, value for money, research outputs, etc. endometriosis expert who may not themselves have the
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specific surgical skills or facilities to provide the more
complex surgery that is sometimes required. This might
be called a ‘network of excellence’.

Establishing a centre of excellence

The author has been involved in establishing a self-

defined CoE with a group of like-minded colleagues in

2006 (www.endometriosisauckland.co.nz). In order

to do this there was considerable discussion about the

attributes of a CoE and the following were identified as

important components of a CoE:

T Offer evidence based surgical, medical, alternative
and supportive therapy;

1 Encourage a multidisciplinary approach;

1 Collect data with a view to critically analysing and

auditing the centre;

1 Link with patient support groups and promote

education and information sharing for women with

endometriosis about the condition and its

management;

Promote education for fellow specialists and GPs;

Promote and undertake research into endometriosis;

= =4 =9

Foster national and international collaborations with
other CoEs.

In order to achieve these goals the following services
need to be available (See Table 1 for summary; the lists
have been stratified in order to see how a CoE can
evolve as expertise and facilities improve).

Essential components of a centre of excellence

An adequate case mix is important to allow a centre to
gain experience, maintain skills and offer training. There
may be considerable variation in complexity of surgical
cases as well as different patient need regarding fertility
or pain control.

Case frequency is a reflection of the level of
specialisation of the centre and in the case of a single
practitioner there need to be adequate case numbers to
justify a CoE. The BSGE has defined this as at least 12
rectovaginal nodules per year. Other specialists may view
this as less relevant to their practice but still consider
their service to be a CoE.

It would be expected that a CoE would offer a
laparoscopic approach to surgery as the default
approach as there are clear and well known advantages
over laparotomy.

Collaboration with a colorectal surgeon with an interest
in endometriosis and preferably the training and
experience to operate laparoscopically is an essential part
of any CoE.

The nature and complexity of the surgical procedures
mandate a dedicated theatre team in order to provide
consistent and safe outcomes.

The importance of audit and the relevant audit tools has
already been discussed above.

Preferable components of a centre of excellence

As the attributes of a CoE become more closely defined
and accepted it will be important to be involved in an
accreditation process that recognises and gives
legitimacy to the individual centre. This process is likely
to vary between territories but eventually this will
become an essential rather than preferable component
of a CoE.

The role of the specialist nurse is of great value to a
centre of excellence. Their role may vary in different
settings including involvement in patient education;
assisting surgery and patient follow up.

In the author’s view there are real advantages to having
two or more gynaecological surgeons involved in a CoE.
This allows for sharing of knowledge and skills, the
ability to discuss complex patients regularly and provide
cover for weekends, nights and holidays which may
otherwise be lacking in some settings. A range of other
multi-disciplinary specialists can be included in a CoE.
In particular a urologist for cases with ureteric
involvement and often hydronephrosis. Again, many
practitioners will be happy to proceed with these
procedures but in a setting where a urologist is available
it is prudent for the urologist to be involved in the re-
anastomosis or re-implantation of a ureter.

Pain specialists or a formal pain team have a very
specialised perspective on pain management and can be
highly valuable in the more challenging cases.

The link with patient support groups is highly valued by
many patients. The focus of patient support groups
clearly varies in different territories and it is important
that the CoE has a constructive and mutual
understanding of the service that is available and vice
versa.

In our practice we also have direct links to a
physiotherapist who specializes in women’s health, a
psychologist with a similar focus, a dietician and a highly
experienced endometriosis patient educator who fulfils
the role of a specialist nurse in our setting.

Desirable components of a centre of excellence
Surgical equipment is an important part of surgical
treatment of endometriosis and although no specific
equipment is necessary the development of the
integrated digital laparoscopic theatres has enhanced the
ergonomics of laparoscopic surgery and the ability to
document procedures. In some settings there are
significant constraints on operating time.

If an institution is able to facilitate long complex
procedures with relative ease this is beneficial.
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For many women with endometriosis fertility is a very
important component of their treatment and it is
desirable for one or more of the gynaecologists in the
CoE to have involvement with tertiary fertility services
which would allow seamless transfer or integration into
those services.

Research is an important part of the development of the
specialty and should be considered to be a highly
desirable component of a CoE. The evidence base of
endometriosis management is growing but there remain
many unanswered questions and it is reasonable to
expect CoEs to contribute to the published literature in
this field.

Although there are no randomised controlled trials to
show that complementary therapies are beneficial there
are many individual studies of less exacting design
suggesting benefit from complementary therapies, which
should be considered and offered through a CoE if
appropriate.

Conclusion

The concept of a centre of excellence for endometriosis
is valid and as formal criteria and accreditation are
established it is hoped that the goal of improved
outcomes for women with endometriosis will be
achieved.

Table 1: Components of an Endometriosis Centre of Excellence

Essential Adequate case mix

Adequate frequency of complex cases
Colorectal surgeon

Dedicated theatre team

Audit and risk management process
Evidence based approach

Preferable

Accreditation

Links with patient support groups
Specialist nurses

More than one gynaecological surgeon
Pain Team

Urologist

Specialist physiotherapist

Specialist psychologist

Desirable

Close ties with tertiary fertility services
Links with other CoEs

Digital operating theatre environment
Research focus

Run training courses and demonstrate
surgery

Able to train future specialists

Links with complementary therapists
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WORLD CONGRESS ON ENDOMETRIOSIS 2011 - UPDATE

Towards excellence!
by Bernard Hédon, WCE 2011 President

As the grape harvest is in full flow it is time to provide you all with an update of the progress
we are making for WCE 2011.

Over the summer we have finalised the draft programme for WCE 2011, where we will
focus on the following topics:

 Environmental influences A new classification for endometriosis
1 Deep endomettiosis I Cancer and endometriosis
 Prevention of recurrence I The endometrium

1 Doctots and patients communicating 1  Pain and pain mechanisms

1 Impact and predictability T Quality of life and sexuality

1 Micro-RNA regulated pathways 1 Infertlity

1 Pregnancy 1 Early diagnosis and screening

I  The -omics 1 Late breaking research....

Speakers have been invited, and we will be producing our 2°d announcement this autumn with calls for abstracts under the
headings listed above.

We’re excited about the programme. We’re excited about the speakers, and we’re excited to welcome you to Montpellier on
4 — 7 September 2011 to move science and clinical practice towards excellence ...and to invite you to sample everything that

our town has to offer: the cuisine, the wines, the beaches, the culture!

Keep up to date at: www.wce2011l.com

CONGRESS UPDATES

300 participants gather in Rome for the 1st Consensus Conference on Deep

Endometriosis
by Catlo De Cicco MD

DEEPENDOMET

www.deependometriosis.com
R

RIOS|S  The Department of Obstetrics and Gynaecology at the Catholic University of Rome
- hosted the 1st Consensus Conference on Deep Endometriosis from 22 to 24 April this
year. Organised by Professor Fiorenzo De Cicco, the aim of the conference was to address
the quality of life of women suffering from deep endometriosis, in terms of social and
surgical aspects.

&

]
£
=)

.-

&

The conference was divided into three main sections:

1. the Symposium,
2. the Consensus Conference, and
3. Live Surgery.

The Symposium, held on the first day, put together physicians, politicians, economists and representatives of women
affected by endometriosis. The discussion focused on the importance of recognising the high social and health impact of the
disease, and on the neced to identify adequate diagnostic and care pathways. It called for raising awareness at a higher
governmental level in order to promote public policies on endometriosis based on international guidelines.

During the Consensus Conference itself, which was the scientific core of the congress, a series of constructive debates
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identified a number of issues to be addressed, some of which the participants were mostly in agreement with, and others
which are still open to debate. The latter include in particular the management of complications and medico-legal issues in
the management of deep endometriosis.

Two particular highlights were agreement that the surgeon’s experience is vital, not only in the clinical diagnosis and surgical
treatment, but also when it comes to diagnostic investigations, the role of less radical surgery in selected cases, and the
importance of multi-disciplinary collaboration for the management of complications.

Finally, there was consensus that there is a need for the development of an agreed format for Informed Consent, which
should include information of all the potential treatments and procedures, the overall and specific risk of complications, as
well as as much information as possible on the potential success rate of the procedures in terms of resolution of pain and
fertility.

The live surgery, on the final day, fuelled the discussion of the different approaches to deep endometriosis treatment,
including anatomic landmarks, technical notes, and fertility issues. Professor Philippe Koninckx and Professor Jorg
Keckstein performed four amazing procedures demonstrating to the audience the ‘cutting edge’ of laparoscopic excision of
deep endometriotic nodules.

The fact that 300 participants attended this conference confirms the big interest in endometriosis within the scientific
community. The Catholic University of Rome is looking forward to continued international collaboration within the field of
clinical and scientific research, and not least: optimal care for those with endometriosis.

All presentations, including the surgeries, ate available online through the website www.deependometriosis.com

Interviews with a number of patticipants can be viewed here: http://www.infostream.it//web/consensus/giornol

{
’ow ‘ V

Some of the coordinators and contributors with the congtess president, Professor Fiorenzo De Cicco, seated centre

COMMENTS and DEBATE

We welcome your input!

The e-Journal is a key medium for WES members to “stay in touch” in between the world congresses. We wish to
encourage everyone to feed back with their comments to articles published in the e-Journal — to share their opinions and
experiences, so that results can continuously be built upon to further our cause. Debate is healthy, so don’t be shy!

You contribution can be sent to the editor at: ejournal-editor@endometriosis.org

The deadline for the next issue is 1 October 2009.
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