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PREFACE

Hello,
We are here with you again with our 19" issue.
You can find the newest updates on endometriosis and adenomyosis here in this bulletin.

In this issue, we included the abstracts of studies on the coexistence of endometriosis and polycystic ovarian syndrome, the
incidence of malignant melanoma in endometriosis patients, the reasons for discontinuation of Dienogest treatment for
endometriosis, the frequency of appendiceal involvement in endometriosis, and the relationship between endometriosis and
obesity.

During the summer, we took a break from our live webinar meetings and Instagram live sessions. Hereby we inform you that we
will continue these meetings from where we left off with experienced scholars in the upcoming months.

The webinar series organized by European Endometriosis League continued during July, August and September with valuable
presentations by Simone Ferrero, Philippe Koninckx and Paolo Vercellini. The webinar series will continue with monthly
presentations until the end of the year. You can find the monthly webinar program for 2021 in our bulletin.

We are very proud to announce that the founding president of our society, Engin Oral, has been nominated for the vice
presidency of American Society of Reproductive Medicine Endometriosis Subgroup. We congratulate him for this achievement,
which also sets an example for our young colleagues. In addition, we congratulate the president of our society Taner Usta, for
joining the advisory board of the European Society of Gynecological Endoscopy.

On 26-27 November 2021, ‘Workshop on Uterine Benign Disorders’ will be held by our society in Istanbul, in which current
diagnosis and treatment approaches will be discussed and live surgery sessions will be held. For the limited registration, you can

visit www.uterusunselimhastaliklari.org.

In our next issue we hope to share new updates on endometriosis and adenomyosis.

Best regards,

Board Members of Turkish Endometriosis & Adenomyosis Society

www.endometriozis.org
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Turkish Endometriosis & Adenomyosis Society Board of Directors
2019-2022

[Prasident) {vice Presidant) b

= |Secratary Generol)
Prof. Taner Usta, Prof. Umit Prof. Ahmet Kale,
MD inceboz, MD MD

{ Tranauier) [Fourding Fresideni & | Boord Member) [Boord Member]
Assoc. Prof. Pinar Baard Mamoer Aszoc. Prof. Hale Assoc. Prof. Cihon
Yaigin Bahat, MD Prof. Engin Oral, MD  gagseverGelik, MD  Keya, MD

Endometriosis e-bulletin is prepared by Turkish Endometriosis & Adenomyosis Society. If there are any topics
that you would like us to include in the bulletin or any questions you would like to ask, you can contact us via e-
mail at drcihankaya@gmail.com.

New Address: Osmanaga Mah. Osmancik Sok. Betul Han No 9/4 Kadikoy, Istanbul/TURKEY

E-mail: info@endometriozisdernegi.org

www.endometriozis.org
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/A SELECTED ARTICLES

The Formidable yet Unresolved Interplay between Endometriosis

and Obesity

Fantelis A, Machairiotis N, Lapatsanic OF, ScientificiWoridlournal. 2031 Apr 20; 2021 6653677

Absbrat

Qnesity and endometmiosis are o Wery comman entitias, wat
there & uncertainty on their sact refationshin  Observatiorsal
stdied hive repeadedly shown an inverse cormelation between
endometriodi: and & low body rmass Indes (BAMIL Howewer, obesity
does not protect agalnst endometriosis and on the cantrary an
ncrgased Bhl may load to more severs forms. of the deease,
Besides, BV s 0ol stcurae o all cees of plesity, Conssguenily,
other anthropomettsc and phenamic traits have besn sfedied,
incleding body adiposity confent, ac well as the wffect af BMI eaily
in life on the manifestation of endometiasis in adufthocd. Sama
stidies have shown that the ghenotyple wverse correlaton
beteeen the two entifies has a genetic background; howeyer,
atkwrs hawe indicated that cestsin pobyreorphisms ard linked with
endomeatriosic in females with Increazed BEMIL The adwveat af
meelabodic bariauic Surpery grid paerpnent research have led e s
EMargence of bipmolecistes that may be pivptal in o penderstanding
the pathophysiolegical interection of the teo antitics, especially
In thie eontenct of angioganesis and inflammatian. Futune resasrch

Endometriosis and polycystic
disorders

shudd facus on three abjedtives: detection and interpretation of
ohegity-ralated  beoamarkers  n enperimental models  with
ardamal riosis; |||1e-§ra1'lnn of endormerriass-related gQuerias Ineo
bawialric  registries;  ard  multidisciplinery  approach  and
callabarapan amang igealids.

ovary syndrome are diametric

Dinsdake ML, Crespl Bl Evel Appl. 2021 Moy 14:1407):1823-1715.

Abstract

Beplutiorary amd comparste aparoaches can yiekd novel insights
into human adapiation and diseage. Endometriasis and palyorstc
avary syndroane [PCOE) eech alfecl wp 1o 10% of women ard
significantly reduce ke Aeaith, fertility, and quelity of life of thoeae
ected,

PCOS andd endometrosis have vet to be corsiderad a5 related 1o
one argther, althoagh both condifions involee alterations 1o
prenatad testostercne levels and atypical functioning of the
ypothalamic—pituitary-gonadal (HPG| 3xE. Here, we propode
and evaluate the novel Fypothesis that endosmetriosts and PDOS
mepresenl exweme  and diamesri (epgpesiie] owucomes of
sarlation  In HPG  axis  dewelopmest  and  actweity,  with
endometricsis madiated in notable part by low peenatal and
posinatal festosterane, while PCOS it mediated by high prenatal
testnaterane. This diametric disorder hypathesis predicts thae, far
characteristcs shaped by the HPG asis, indudirg hormaonal
profiles, repraductrve phwsinlogy life-Hstory frafts, and  baody
moephelogy, women with PCOS and womun with endometnoss
will ranifest apposite phenotypes, To evaluate these predictons,
we review and synthesice esting evidence frorn developmental
hinlegy, erdocrinpiogy, physicdary, life history, nnd epidemiolagy.
The Fypothest of diametric phenotypes between endomelrniosk
#nd POOS b5 stromgly supporied across these diverse fialos of
mesparch, Furthermene, the cortrasis betwesn endemetrmsts and
PCOS In hamans parzllel differences amang nonhiuman asimals in

www.endometriozis.org

effects of low versus high grenatal esostersne on lemala
repreductiee  traets. Thess findings suggest that PCDS and
endomotriosis reprasent maladaptive extremas of both femala
liteshistary vartation and supression of seaually dimarphic femaks
reproductive  traits. The diametnc disonder  hypothesis far
enoarmetriozs ard PODS pravides novel, unifying, proximats, and
evalutionary explanaticns for endometriesis risk, synthesizes
diversa lines of ressach concerming tha twa most common
female reproductise disorders, and generates future avenoes of
reseanch far improving the quality of like and health of women.

Keyannds: apopenifal distance, sporstrines, falliculogenesis,
POMCYSTIC OVany SyNOnome, IEsiosierone
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Appendectomy in the surgical management of women with

endometriosis and pelvic pain

Ross WT, Chu A, LUl L, Kunselman AR, Harkim G, Deimling TA, Benton AS, Int J Gynoecol Oostet. 2021

Sep:150{1):5256-531.
Abstract

Objective: To evaluste tha mle of eppendectomy In surglcal
exciion of endometrioss and 10 355855 Domplications associated
with appendectamy.

Mathods: Patrorpectwae  shady  of  women undergaing
appendectomy for pelvic pain amdior endometriosis during o
primary gyneologlc orocecurs

Results: Record rimgew was performed foe G0S women wha
ungersenl appendectomy Between 2003 and 2009 for pelec
paEn |:E.9'?l'i-. A GIAY, stage -l endorretriozi (63, 7%, 358600, o
srape  N-  erdometiosis  (20,4%, 170508 Appendceal
endometricsis JAppE) was prasent 0 14.9% (915608); 4%
without erdometrinsis (142, reference group), 7,0% with stage |-
Il gndometriosis (277383, edds ratio [OR] 3,08, 25% confidznce
irteyal |CI] 0412311, P = 0278}, and 35.2% with stage [R-1Y¥
endometriosis (63,170, OA 22,24, 95% 0 2.99-165.40, P = 0002},
AppE was sgnifianily assooianed with endometrioss gresent in
ather lecabons (OF 527, 95% O 26651043, F < 0.001). The
predicted probability of identifving AppE ranged fram 6% with @
postive endometricais sites W 56X when 4 or mare sibes were
identified. There were no cormnplicaions related o the
performance of an appendectommy

Condusion: ‘Women with chrorec  pelvic  pain andfor
endometriosis hewe an Increased sk of AppE. Modern
appendectomy at the time of gynecologic swgery i sabe, with ng
amodated complicatanc In this sudy. Owr Andings suppart the
comsidedatson of apoenceciomy & parl of the comarehenasme
suFgical management of sndmmerriosis

Koywords: appendiceal endomefriasis; henlgn hyemerectnimy;
chiranic  pelvic pain; coincidental appendectonry;  minimally
ivastve gynecalogic surgary,

Risk factors for non-response and discontinuation of Dienogest in
endometriosis patients: A cohort study

Mbrglanakis K, Vaineaw C, Agliat L, McKinnon B, Gasparrl WL, Musier MO Acta Obstet Gynedool Scand. 2031

Lo D00 E):30-40.
Alsstract

Intreducthon: Progesting are commonly prescribed frt-line trsgs
for endometriosis. High rates of non-resporse and intolerarce 1o
these drugs hawve beon previcusly reported. Howeser, no study ta
date has investigated the charactenstics and comerbidities of
patments Taing pro@esiins. |n relation to treafment autoomes, 50
identifying which pabienis will raspond o or tolerate the
treatment is corrently impossible. The purpase of this study,
thenefore, was o dentify risk factors for pon-risponss and
discondmuation af  Dienogest  (DNG)  In women  with
ervdomeelricsis,

Material and methods: This =3 rerrospecmiee onhort study
incluging women curranthy taking. ar newly prescribed, DNG e
endametrioii-amsecated pain presensing in the Endametiasis
Clinic of the University Hosaital of Besn bebwaen January 2017
and Mgy 008 Wornen with inidaton of reatment directly after
surgery for endometnosis weng pecleded. For all participants the
symatoms and comorbhdities ware documented. Effectiveness,
talerability and decontineation of BHE were the primary end
pairts. Univisiate aad multeariate hinary lagiste ragressan
micdiels were carmied out 1o identify risk facters for nor-response,
intolerance and discontinaaton of DG,

www.endometriozis.org

& cufficient or exscelent treatmant

Reguite: TEEANNGE WAL
reportad by 85115 [B8%] parficipants. Genita?! bleeding during
the DMG treatrment was negatieeby (OF DL1E% 95% O 0,056-
QUELD, P = D06} and rASRM endametrioss stages 10 and 1V wens
positvely [OR 3.B76, 95% ¢ L202-12.458, P = .EII3:I comraizted
with the DNSG response. 'When accounting for escusiveby
pretreatrment factors, prmary dysmenorches (DR 0,230, 95% O
G.090-0.615, P= 003} and suzpicicn of adenomyosis [OR 0.347,
SR 01 0U135-0.854, P = 028) were irmveroehy corredated with DG
regparge and fhe  fatker was aks porelabed with treatrem
discontnuation (Of 3 189, 95% O 1.247-E.153, F = 015},
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Concheslons: Ganital bleeding durng the DNG sraatment and low
rAGRM staps amn independent risd fBactors for DNG non-response,
Before treatment imtiation, primary dysmenorrhea and suspicion
of adesomimis cormefate with DRG pon-respanse. The mesols
gould assist the clincian first Lo provide detailed information o
women before trestment Witistbon, second too identify and
possibly modify In-therapy factors correlated to Treatment
eficctiveness and lasily o switch treatment on fimse if needed,

Kennweords: Dienogest, endomatriogds; hormonal trestment;
miedical reatmeny; progesting progesbn-only @il response side
effeis.

Risk of melanoma in women with endometriosis: A Scottish

national cohort study

Saraswal L, yansina D, Cooper KG, Bhattacharya 5. Edr | Cbstet Gynecol Beprod Bial, 2021 Feb, 257 144-14E.

Absiract

Dbjective: To cxalore the risk of melanoma in woman with
Enametriosk,

Study design: A retrospectes cohort siudy using Soottish national
populaton-based dats wae corducted The study composed
281,937 women with nearly 5 milkon-person wears [4.923,620) of
folltw up from 1881 to 2010, 17,832 women with & new sungical
diggnasis of endometriosis were compared with E3,303 wamen
with: no evedence of endommetriosis at lapasrostopy. 162,965
women who underwant laparoscopic sterlisation and 17,834 age-
matched women freen she general populaton o determine the
rak of melanorma. Cox proportional hazerd: regremsion was uwsed
ta eabeulate Srude and adjusted Hasards cafes with 95 %
Confidence [ntanals.

Results: Women with endometrioss had a significamtiy highar risk
all melanama when somgarad b wamen with no evidence of
endometriosis at laparoscopy (AR 159, B5 % O 1.19-2.13),
women whi had underpore l3paroscopic sterlisation (HA LB,
a5 % 0 13924900 and sge-matghed women from the general
population (HA 1.6, 65 X 0 1.08.2.45).

www.endometriozis.org

Condusion: & diasgnotis of endormetriosis was aisociated with an
increaged fick. of devsdoping melamoma ampanad 19 those
withowt endometriosis. These fingings highlight the need for
further research to explora shared pathways in the pathozenesis

of the two conditions. & i fmpostant to atknowdedge that the
abgalite increace in the sk of melanoma in owoereen with

endomelriosia remains ow, which shoukd be considered when
oaurselng women,

Kenpawnirds: Endamatrioeis; kelanama; Sharad riee factore.
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NEWS FROM OUR SOCIETY
PAST ACTIVITIES

Workshop on Uterine Benign Disorders 2021

Following the suspension of the face-to-face meetings due to the pandemic, the Workshop on
Uterine Benign Disorders, which is organized by Prof Dr Taner Usta and Prof Dr Engin Oral at
Acibadem Altunizade Hospital in Istanbul on 26-27 November, 2021 will be held on site. Live
surgeries are planned as a part of this workshop. Members of the board of directors of our

society and experienced physicians both natioal and international interested in the subject will
be present at the workshop.

For registration and detailed program, visit http://uterusunselimhastaliklari.org/tr/

VORKSHOP
NERINE
BENICN DISORDERS
2021

HYBRID (¢ WORKSHOP

November 26-27. 2021

Acibaders &ltunizade | fosgaita Conlerepoe Hall

Workshop Chairs: Dr. Taner Usta, Dr. Engln Oral

Participation o hmited With quota

ALIEADEM
AL IDE FULSLITRSE

www.endometriozis.org 9
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C NEWS FROM THE WORLD OF ENDOMETRIOSIS

EEL WEBINAR Program 2021

European Endometriosis League (EEL) Webinar programs continued in 2021 as wel|

PROGRAMME

THI ROLE OF CLASEIFICATION OF ENDOWE TRION
FlDad - AiRkd Td slpPisae Thl COMBMGN LARGULGE FOE
BIAGHORTICY ARD TREATHENT

COMPICATIONS OF DE SUESImY
| Bl by g —r

APPROACH TO MIRVE SPARING RATHCAL PELYIC SURGERY
VT ROASCRME WHY  THI AMNATORMY &N T IURNGICAL
APPROACH

MAVICGATION M THE LABYNIMTH OF PARSKMITRIAL
INDORETEIONS: FROM ACCURATE DIACMOLIE TO PROPIR
SLEGIEAL MANACERMENT

ADEMNOMYORIL-ALSOCIATED IRFERTILITY

DEEP ERDOMITRIOE SURGERY, 0 FRIFPARED FO® THI
CHALLINGE

ne Earre talw
UPDATE 1N HORMORAL TREATMINT OF DELP
IHGDMITRIONIE

GEMETIC - DRIGE 8 TIC PATHOPHYLIOL0EY OF

IO TRIORIE

INDOMETRIOLIE AND OVARIAN CANCER

TURGERY O IWF FOR TNDOMETRIDSIS-AELATED INFERTILATY!

www.endometriozis.org
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In the EEL webinar held in July, Dr. Simone Ferrero explained hormone treatment in deep
endometriosis with the title "Update in hormona! treatment of deep endometriosis”

EEL WEBINARS

Simone Ferrero, MD

=
s

UPDATE IN H[lRM(:N.-tL y
OF '
DEEP ENDOMETRIOSIS

Moderator: Andrew Hormme MD..) PhD

[ DATE: 13 JULY 2021

M TG M O

W LN I|'I'|-.II'III. [rchsl s, Ciovm

12@ GEDEON RICHTER

% i Eurtpaan
| Epalnme fiouis

www.endometriozis.org 11
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The EEL webinar "Genetic-epigenetic pathophysiology of endometriasis ", which was held in

August, was presented by Dr. Fhilippe Koninckx, aone of the leading namas in endomeatriosis.

EEL WEBINARS

Philippe Koninckx MD., PhD

GENETIC-EPIGEN '

PATHOPHYSIOLOGY O

E-N[H_l:"'h"*‘.TR[UH[H_ A

Moderator; Steven Young MD,,'PhD
EDATE : 17 AUGUST 2021

1A N PM CE

p\ Serepen %{ifmux RICHTER

www.endometriozis.org
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EEL webinar series continued in September with a comprehensive presentation titled as
"Endoametriosis and ovarian cancer” and presanted by Dr. Paola Vercallini.

EEL WEBINARS

_ENDOMETRIOSIS
OVARIAN CANCER

Moderator: Marina Kvaskoft, PhD

[l DATE ; 14 SEPTEMBER 2021

TIME: 7.00 PM CE1

live.curoendometriosis.com

A Semean 12@ GEDEON RICHTER

&5 a part of the FEL webinar program, which is planned to be held every month, internaticnal
physicians experienced in endametriosis will share their knowledge on different subjects.

For more information, wvisit httpsy/www.endometriosis-league.eu/home or follow the
European Endometriosis League or Euro Endo League accounts on social media.

www.endometriozis.org 13
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ACE 2020

FI LONKO — ~ 28" to 30® October 202

The 9 Asian Endometriosis Congress, which is planned to be organized together by the 3ri
Lanka Endometriosis Association and the Asian Endometriasis and Adenomyoasis Association,
will be held on 28-30 October, 2021 due to the pandemic. From our country, our founding
president, Prof Engin Oral, MD and Prof. Kutay Biberoglu, MD will contribute to the scientific
program of the congress with the topic "Endometriosis after the age of 40" and "Endometriosis-
related infertility management" and "Dienogest in endometriosis-related pain" respectively.

&" EEC - France

RO SANITRE
REARDHS
THE COMGRESS
1& POSTPONED !
SAVE THE
NEW DATE

BEI FED EAUJ’-’. FRANCE

The 6 European Endometriosis Congress, which is planned to be held in Bordeaux, France in
Cecember this year, has been postponed to 16-17 June 2022,

www.endometriozis.org 14
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AAGL 2021

NG 2021

The 50" Global Minimally Invasive Gynecological Surgery (MIG5) Congress, organized by AAGL,
will be held on 14-17 Novemnber 2021 in Austin Texas, USA,

SEUD 2021
7™ CONGRESS

OF THE SOCSETY OF ENDOMETRIOSIS
AND UTERINE DISORDERS

DECEMBER, 9-11

Stockholm, Swaden

ERID EDITON il
ORSITEOR WATCH OMLINE!

£

UPDATE ON ENDOMETRIOSIS AND UTERINE DISORDERS:
DISPELLING MYTHS, REMOVING STIGMA

The 7" Congress of Endometrinsis and Uterine Pathologies is planned to be held in Stockholm,
Sweden in Decamber this year

FIGO 2021

‘a

uJ{ TOBER 2021
Y DNET AUSTRALIA

Sa OF GYMEC I:IG"'-’HT.ICIHFITHIICS-

The Warld Congress of Gynecology and Obstetrics (FIGO) |s scheduled to be held in Sydney,
Australia in October this YEar,

www.endometriozis.org 15
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D INTERVIEW WITH AN ‘ENDO SPECIALIST’

A Short Curriculum Vitae

Deborah Bush MNZM Q5M is the co-founder and chief
executive of Endometriosis New Zealand. She is also the
founder and director of Endometriosis and Pelvic Pain
[EFP) Coaching and Consulting. She is a board trustee of
World Endometriosis Society (WES) and the founding
Principal of the World Endometriosis Organizations (WED).
Deborah Bush developed the world's first Menstrual
Health and Endometriosis me® program for schools in
1997, which has significantly influenced early recognition
of symptoms and timely intervention in adolescents in
Deborah Bush Mew Zealand. Her private practice EPP Coaching and
Interviewer: Fitnat Topbay Sebeubi, MD 0, 1Hnp integrates into four treatment centers offering
multi-disciplinary expertise in New Zealand and focuses on
education and evidence-based lifestyle management
options and well-health coaching to nurture wellbeing.

Turkizh Endometriosis & Adenomyosis Society [EAD]: Todoy we will interview Deboroh Bush from New Zealand. Thank you
feir mgrasdng b oo this inderuiew with aisr eochety,

Deborah Bush: Helle Fitnat, thank yeu for irviting mee o thas interview, it is a pleasure to
B with v

EAD: Could you tell us sbout yourself ard how you becams Imvobeed In endometriosis!

D&: | am a heakh professhanal imvclved with endametrioss. | =3y health grofessioral, bet | come from a totally difarent
bathground tham a dinidan or a resesscher. By interest inendometrioss arose when | was diagresed with the disease in 19485, |
hiawe a teaching depres and Lesters in the pecforming ars. At the time, | was teaching secondary schoal and rusnicg my aam
spesch, drama and media training sludo and dance acadenry. When | was diagnoset with endametriosis no one seamed (o
know what 10 do or how Bo treat it In those days, it wasn't 35 appropriate 1o talk about your story pubScly, 5o, | met two other
professioral women, who weng #lsg rgrently diagnosed with endomotriosis. We all had the same expariences of not being
brelieved and lobbed off in care. We articufsied owr concerns and kiew something needed o be done. We established The New
Teaam] Endometsiosls Foundation, fater operating as Endomelrios Mew Zealand. Fod me having endomerrios: was the
catafysl thet sparked rvy interest in women's healih ard endomeiriosis. We ran public seminars threughoul Mew Zesland Tor &
yaars. From thoge seminarg it becama claar to me that this wasa"ta white women's caraer diseasa’ ke the aaicls b the Time
miagazing reparted. In fact, it was ciear that this diseass sartad very young and didn't dscriminate on amy grounds. Hearing the
hurdreds of sories and facling the desperation of those suffering and their family members, | knew that | could m5e my areas of
expErtise to start influencing change. Then, in 1997 | started 1o think about edikating adalescents and began planning Lhe
Menstreal Health and Endometriosic [me®] program. | wed the NT curriculum to et stendarcs, held focus groups with
teenagars o 355e5s knowledge and nead, managed to find 3 group of students willing to design the first hand coay resownces and
plicted the program in a few Iocal schopds who were wiling 10 give i@ gof  Endometricss was wirtsally snheard of amongss
colieagues, friends ard the community in general. The program was relatable, engagng and fun and the first pikot was wery well
received. During the pifat trals in 1597 and 1958, | reviewed ard evaluated each sessicn and used fecdback from the evahmatian
farmis b edit ard make changes. | kapt theos retards m o noteboak — pas, papes and penl 11 was clear e sare amany girl in
Syery Ses5ion fxperiencing dreadful pedod pain 2nd other symptoms such 38 lower back pain and bowel swnploms,  Somme
reported that they were off school every month, | was proud of the resources being developed and drapped these off to youth
health dinics. Some schaok sepamated the grs and boys but now af course it reaches all genders.

Wie 315D ran programs sdongsice me™ which we shamen amonpst the threa of us. We assiEied women [0 navigate thelr way
mrough the health system and listened wx and validated thedr stories and deseloped resouices 1o help them cope. W weren't
ahways popular with the medical profassionals and we accasiaonally receivad ride and nnecestary comments. Howeser, a small
group of ggracadogists who had 2 speclal interact &n endometricss supportad w snd our work
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In the late 1990s | decided to develop a career specializing in endometriosis from a completely different perspective. There was
no job to apply for and certainly no money but we did have a charitable trust by that stage and | had a set of very unique skills. |
was very conversant and comfortable working with people from a variety of backgrounds. | began contacting government
officials; clinicians; health professionals and of course we worked daily with all those with endometriosis and their families.
More than that though, the three of us had passion, drive and determination to influence change and improve the situation for
those with endo. It has never made sense to me why endometriosis was never important, why women were dismissed, not
listened to, fobbed off with silly unfounded comments from health professionals and health decision makers and isolated
because of societal attitudes. | knew the suffering was immense and my own story was far behind me. Sadly, Joan Moultrie RN,
co-founder of ENZ, passed away in 1997 of ovarian cancer. She was still young, never got to meet her grandchildren and suffered
miserably (though was very stoic) with stage IV endometriosis and severe endometrioma — the type which can cause ovarian
cancer. In her final days as | sat with her, she urged me to continue with my work. | promised.

In 2001 | started my own private practice called Endometriosis and Pelvic Pain (EPP) Coaching and Consulting - a well-health
coaching clinic to nurture well-being. It now runs in four NZ Endometriosis Centres of Expertise as part of a multi-disciplinary
approach to care. Gynaecologists in those clinics refer their patients to me. | started seeing my Auckland patients by Zoom in
2020 because of Covid-19 lockdown and | have a clinic at Oxford Women'’s Health in Christchurch every week. This is separate to
being CEO of Endometriosis New Zealand though | have transferred the learning from my private practice to develop more ENZ
services such as EndoHelp and workplace programs and accept speaking engagements to CME meetings and academic
conferences. | established an ENZ advisory Board known as ESIG (Endometriosis Special Interest Group) which ensures that we
provide medically responsible expertise and knowledge to those we represent. | would like to further the expansion of the
workplace wellness program (WISE) which runs under the banner of Endometriosis New Zealand and our beautiful dance
program promoting exercise as the best non-drug treatment for pain (endorsed by the Royal New Zealand Ballet).

In 2017 | set up the World Endometriosis Organisations (WEQ) to be the global Organisation representing those with
endometriosis, adenomyosis and pelvic pain. It seemed inequitable that researchers, doctors and specialists have their
representative societies and medical colleges, but where was that association for patients? This was an area sadly lacking given
the prevalence of endometriosis world-wide and the degree of misinformation, misunderstanding, absence of country specific
Clinical Guidelines and the fact that many of those with endo, adeno and pelvic pain still get such a raw deal in our health
systems. Each WEO member organisation must be a Registered Charitable Trust or Society in their own country and approved
by a wonderful global Steering Committee. | want to grow WEO and ensure that it has good representation to influence global
change. There is much to be done.

I love writing and when Dr Susan Evans, Adelaide Australia, invited me to contribute to her book ‘Endometriosis and Pelvic Pain’,
| jumped at the chance. The book is fabulous and has helped so many patients. | have gifted royalties from sales of the book in
NZ to Endometriosis New Zealand. Early recognition of symptoms and timely intervention for endometriosis is vital for change
and | am now ready to launch ‘me® online’. This is timely also with so many students now learning from home and engaging
more in eLearning due to the global pandemic. The aim is for the program to be place based, agile and personalised and
available to everyone in schools and at home. It’s also a very cost-effective way of reaching a larger audience.

In essence, my career has been based on good ideas because it’s the right thing to do and then making it happen. It’s always
vital to me that any new program or service | initiate, is medically responsible, part of a wider vision from Endometriosis New
Zealand and the World Endometriosis Society and true to our Trust Deed. When | was teaching, | always saw a topic or learning
holistically and that is the way | work now, integrating our services and programs into the big picture and vision to benefit all.

My career was sparked by having endometriosis, but | never told my story. | think it is irrelevant to the many stories that | have
heard over the years and continue to hear today. My career was never based on my story, but rather on the 200 million stories
of often avoidable suffering, despair and pain. That’s what resonates with me. What makes my blood boil is that girls and
women with endometriosis are often marginalised, discriminated against and fobbed off and the disease, despite it being a
major life-altering public health issue, is not given priority by our health decision makers. That has never made sense to me. So,
in 2015, despite being rejected multiple times by the NZ Government, | presented the case again to government and established
a Task Force with our Ministry of Health, Medical Colleges and patients to develop the Clinical Pathway on the Treatment and
Management of Endometriosis in New Zealand. That was launched in the New Zealand Parliament on March 2, 2020. | am
working with the Ministry to ensure the Clinical Pathway is implemented to improve health outcomes for those with
endometriosis in New Zealand. | am experiencing some resistance making headway because of Covid-19 taking precedence. We
all understand this, but endometriosis does not stop disrupting the lives of millions for a pandemic. | am totally committed to
implementing the Clinical Pathway. | front the media campaigns we have run with consistent strong messages and | am still very
passionate and enthusiastic about my work and new ideas.

I am now involved in multiple research studies that fit with our vision, as making headway and progress is challenging without
robust published data and evidence. | am thoroughly enjoying working with research teams and making a contribution to the
literature.
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EAD: Let’s go back to the education program you initiated in 1997. Could you tell us more about the program and how it is
going right now?

DB: It is referred to as the me® program (menstrual health and endometriosis) and it has been operating for 23 years in areas of
New Zealand where we have secured funding. It has also been trialed successfully in Mumbai and South Australia and we are
waiting for the trial results from British Columbia. It is the only education program of its type in the world which is published in
the medical literature (ANZJOG 2017). Data from the published research from the me® program shows 27% of secondary school
aged girls are off school every or most months with severe dysmenorrhea. The me® program is evaluated regularly to ensure it
is medically responsible and accurate and is meeting current educational developments and student needs in different settings.
I am always keen to know if the program translates into the clinical setting. | mean, are we actually seeing more young people
presenting with symptoms suspicious of endometriosis? From my own experience through EPP (Endometriosis and Pelvic Pain)
Coaching, | can say this is the case. My records show that in 2001, 12% of the patients referred to me by gynaecologists were
under the age of 20, whereas at the end of 2019 this number had escalated to 62% following a growth trend year by year. All
had a confirmed laparoscopic diagnosis of endometriosis with 49% having stage | disease. When | asked them how they first
knew they might have endometriosis they said that they heard the me® program at school and from there, discussed it at home
and sought review with their doctors. | do recognise that it is a biased cohort in that these data are from a private tertiary
center. Nonetheless, | believe that the me® program allows for early recognition of symptoms and early intervention. It really is
the only preventative tool we have. By intervening and diagnosing early we can at least improve quality of life, nurture their
well-being and monitor them to adulthood, to avoid the possibility of their future fertility being compromised down the track if
that is their wish.

EAD: So, do you believe that you were able to reach young women/adolescents from different parts of New Zealand with this
program and it was a nationwide success?

DB: The me® program is funded by philanthropic funds and therefore we are somewhat restricted. However, the program has
now reached hundreds of thousands of students over two decades so we are seeing a much larger number of young people
presenting with symptoms. What we must do is also ensure they are able to access the care they need in a timely manner. It’s
essential that the program is funded by government as part of the National Curriculum and | am currently working to that end.
We still have some way to go but we’ll get there! In 2019 me® reached 105 schools and approximately 13,500 students. There
are almost 300,000 secondary school students in New Zealand at this time. It therefore makes sense to get me® online rolled
out nationally. This year, 2021, we plan to do both; that is me® in-school and me®online. We are currently collaborating with the
University of Otago in Dunedin (New Zealand) to test and evaluate me® online as part of a robust assessment study. | am
working with educationalists to develop the content in Maori through a consultative process with Maori. It is a matter of
bringing the right people together to ensure me® is equitable and accessible to all. It’s an exciting time. The me® program has
been very successful and over 21 years 100% of schools who have had the program want it back the next year. Feedback from
students is positive and they thoroughly enjoy the interactivity and that it’s relatable to them personally and their health and
well-being. me® online has been built in modules so that it can be adapted for use everywhere.

EAD: Can we also talk a little about World Endometriosis Organisation (WEOQ)?

DB: | run WEO voluntarily. WEO is a very young organisation which | initiated in 2017 at the World Congress on Endometriosis in
Vancouver. It seemed to me that while the Clinicians and researchers were well represented by their University or Medical
College’s, patients did not have a global representative body. WEO has enormous (yet untapped) potential and a strong future to
advocate and positively influence change and health outcomes for all those with endometriosis. There are currently 31-member
organisations including groups in Africa, Australasia, Europe and the UK, Scandanavia, the Caribbean and the Americas. We are
starting to be recognised. To belong, an organisation must be a Registered Charitable Trust or similar in their own country and
membership is approved by the Steering Committee. The WEO Memorandum of Understanding respects each member
organisation’s rules and regulations, processes and procedures. Most organisations in WEO such as Turkish Endometriosis &
Adenomyosis Society, have their own clinical advisory boards. | am very comfortable to say that WEO is a professional body of
organisations, which will be a useful adjunct to improving the health status of millions with endometriosis world-wide. WEO can
be helpful in recruiting participants for research. Recently for instance, WEO disseminated a research study to investigate the
impact of Covid-19 on those with endometriosis. It attracted a large number of participants from across the world. This
research is so helpful to every country and | will certainly be using these data as evidence for need when planning the
implementation of the Clinical pathway with our Ministry of Health over the coming weeks. This is just one example of the
benefits of how we can achieve great things for those with endometriosis by professional, global collaboration and cooperation.
That is my vision. WEO is not there yet, but it will be and | am sure, will have a strong place alongside major stakeholders in the
field in the future.

EAD: Is there anything else you would like to add as a final note?
DB: | have reached a point in my career when succession planning is vital to continue the work of Endometriosis New Zealand

and ensure longevity. | am wanting to pass on my experience and knowledge to the next group of advocates so that the work
continues . | have been very privileged to be honored with national and international awards but my biggest privilege has been
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meeting and working with absolutely wonderful people — patients, scientists, academics and clinicians who have incredible
selfless aspirations and a purpose to commit to the cause within their own field of expertise. To be able to call these people my
dear friends is indeed an honour. We all have expertise and skills we can contribute, and looking through the lens of our own
experiences, proficiency and skill, a great deal to offer. If | have contributed to the cause to positively influence change for this
generation with endometriosis and those to come then | am indeed very blessed.

EAD: Thank you for this wonderful interview.
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E ARTICLES ON ENDOMETRIOSIS FROM OUR COUNTRY
FROM THE LAST THREE MONTHS

1. Non-invasive diagnosis of endometriosis and moderate-severe endometriosis with serum CA125,

endocan, YKL-40, and copeptin quadruple panel.
Guralp O, Kaya B, Tuten N, Kucur M, Malik E, Tuten A. J Obstet Gynaecol. 2021 Aug;41(6):927-932. doi:
10.1080/01443615.2020.1803245..

Abstract

Considering the complex pathogenesis of endometriosis, which is associated with many cellular or molecular processes, such as
proliferation, angiogenesis, inflammation, we evaluated the diagnostic value of a quadruple panel of serum markers CA125,
endocan, YKL-40 and copeptin, for the prediction of endometriosis and moderate - severe endometriosis. Seventy women with
endometriosis and 70 women without endometriosis were evaluated. Serum CA125, endocan, copeptin and YKL-40 levels were
significantly increased in women with endometriosis compared to the women without endometriosis and in the minimal - mild
endometriosis group compared to the no-endometriosis group. YKL-40, endocan and copeptin levels were significantly
increased in the moderate - severe endometriosis group compared to the mild -moderate endometriosis group but the
difference in CA125 levels remained non-significant. The quadruple panel score had an AUC of 0.954, a sensitivity of 96.5% and
specificity of 84.6% for prediction of moderate - severe endometriosis. Zero or one positive marker had a sensitivity of 91.4%
and specificity of 88.57% to rule out endometriosis. In conclusion, a quadruple panel of serum markers-CA125, endocan, YKL-40,
and copeptin may be beneficial for the diagnosis of endometriosis and especially moderate - severe endometriosis. Further
studies are needed to prove the efficacy of this panel.

What is already known on this subject? Many serum markers including CA125 have been investigated so far and suggested to
be associated with endometriosis. However, none of these markers is sensitive and specific enough to diagnose endometriosis.

What do the results of this study add? A quadruple panel score (CA125, endocan, YKL-4 and copeptin) had an AUC of 0.954, a
sensitivity of 96.5% and specificity of 84.6% for prediction of moderate - severe endometriosis.

What are the implications of these findings for clinical practice and/or further research? A high score may be beneficial to
warn the surgeon about the risk of moderate to severe endometriosis if the patient will be operated anyway. A negative test of
the quadruple panel may show high odds that there is no endometriosis which may prevent unnecessary surgery.

2. Evaluation of depression and sleep disorders in the preoperative and postoperative period in stage 4

endometriosis patients.
Goksu M, Kadirogullari P, Seckin KD. Eur J Obstet Gynecol Reprod Biol. 2021 Jul 24;264:254-258. doi:
10.1016/j.ejogrb.2021.07.037.

Abstract

Objectives: Endometriosis is a disease that significantly affects the quality of life of patients. Continuous pelvic pain seen in
patients disrupts their well-being. The aim of this study is to examine the changes in depression and sleep disorders in patients
with endometriosis before and after the operation.

Study design: Forty-two women aged 18-49 with an indication for operation due to the diagnosis of stage 4 endometriosis and
without a known psychiatric disorder were included in the study. Pittsburgh Sleep Quality Index and Beck Depression Inventory
were used to compare sleep quality and mood of endometriosis patients before and after surgery.

Results: The mean age of the patients was 33.8 + 7.6. The mean BMI of the patients was 24.6 + 4.1. Endometrioma diameter
was 248.42 + 95.7 cm3 in patients with poor sleep quality, while it was 296.11 + 271.53 cm3 in patients with good sleep quality,
and a significant difference was observed (p < 0.05). Poor sleep quality and severe depression were significantly higher in
patients with infertility complaints. It was observed that sleep quality was not significantly correlated with bilateral
endometrioma, a nodule in the Douglas, sacrouterine tenderness and mean ASRM scores (p > 0.05). A significant decrease in
depression complaints and a significant increase in sleep quality were observed in patients who underwent stage-4
endometriosis surgery (p < 0.05).

Conclusion: We showed that there was a significant increase in sleep quality and a significant decrease in depression symptoms
in patients who underwent stage-4 endometriosis surgery. Since endometriosis affects the social life of patients in many ways, it
is necessary to increase the knowledge and experience about the treatment of endometriosis with larger studies to be done. We
believe that surgical treatment can reduce social problems and increase the quality of life of endometriosis patients.
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3. The Effects of Micronized Progesterone and Cabergoline On a Rat Autotransplantation Endometriosis
Model: A Placebo Controlled Randomized Trial.
Karshoglu T, Karasu AFG, Yildiz P. J Invest Surg. 2021 Aug;34(8):897-901. doi: 10.1080/08941939.2019.1705442.

Abstract

Aim: The etiology of endometriosis is complex and various theories have been postulated. Endometriosis pathogenesis involves
genetic susceptibility, immunologic alterations and inflammatory prerequisite pathways. In this pilot experimental animal study
we wanted to investigate the effects of cabergoline and micronized progesterone on a rat endometriosis model.

Material and methods: All rats were provided and housed in the animal laboratory of the Experimental Research Center of
Bezmialem Vakif University. This was a placebo controlled randomized trial. The endometriosis model consisted of
autotransplantation of endometrial tissue on 21 adult Sprague-Dawley rats. Endometriosis formation by second-look
laparotomy was confirmed 8 weeks later. After measuring the endometriosis implant area the rats were randomized into three
intervention groups: cabergoline treatment group, micronized progesterone treatment group and the control group. Four weeks
after treatment, a third laparotomy was performed to remeasure implant volumes. Endometriotic implants were obtained for
histopathological and immunohistochemical analysis.

Results: After 4 weeks of treatment endometriosis implant sizes diminished in all groups. There was no statistically significant
difference regarding implant size volume before and after treatment among the groups. The peritoneal histopathology and
immunohistochemistry showed no difference with regards to IL-6 and TNF-a staining among groups.

Conclusion: We conclude that oral treatment of cabergoline and micronized progesterone for 4 weeks was not statistically
effective in endometriotic implant regression. However, we believe further studies are warranted. Treatment for longer
durations or via different routes may be investigated in further studies. When ethically applicable other mammals may be
considered such as baboons.

4. The Effects Of Etanercept And Cabergoline On Endometriotic Implants, Uterus And Ovaries In Rat
Endometriosis Model.
Keles CD, Vural B, Filiz S, Vural F, Gacar G, Eraldemir FC, Kurnaz S. J Reprod Immunol. 2021 Aug;146:103340. doi:
10.1016/j.jri.2021.103340.

Abstract

The pathophysiology of endometriosis is still unknown and treatment options remain controversial. Searches focus on
angiogenesis, stem cells, immunologic and inflammatory factors. This study investigated the effects of etanercept and
cabergoline on ovaries, ectopic, and eutopic endometrium in an endometriosis rat model. This randomized, placebo-controlled,
blinded study included 50 rats, Co(control), Sh(Sham), Cb(cabergoline), E(etanercept), and E + Cb(etanercept + cabergoline)
groups. After surgical induction of endometriosis, 2nd operation was performed for endometriotic volume and AMH level. After
15 days of treatment: AMH level, flow cytometry, implant volume, histologic scores, immunohistochemical staining of ectopic,
eutopic endometrium, and ovary were evaluated at 3rd operation. All groups had significantly reduced volume, TNF-a, VEGF,
and CD 146/PDGF-RB staining of endometriotic implants comparing to the Sh group (p < 0.05).TNF-a staining of eutopic
endometrium in all treatment groups was similar to Sh and Co groups (p > 0.05). E and E + Cb groups significantly decreased
TNF-a staining in the ovary comparing to Sh, Co, and Cb groups (p < 0.05). All treatment groups had significantly higher AFC
compared to the Sh group. CD25+ Cells' median percentage was significantly increased in the E + Cb group compared to Co, Sh,
Cb, and E group. E + Cb group had a significantly higher CD5+ Cells' level than the Co group (p = 0.035). In conclusion; Etanercept
and/or Cabergoline decreased volume, TNF-a, VEGF, and CD 146/PDGF-Rp staining of the ectopic endometrial implant. E and E +
Cb treatment decreased TNF-a levels in the ovary. E + Cb also increased peripheral blood CD25+ & CD5+ Cell's.

5. Thoracic Endometriosis: A Review Comparing 480 Patients Based on Catamenial and Noncatamenial
Symptoms.

Topbas Selcuki NF, Yilmaz S, Kaya C, Usta T, Kale A, Oral E. ] Minim Invasive Gynecol. 2021 Aug 8:51553-4650(21)00384-8. doi:
10.1016/j.jmig.2021.08.005.

Abstract

Objective: This review aimed to categorize thoracic endometriosis syndrome (TES) according to whether the presenting
symptoms were catamenial and to evaluate whether such a categorization enables a better management strategy.

Methods of study selection: The following keywords were used in combination with the Boolean operators AND OR: "thoracic
endometriosis syndrome," "thoracic endometriosis," "diaphragm endometriosis," and "catamenial pneumothorax."
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Tabulation, integration, and results: The initial search yielded 445 articles. Articles in non-English languages, those whose full
texts were unavailable, and those that did not present the symptomatology clearly were further excluded. After these
exclusions, the review included 240 articles and 480 patients: 61 patients in the noncatamenial group and 419 patients in the
catamenial group. The groups differed significantly in presenting symptoms, surgical treatment techniques, and observed
localization of endometriotic loci (p <.05).

Conclusion: This review points out the significant differences between patients with TES with catamenial and noncatamenial
symptoms. Such categorization and awareness by clinicians of these differences among patients with TES can be helpful in
designing a management strategy. When constructing management guidelines, these differences between patients with
catamenial and noncatamenial symptoms should be taken into consideration.

6. Diagnosis of endometriosis using endometrioma volume and vibrational spectroscopy with multivariate
methods as a noninvasive method.

Guleken Z, Bulut H, Depciuch J, Tarhan N. Spectrochim Acta A Mol Biomol Spectrosc. 2021 Aug 3;264:120246. doi:
10.1016/j.saa.2021.120246.

Abstract

Endometriomas are typically an advanced form of endometriosis that leads to the formation of scar tissue, adhesions, and an
inflammatory reaction. There is no certain serum marker for the diagnosis of endometriosis. This study aims to research the
correlation between the amount of peaks corresponding to proteins and lipids with the volume of endometrioma and
determine the chemical structure of blood serum collected from women suffering from endometriosis patients with
endometrioma and healthy subjects using Fourier Transform Infrared (FTIR) spectroscopy. FTIR spectroscopy is used as a non-
invasive diagnostic technique for the discrimination of endometriosis women with endometrioma and control blood sera. The
FTIR spectra of 100 serum samples acquired from 50 patients and 50 healthy individuals were used for this study. For this
purpose, multivariate analyses such as Principal Component Analysis (PCA), Partial Last Square analysis (PLS) with Variables
Importance in Projection (VIP), and probability models, were performed. Our results showed that FTIR range 1500 cm-1 and
1700 cm-1 and around 2700 cm-1 - 3000 cm-1, regions may be used for the diagnosis of endometriosis. Also, we find that
proteins and lipids fraction increase with the volume of endometrioma. Moreover, PLS and VIP analysis suggested that lipids
could be helpful in the diagnosis of endometriosis women with endometrioma.

7. Uterine involvement by endometriosis: Sonographic features from elusive findings to apparent
adenomyosis.

Olgan S, Dirican EK, Ozsipahi AC, Sakinci M. Eur J Obstet Gynecol Reprod Biol. 2021 Jul;262:93-98. doi:
10.1016/j.ejogrb.2021.05.013. Epub 2021 May 9.

Abstract

Objective: The primary aim of this study is to investigate whether there are any minor sonographic uterine findings, not typical
for adenomyosis, in endometriosis patients. The secondary objective is to determine the prevalence of sonographic features of
adenomyosis in an infertile population with endometriosis.

Study design: The investigation was of 291 infertile women with endometriosis, either manifesting endometrioma (OMA) or
diagnosed through laparoscopy, who were investigated for two-dimensional transvaginal sonographic (2D-TVS) features of
adenomyosis. These patients were grouped as either having endometriosis with adenomyosis (EwA,n = 121) or without
adenomyosis (EwoA, n = 170). Additionally, patients without both endometriosis and 2D-TVS features of adenomyosis
constituted the control group (n = 170).

Results: At least one 2D-TVS feature of adenomyosis was detected in 41.6 % (n = 121) of women with endometriosis.
Asymmetrical myometrial thickening of uterine walls (57.9 %), hyperechogenic islands (47.1 %), and fan-shaped shadowing (46.9
%) were relatively more prevalent 2D-TVS findings among EwA patients. Multiple OMA (p = 0.038), OMA > 4 cm (p = 0.034), and
total OMA volumes were found to be higher (p = 0.004) in the EwA group. Additionally, uterine volumes were found to be 96.7
cm3, 73.0 cm3, and 64.2 cm3 in the EWA, EwoA, and control groups, respectively (EwA vs EwoA, p < 0.001; EwoA vs control, p
<0.001). Multivariate linear regression analysis revealed that the presence of endometriosis was independently associated with
an increase in uterine volume (B = 0.243, p < 0.001).

Conclusion: A stepwise and statistically significant volume increase from the control group to the EwoA and then to the EwA
group may reflect a spectrum of uterine involvement in endometriosis. This might indicate that many uterine endometriosis
cases are still hidden from view, possibly demonstrating an "iceberg phenomenon".
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