


SESSION

5 MEDICAL EDUCATION

PART 2: Biopsies and liquid biopsies

SPEAKER: Prof. Murat Gultekin, MD
ESGO Prevention Committee Co-Chair (Turkey)

KEY TAKEAWAYS:

% Biopsies are critical to confirming types of gynaecological cancers.

% The punch biopsy, or taking a “small bite,” is the most common method of sampling vulvar tissue.

% Possible cervical biopsy methods include: cervical (e.g. “pap”) smear, colposcopies — these often
follow an abnormal pap-smear, cervical punch biopsies, Endocervical Curettage (ECC) for when
the lesions extend into the canal, LEEP/LLETZ procedures (which apply electricity to excise a lesion),
and conization for larger swaths of tissue.

% Endometrial biopsy methods include: Dilation and Curettage (which is standard), Karman or Pipelle
Aspiration Biopsy, and Hysteroscopy (e.g., cameras).

% Though ovarian biopsies aren’t common — mostly for inoperable patients — laparoscopy is standard,
though needle biopsies are gaining popularity.

% The future is liquid biopsies! These involve evaluating blood with tumor DNA.

% Liquid biopsy can give us the possibility for early diagnosis, as well as offer information on possible
cancer mutation and treatment adjustment.

% The new ERA-PerMED CytoMark Project (partners include: Spain, Luxembourg, Estonia, and Tur-
key) aims to further a personalised and less-invasive tool for diagnosing endometrial cancer by
evaluating uterine aspirates.
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SESSION

5 MEDICAL EDUCATION

PART 3: The role of the pathologist in the diagnosis of gynaecological cancer

SPEAKER: Prof. Xavier Matias-Guiu
President of the International Society of Gynaecological Pathologists;
Chairman of Pathology — Hospital U de Bellvitge and Hospital U Arnau de Vilanova,
Universities of Barcelona and Lleida (Spain)

KEY TAKEAWAYS:

% Pathologists are medical doctors that make diagnoses of diseases based on microscopic examination
of tissue samples or cells and perform tests on those samples. As such, they're largely responsible
for making formal cancer diagnoses and determining the type of cancer a patient has.

% Pathology reports contain diagnoses based on molecular analysis, and are standardised following
international consensus (for example, those of the ICCR).

% Tissue handling is critical to accurate pathology, as time between resection of tissue samples,
the amount of tissue a biopsy contains, and its informative area are critical to making correct
diagnoses.

% If and when microscopic images are unclear, pathologic diagnoses can require more time or more
tumor tissue, which allows for detection of proteins or DNA/RNA sequences (some of which are
called biomarkers and indicate distinct types of tumors).

% Digital pathology offers opportunities in nuanced tissue distinction, but comes with challenges.

% The patient (history, reports, etc.) is always at the center of pathology practice.

% Molecular analysis, in cases of HRD or determining cell type, must be integrated into pathology
practice to ensure accurate diagnoses and treatment.
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SESSION SESSION

5 MEDICAL EDUCATION 6 PATIENT ADVOCACY AND POLICY CHANGES

PART 4. History of surgeries in cervical cancer PART 1: Policy change 101

SPEAKER: Dr. Henrik Falconer SPEAKER: Bar Levy
Karolinska University Hospital (Sweden) CEO of HaBait Shel Bar
- Israel’'s Women’s Cancer
e , Association (Israel)

KEY TAKEAWAYS:

% Everyone’s always talking about policy change, but it's hard!

% Policies are plans of action that serve as written or unwritten guidelines that groups of people (like
governments, communities, institutions, and individuals) use to direct their response to certain
issues or situations.

KEY TAKEAWAYS: » The best policy changes start with patients! It's our responsibility, as patient advocates, to help

guide them towards that change.

% Cervical cancer treatments have seen significant advancements in the past century. Rates of cervical

cancer are dropping, and medical institutions are detecting it much earlier, thanks in large part, to % To start that change, it's important to think about what policies and adjustments your home coun-
improved screening and vaccination. try needs. Begin by identifying your stakeholders (e.g., parliament, bureaucracy, press, etc.) and
create connections! Next, identify what change is needed — be sure it's backed by data! — and

¥ Ernst Wertheim performed the first radical abdominal hysterectomy for cervical cancer in the late identify any disconnect between what's needed and what's available. From there, express your
1890's (which later became known as Wertheim’s hysterectomy), and was responsible for the cri- opinion: write papers, create proposals, participate in committees — and be sure to do it in person!

tical discovery that a wide excision is necessary to remove cancer that’s spread outside the uterus.

% Promoting shared goals is important for change.
% Wertheim paved the way for surgical overhaul in areas of screening, diagnostics and imaging, and

improved radiotherapy. % Data is critical! In a 2023 cervical cancer patient study in Israel, only 8% of respondents were HPV
vaccinated (and 19% didn’t know about the link of HPV to cervical cancer), and a huge majority
% But, classification of the radical hysterectomy is difficult; and as cervical cancer is becoming less left their doctor’s offices feeling like they needed more information.
common, surgeries are becoming less radical — including options like fertility and nerve-sparing
surgeries (in particular the radical trachelectomy, which was developed in the 1990's). ¥ As an example, the Pembro-Lenva treatment phase received funding by February, 2023 after
following these steps, laid out by the START process. The group’s short-term goal is to encourage
% Minimally invasive surgeries are also on the rise, like video laparoscopy in the 1980's and catch-up vaccines and change vaccination in a way that will lead to their overall increase. The long-
robot-assisted surgery in the early ‘00’s, though clinical trials are still taking place. -term goal is elimination of cancer-causing HPV.
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SESSION

7 GUIDELINES

PART 1: PRE helps RE - guidelines of prehabilitation

SPEAKER: Prof. Christina Fotopoulou

Professor of Gynaecological Cancer Surgery, Faculty of Medicine,
Imperial College, London (United Kingdom)

KEY TAKEAWAYS:

% Like a marathon, surgery is its own journey — and preparation is key for success!

% Preparing the body for surgery contributes to a successful recovery and reduces the risk of compli-
cations.

% Peri-operative care guidelines, updated in 2023, now include implementation for prehabilitative
care.

% Though prospective data is still incomplete, the concept of prehabilitation was so strong that
experts have concluded that patients will clinically benefit from it.

% We're defining “prehabilitation” as the continuum of care that takes place between a cancer dia-
gnosis and the beginning of treatment. It could include physical or psychological assessments to
establish a patient’s baseline condition, and targets existing impairments with the aim of optimising
a patient’s overall health prior to surgery, rather than adjusting for reactive treatment.

% Though there’s no widely-accepted baseline definition for prehabilitation, a multi-pronged approach
is gaining popularity. It includes: aerobic and resistance exercise; targeted functional exercises to
minimise impairments; as well as dietary and psychological intervention to mitigate potential com-
plications and support overall health.
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SESSION

7 GUIDELINES

PART 2: patient-related key points from ESGO Guidelines

SPEAKER: Prof. Ignacio Zapardiel, MD, PhD

Chief Gynaecologic Oncology Unit, Associate Professor UAM University,
ESGO Council Member, La Paz University Hospital (Spain)

KEY TAKEAWAYS:

» Most ESGO guidelines are developed by experts, for expert use, even in the case of guidelines
created to improve patient management. Because of this, there’s not much patient participation in
these guidelines. It's time to change that!

% For example, 46 participants from 15 countries across Europe, Asia, and the US contributed to
the ESGO-ESMO-ESP consensus conference, which discussed recommendation and treatment for
specific ovarian cancer groups — but there was no external review, no patient integration in
working groups, and no evaluation of the consensus by patient groups.

» In an updated 2023 study of management guidelines for patients with cervical cancer, ESGO/
ESTRO/ESP added external evaluation and integration of international reviewers’ comments to
their guideline development process.

% Overall, the consensus recommended that cervical cancer patients should be carefully advised on
the risks and benefits involved in their possible treatment plans. Example groups included the
surgical management of tumors of all sizes, treatment of recurrent disease, cervical cancer and
pregnancy, and follow-up procedures.

% Moving forward, more patient involvement and input in devising cancer treatment plans is highly
recommended.
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SESSION

7 GUIDELINES

PART 3: How can patients be involved in guidelines?

SPEAKER: Yael Biegun

Member of HaBait Shel Bar - Israel’'s Women'’s Cancer Association (Israel)

KEY TAKEAWAYS:

% There's a gap between how medical providers understand the effects of having cancer and its
treatment and the patient’s experience.

% Cancer treatment affects many aspects of life for the patient, including: parenthood, friends and
family, sexuality, work, economic stability, and general well-being.

% ENGAGe's role is to help fill in the gaps by offering psychological resources, community, and media
for those experiencing cancer, as well as connective outlets for conversation and support.

% To best support other women experiencing gynaecological cancer, patient guidelines need to be
implemented in each aspect of life. That's why ENGAGe exists, and this is the organisation’s
primary role.

SESSION

8 BEST PRACTICE SHARING 2

PART 1: Empowering women'’s health: understanding ovarian and cervical cancers

SPEAKER: Donjeta Zeqga

President of Europa Donna Albania

% Europa Donna Albania (EDA) is part of breast cancer coalition, Europa Donna, which now includes
48 member countries. Europa Donna Albania was founded in 2008.

% Ovarian cancer is often more prevalent in women who have had breast cancer, making OC scree-
nings especially important in this population. Doctors and patients, especially in Albania, should
be more aware of this.

% Though almost 80-percent of OC diagnoses are in post-menopausal women, it's important for
diagnoses to be individual.

% EDA has raised awareness about cervical and ovarian cancer through initiatives like peaceful
protests and media outreach.

<» EDA is the brains behind the “Cancer Care Albania” initiative, which is also focused on other can-
cers. Its implementation also marks the first time that all stakeholders were gathered in one place
to discuss cancer and oncology. Primary topics included funding for diagnosis and treatment, as
well as the provision of essential drugs aligned with international protocols.

KEY TAKEAWAYS:
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SESSION

8 BEST PRACTICE SHARING 2

PART 2: Let's change direction - cambiamo rotta

SPEAKER: Nicoletta Cerana

President, ACTO ltalia, Alleanza Contro il Tumore Ovarico (Italy)

KEY TAKEAWAYS:

% Let's Change Direction (Cambiamo Rotta) is an advocacy campaign for the unmet needs of Italian
women affected by ovarian cancer.

% New ovarian cancer therapies have increased patient survival rates, but have also created new
patient needs. The advocacy project has three main goals: 1. To identify new unmet needs of
patients 2. To draw the attention of national health institutions and the general public to these
needs, and 3. To open public discussion for new care pathways.

% To identify new unmet needs, the organisation launched a quantitative survey in June and July
2023 to 109 patients in 13 hospitals. According to that survey, primary needs include: disease and
onco-fertility care awareness, information about specialised care and diagnostic tests; as well as
support for patient relationship with sexuality and access of information for working women.

% To draw attention towards these unmet needs, CR collected this data in a white paper,” which
they’ve called Let’s Change Direction. It's a 94-page book that reflects the campaign’s qualitative
and quantitative data. It also includes 18 comments from clinicians and 9 editorial contributions,
and was signed by prominent opinion leaders.

% The group has also published a 2.0 Manifesto, which summarises (in 7 points) the major needs of
patients.

% Both publications were launched at a national event in Rome through the Ministry of Health, inclu-
ding nearly 700 participants and a 16.5 million-person readership.

% The project has two main values: it targets medical professionals and institutions to provide concrete
answers to national regional needs, and also guides ACTO ltalia towards the new direction that
services and support activities for patients should take.
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8 BEST PRACTICE SHARING 2

PART 3: Esperanza and the making of videos

SPEAKER: Sonia Rademaekers

Founder Esperanza (Belgium)

KEY TAKEAWAYS:

% Esperanza is a patient organisation in Flanders, Belgium. It's a small organisation with an extensive
social media presence and hosts many activities and symposia.

% Esperanza’s videos promote their own events, as well as patient experience videos, and offer infor-
mation on health topics from doctors and other health professionals.

PART 4: A social farm for integrated oncology (Il Ranch delle Donne, ACTO Piemonte)

SPEAKER: Elisa Picardo / Marco Mitidieri

President of Acto Piemonte (ltaly)

KEY TAKEAWAYS:

% This ranch in Piemonte has a focus on oncological and traumatic recovery in a context that celebra-
tes sensory experiences through the earth, water, lights, sounds, etc., and it's open to all.

% The farm has two main objectives: to study and facilitate cancer treatments and recovery through
integrated therapies, and to educate oncologists, patients, and practitioners on these therapies.

% The farm offers three organised activities per week, and sees about 500 patients and more than
1000 caregivers and supports per year.
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SESSION

O ENGAGE PROJECTS AND FEEDBACK SESSION ACKNOWLEDGEMENTS

i I
PART 1: 2023 and 2024 ENGAGe projects We are grateful to our sponsors for their support!
SPEAKER: Kim Hulscher G S K
ENGAGe Co-Chair, et. al. AstraZeneca

€9 MSD Y/ VERASTEM HOLOGIC

Contact ENGAGe

Webpage: https://engage.esgo.org/
Email: engage@esgo.org
Facebook: https://www.facebook.com/engage.esgo
Instagram: https://www.instagram.com/engage.esgo/
LinkedIn: https://www.linkedin.com/company/esgo-engage

KEY TAKEAWAYS: Twitter: https://twitter.com/engageesgo

% ENGAGe welcomes a second new Co-Chair, Prof. Phillippe Morice (France).

% ENGAGe introduces ENGAGe Executive Group (EEG) members: Petra Adamkova, Anne de Midde- Save the date for the 2025
laer, Birthe Lemley, Bar Levy, Ico Toth, Murat Gultekin, Zoia Razumova, Jalid Sehouli, and Houssein 13t Patient Advocacy Seminar, February 20-23 in Rome!
El Hajj as a host member.

» The following projects will be carried out by ENGAGe members: Clinical Trials (Birthe Lemley), See you in Rome!
Quality of Life (Qol) Series (Icod Téth), TEENs (Zoia Razumova), Membership (Bar Levy), Webinars

(Anne de Middelaer), World GO Day (Elisabetta Ricotti/Petra Adamkova from EEG), and PAS (Kim ENGAG
Hulscher). e@

European Network of Gynaecological
ESGQ ‘ Cancer Advocacy Groups

% Notable updates for ENGAGe members include: a renewed connection to the EEG and monthly
EEG summaries for ENGAGe members; catering participation towards individual strengths and .
th
interest; and increased collaboration between patient advocacy groups. 1 3 Patlent
Advocacy

Seminar
% In the ENGAGe Office, Eva Streglova serves as Director, while Zuzana Santamaria and Radka Skranka February 20 23 2025 Rome I.taly

Hlavackova are Project Managers.
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% ENGAGe also plans to reestablish gynaecological cancer committees - each devoted to endomet-
rial, cervical, ovarian, and rare cancers — to be the advisory bodies in different topics and projects.
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