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The #ENDOS project is part of an ambitious and profoundly human initiative: providing patients with endometriosis with the tools they
need to better understand their condition, accelerate diagnosis, and simplity interactions with the medical community. Through a
comprehensive and inclusive approach, this project aims to transtform the challenges of endometriosis into opportunities for learning,

collaboration, and progress.

This training module is designed to explore the key themes that support this vision. You'll discover how to:

STRENGTHENING RESPECT CHOICE In SUPPORT
THE HEALTHCARE SCIENTIFIC
U THERAPEUTIC RESEARCH
ALLIANCE
RECOGNIZING THE PROMOTING ENHANCE
DISEASE AND ITS HEALTH PATIENT
MANIFESTATIONS DEMOCRACY PARTNERSHIPS




TRAINING TO BECOME THE PROTAGONIST OF YOUR *
OWN HEALTH JOURNEY

In France, the principle of healthcare democracy enshrined in the 2002
Kouchner law (1) now implies patient participation in their own care.
Healthcare users make informed choices and are fully involved in their own

care throughout their lives.

The 3 dimensions necessary for the correct exercise of healthcare democracy:

1. KNOWLEDGE OF THE DISEASE 2. CHOICES
IN THE TREATMENT PATH 3. THE
THERAPEVTIC ALLIANCE




. ENDOMETRIOSIS KNOWLEDGE: DISCERN MY BELIEFS

Women suffe, from

beecrcl;jOmetriosis

les ioc they are
> “Ke’y to get
Pregnanti

Science needs time to build solid

knowledge about endometriosis (2).

Current scientific research seeks to

understand the mechanisms of the
disease according to various

hypotheses: immune, inflammatory,

environmental and/or bacterial.




PQ SCIENTIFIC CONTROVERSY: ENDOMETRIOSIS KNOWLEDGE

Today we are witnessing a fascinating phenomenon: science being
formed right before our eyes. This volatile and fluid period is one in
which scientists explore and attempt to agree on scientific truth, built
on a foundation of solid evidence. The history of science teaches us
that scientitic discoveries are always the result of a long and
challenging process, and numerous scientific controversies, before

they can settle down, until the next dispute. (3)
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The current controversy surrounding endometriosis is

This is such a compelling case study that it is being studied
by students at Sciences Po Paris within the Centre for the
Exploration of Contemporary Controversies, directed by

sociologist Thomas Tari. (4)
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8 (VFORMATION ON ENDOMETRIOSIS WITH MARINA KVASKOFF

Marina Kvaskoff, epidemiologist and researcher at

Inserm specializing in endometriosis research in

France. Inserm awarded her the Science and
Society-OPECST prize in 2023. (6)

99

What drove me to study the disease was injustice. The fact that it is not
studied thoroughly, the fact that so much suffering has been ignored for so
many years. There are people whose suffering is denied because they cannot
see, because nothing emerges from the diagnostic images, and so on. For
me, what it gave me is a very clear mission. An alignment between my
commitment as a person and my missions as a researcher. And it is also a
field in which we know very little. There is always something new to learn. (5)



. UNDERSTANDING ENDOMETRIOSIS WITH INSERM AND INRAE

Marina Kvaskoff calls for a broader mobilization of related scientific communities

(particularly those involved in cancer research, developmental biology, epigenetics and
neuroscience) to undertake research commensurate with the challenges. (7)

In France, Inserm and INRAE are joining forces to conduct joint research on

understanding endometriosis and the environmental causes responsible for its
development. (8)




. UNDERSTANDING ENDOMETRIOSIS WITH INSERM AND INRAE

Endométriose :
la signature de polluants
persistants ?

L'eNDOMETRIOSE

DU TiSSU SEMBLABLE A LA MUQUEUSE UTERINE

SE RETROUVE EN DEHORS DE L'UTERUS.

TOUCHE UNE
FEMME SUR 10.

iL Y A DIFFERENTES FORMES D'ENDOMETRIOSE AVEC DES
SYMPTOMES VARIES, CE QUI COMPLIQUE CONSIDERABLEMENT
L'IDENTIFICATION DE LA MALADIE.

Douleurs Probléemes

p@-ﬂdﬂﬁf Infertilité d|m‘hfs et

les rapports  Douleurs Grande douleur a la
sexuels _ intenses fatigue défécation

| F J |
\ /" pendant les /\ A o
\ / /" Asymptomatique
réges | ' Fr"I .
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iL PEUT OCCASIONNER
: DES LESIONS ET PERTURBER
LES ORGANES QU'iL A TOUCHES.

LA BANALISATION DE LA DOULEUR POUR LES FEMMES RETARDE
EGALEMENT LE DIAGNOSTIC : CELA PREND 7 ANS, EN MOYENNE,
AVEC TOUT CE QUE CELA SUPPOSE DE WANDICAP SOCIAL, DE DOULEUR
PHYSIQUE ET PSYCHOLOGIQUE.

Un arrét Roh lo (o,
de travail 7 mais ¢ast
normal Allez,
d'avoir mal Je vous

pendant les prescris du

Te Suis MaRIMA KVASKOFF.
Te suis EPIDEMIOLOGISTE
€T CHERCHEUSE A L'iNSERM. TE
TRAVAILLE SUR L'ENDOMETRIOSE
DEPVIS 17 ANS.




. UNDERSTANDING ENDOMETRIOSIS WITH INSERM AND INRAE

NOUS ALLONS ANALYSER
UN GROUPE DE 625 FEMMES
RECRUTEES DANS LES ANNEES
90. PARMI ELLES 125 ONT
DEVELOPPE PAR LA SUITE UNE

ENDOMETRIOSE.

iL $'AGIRA D'UNE
DES PLUS GRANDES
ETUDES MENEES A
CE JOUR SUR LE

LES CAUSES DE L'ENDOMETRIOSE RESTENT MAL CONNUES.
ON SAIT CEPENDANT QU'ELLES SONT MULTIPLES : GENETIQUES,
HORMONALES... ET ENVIRONNEMENTALES |

D'AILLEVRS DES CHERCHEURS ONT TROUVE UN LIEN ENTRE UNE
EXPOSITION A CERTAINS POLLUANTS ORGANIQUES PERSISTANTS
(POPS) €T LA PROGRESSION DE L'ENDOMETRIOSE.

Ces POPS SONT DES SUBSTANCES
CHiMIQUES iSSUES DES ACTIVITES
HUMAINES, COMME L'INDUSTRIE
0U L'AGRICULTURE.

LE SYSTEME REPRODUCTIF FEMININ EST TRES SENSIBLE AUX
PERTURBATEURS ENDOCRINIENS, COMME CERTAINS POLLUANTS
ORGANIQUES PERSISTANTS QUI ALTERENT LA FONCTION DES HORMONES.

POUR CHAQUE FEMME, NOUS DISPOSONS
DE PRELEVEMENTS SANGUINS REALISES A
L'EPOQUE, QUAND L'EXPOSITION AUX POPS
A ETE La PLUS ELEVEE, TUSTE AVANT
LEUR INTERDICTION.

DEPUIS, CES FEMMES REPONDENT
REGULIEREMENT A DES QUESTIONNAIRES SUR
LEUR MODE DE Vi€, CE QUi NOUS PERMET
DE SUIVRE LEUR EVOLUTION ET DE VOIR A
QUOT ELLES ONT ETE EXPOSEES.

DES MARQUEURS SANGUINS SONT GENERES paR
L"EXPOSITION AUX POLLUANTS. LES iDENTIFIER NOUS
PERMETTRA DE CORRELER L'EXPOSITION AUX POPS
AVEC L'ENDOMETRIOSE.

Composés

perfluorés \
Dioxines
A

Pesticides

.\ organochlor és

Hexachlorobenzéne

LES CHERCHEURS SOUHAITENT CONFIRMER
LE ROLE DE CES POLLUANTS DANS LA MALADIE
ET COMPRENDRE LES MECANISMES EN CAUSE.

JE VAIS TRAVAILLER
AVEC L'UN D'ENTRE EUX,
GERMAN CANO-SANCHO,
DE L'INRAE De NANTES.




. UNDERSTANDING ENDOMETRIOSIS WITH INSERM AND INRAE

ET C'EST COMPLEXE, CAR iL Y A UN GRAND NOMBRE DE
POLLUANTS, QUI PEUVENT S'ASSOCIER DANS LA NATURE ET
FORMER DES COCKTAILS AUX EFFETS INCONNUS.

CHEZ LES FEMMES NON MALADES
AUTOURD HUI, ON PEUT TROUVER
DES MELANGES COMBINANT ENTRE 50
€T 90 POLLUANTS DIFFERENTS, DONT
CERTAINS INTERDITS DEPUIS 30 ANS.

TOUS CES COMPOSES SONT SEULEMENT
DETECTABLES PAR DES TECHNIQUES
INNOVANTES A WAUTE RESOLUTION CAR O, MEME A TRES

EN PLUS DES MARQUEURS DES POLLUANTS,
NOUS ALLONS CHERCHER DES MARGUEURS

SANGUINS DE L ENDOMETRIOSE. ET NOUS COMPARERONS

ILS NE SE RETROUVENT QU'A TRES FAIBLE DOSE iLS
FAIBLES DOSES DANS LE CORPS. ,‘ PEUVENT AVOIR UN
EFFET SUR LE CORPS.

Margueur
FCBs sans
endoméfriose

l7€u CORRELANT LES RESULTATS DES ANALYSES SANGUINES
AVEC LES REPONSES DES QUESTIONNAIRES, NOUS POURRONS,
GRACE A DES METHODES STATISTIGUES AVANCEES, LiER
LE RiSQUE D”ENDOMETRIOSE AVEC L'EXPOSITION
AUX MELANGES DE POLLUANTS,

TOUS CES MARQUEURS,
CHEZ LES FEMMES AVEC
ET SANS ENDOMETRIOSE.

Margueurs

endométriose

et marqueur
hexachlorobenzéne

Marqueurs
endométriose

NOTRE PROTET A ETE SELECTIONNE DANS LE CADRE
DUN APPEL A PROTET DE LA FRM QUI FAVORISAIT
L'INTERDISCIPLINARITE. C'EST LA MISE EN
RELATION DE PLUSIEURS EXPERTISES QUI PERMET
DE MIEUX ANALYSER ET EVALUER CETTE

PROBLEMATIQUE COMPLEXE. Marina Kvaskoff

Experte épidéminlogiste
_INSERM / Willejuf

Q

Expert étude des POPs
INRAE / Mantes

- ¥

| ™ Favien Jourdan
Expert Bio-informatique

INRAE / Toulouse

-~

TOUT CELA NOUS PERMETTRA
D'ECLAIRER LA PREVENTION ET DE FAIRE
DAVANTAGE PRENDRE EN COMPTE L'EVALUATION
DES RISQUES CHIMIQUES DANS LES POLITIQUES
DE SANTE PUBLIQUE.




. KNOWLEDGE ABOUT ENDOMETRIOSIS: PARTICIPATORY RESEARCH

Scientific research in France is also progressing thanks to ComPaRe
Endometriosis (10), a cohort of adult patients affected by endometriosis
whose aim is to study:

e The natural history of endometriosis (the evolution of symptoms and
disease characteristics over time); the factors that determine a tfavorable

e or unfavorable course of the disease; the factors that lead to a better
response to treatment; the heterogeneity of endometriosis through an

 analysis of the characteristics associated with different forms of the

o disease, including adenomyosis; the circumstances of diagnosis and the
patient's treatment pathway; and the impact of the disease on patients'

e daily lives.

°s o, COmPaRe

] Universite

Paris Cite

LA COMMUNAUTE
DE PATIENTS
POUR LA RECHERCHE




. KNOWLEDGE OF ENDOMETRIOSIS AMONG HEALTHCARE PROFESSIONALS

In 2023, a scientitic study surveyed 1,000 patients, asking them:
"If you had a magic wand, what would you change about your
healthcare?". Patients' responses focused mainly on healthcare
providers' lack of knowledge and medical violence (11):

e 41% want to improve healthcare providers' knowledge
and recognition of the disease; 26% want to end violence
e in the medical field; 25% want to improve care and

e support for endometriosis-specitic issues.

Indeed, scientific knowledge also concerns health professionals
who encounter difficulties in integrating this research into their
medical practice. (12)

oy

Comment ameéliorer la prise
en charge de I'endométriose
selon les patientes ?

Contexte

L'endométriose affecte environ 10% des femmes en age de procréer. La maladie est mal reconnue et sa
prise en charge est souvent complexe. Les chercheurs de la cohorte ComPaRe Endométriose se sont

donc intéressés au point de vue es sur la prise en charge de

Population & méthode

e+o

©,9 1000 patientes
A2 .

ontréponduala _’, 14 Si vous aviez une baguette magique, que

question changeriez-vous dans vos soins de santé ? ”

Resultats

o souhaitent améliorer la connaissance et la
ll- 1 /o reconnaissance de la maladie par les soignants 34,7 ans
dge moyen
des participantes

42%

o/ Souhaitentaméliorer les soins et I'accompagnement _ontune
25% pour des problémes spécifiques a I'endométriose ok kil

= f.:.omPﬁRe

0 : : ks
2 6 /u souhaitent mettre fin aux violences médicales
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THE HIGH HEALTH AVTHORITY IN FRANCE

HAS o

H.ﬁ U TE f‘!tu TGR ITE D E 5;‘51, NT E Collige Nadonal des Gymécologues of Obsifuriclens Frangads

RECOMMANDATION DE BONNE PRATIQUE

Prise en charge de I'endométriose

Méthode Recommandations pour la pratique clinique

HEALTH CARE PATHWAY CHOICES OVERSEEED BY

In healthcare, clinical practice guidelines (CPGs) are defined as
methodically developed proposals to help physicians and patients
determine the most appropriate care in given clinical circumstances.
CPGs are rigorous summaries of the current state of the art and

available scientific data, described in their scientific justification.

They cannot exempt the health professional from exercising
discernment in the care of the patient, which must be what he deems
most appropriate, based on his own observations and the patient's
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preferences” (13)




MANAGEMENT OF CHOICES IN THE HEALTH JOURNEY IS ENCOURAGED.

Les professionnels de santé sont encourages a sensibiliser les patientes a toutes les
facons d’ameéliorer leur qualité de vie, sans se limiter aux thérapeutiques chirurgicales et
medicamenteuses, en particulier par I'adaptation du style de vie et les thérapeutiques
alternatives.

C'est la conclusion de sept études menées sur 61, 61, 30 et 20 patientes australiennes,
18 patientes néozélandaises, 30 patientes du Royaume-Uni et 13 patientes des Etats-Unis. Les
preuves avancées comportent des limites majeures, ce qui confére a cette conclusion un niveau
de preuve modéré (6, 7, 11, 14, 15, 23, 25)

Aprés avoir expérimente les limites des traitements médicaux et chirurgicaux, de nombreuses
femmes adoptent des changements importants de mode de vie, pour soulager et controler la
douleur (5).

Dans l'etude de Huntington et Gilmour, la Fondation sur 'endometriose et le groupe de soutien ont
ete des sources d'informations clés qui ont permis d'ouvrir une gamme de modifications utiles au
mode de vie. En effet, la plupart des femmes ont commenté l'insuffisance de l'information fournie
par les professionnels de santé sur ce sujet. Augmenter le niveau d’exercice physique a egalement
été jugé tres utile par les patientes pour soulager la douleur et ameéliorer I'humeur. Des
changements nutritionnels ont ete adoptes par toutes, en mettant I'accent sur une alimentation
saine, contenant une guantité importante de légumes et de fruits et éliminant les aliments a haute
teneur en cestrogéne. Les complements alimentaires comme l'huile de lin et I'huile d'onagre ont
également été préconisés par les patientes. Certaines femmes utilisent les herbes meédicinales et
de nombreuses femmes utilisent 'acupuncture (5).

« Je dois faire tous ces changements de mode de vie, c'est tout ce que je
peux faire. C'est soit le suicide, soit je me léve et je me bats : faire des
changements de mode de vie, prendre des médicaments pour aider si ¢a
marche, demander de l'aide et admetire que je ne peux pas tout faire. »

\ WU

Huntington and Gilmour, 2005 (5)

CNGOF - HAS / Service des bonnes pratiques professionnelles / décembre 2017 THE CHO'CE BELONGS TO THE PAT'ENT
125 (14)



8 CHOICES IN THE HEALTH JOURNEY

Healthcare democracy is based on the active participation of patients in their own care journey and treatment choices. According to the
scientific reasoning of the Higher Health Authority, there is currently no cure for endometriosis, but it is possible to obtain information and
understand the available options in order to make an informed choice and become an active participant in their own treatment journey.

The main therapeutic methods currently offered by Western medicine to people suffering from endometriosis are allopathic and surgical

treatments, as well as non-pharmacological interventions such as dietetics, osteopathy, etc.):

AESTHEOPATHY DIETETICS

HORMONE TREATMENTS IN SURGERY

T0 PHYTOTHERAPY PHYSIOTHERAPY

SPORTS ACTIVITIES (ETc...)
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THE THERAPEVTIC ALLIANCE
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‘ THE THERAPEVTIC ALLIANCE

The Therapeutic Alliance (TA) is defined as "mutual collaboration, partnership, between the patient and his therapist
to achieve the set goals". It is based on several principles such as trust and co-construction. In the context of

endometriosis management: informed consent, pharmacovigilance and transparency regarding conflicts of interest
are essential. (15)

MUTVAL TRUST
ACHIEVING GOALS

MUTVAL COLLABORATION i\(




& THE THERAPEVTIC ALLIANCE

CONSENT

4 +

Consent is based on the patient's
agreement at the time of the medical
examination. (16) Without consent, it
constitutes medical violence. Following 36
complaints filed against Dr. Darai of the
Tenon Hospital in Paris for "intentional
violence" (17), a charter for gynecological
consultations was signed by scientific
societies to reiterate that "the woman's
oral consent is obtained before any
clinical examination” and that the
procedure "must be capable of being
interrupted as soon as the patient

expresses the wish to do so." (18)

PHARMACOVIGILANCE

Pharmacovigilance involves  informing
patients about the risks, side effects and
potential long-term consequences of
drug treatments. (19) In the context of
endometriosis, many women are now
suffering from meningiomas as a result of
various hormonal treatments such as
Androcur, Luthenyl and Luthéran. This
health scandal is the subject of a

lodged by the AMAVEA

association. (20)

complaint

RISKS OF ASSOCIATED
DISEASES

The risks of diseases associated with
endometriosis must be communicated
transparently to patients so that they can
be aware of the multiple consequences
of the disease. (21) Endometriosis and its
treatments can increase the risk of
cardiovascular diseases and require
particular attention, since stroke still
remains the leading cause of mortality in
women. (22)



BE AN ACTIVE PARTICIPANT IN YOUR OWN HEALTH JOURNEY

CO-CONSTRUCTION OF
THERAPEVTIC GOALS

APPROPRIATION OF SCIENTIFIC CREATING A THERAPEVTIC ALLIANCE

KNOWLEDGE T WITH TRUSTED HEALTHCARE
2 VI o ‘ ‘ PROFESSIONALS
~
MAKE YOUR OWN ‘ ] IDENTIFYING BELIEFS ABOUT
CHOICES ENDOMETRIOSIS

- 4

KNOW YOUR RIGHTS AS A PATIENT TO STAY VPDATED OpN

SCIENTIFIC ADVANCEMENTS

WITH OR WITHOUT CONSENT DURING
TREATMENT



BREAK THE TABOOS ABOVT
ENDOMETRIOSIS AND TALK ABOVT
IT WITH THOSE AROUND YOV,

Talking about endometriosis and the
scientific ~ knowledge  about  the
environmental causes of this disease
allows us to break down the taboo
surrounding menstruation and the
beliefs related to blood, considered
"responsible”  for  the  disease.
Spreading knowledge about the
symptoms and the repercussions on
daily life allows those close to us to
better understand endometriosis. (23)

WANT TO KNOW MORE?

REPORT THE SEX THAT AFFECTS
WOMEN WITH ENDOMETRIOSIS

Sexism related to endometriosis is an
additional form of violence for
patients that you can report when you
meet with her. For example: “Because
my partner has endometriosis, | am not
as free as | would like; | would like to
have sexual relations with other
partners, and | feel that she asks me
for more help than she needs.” (24)

PROMOTE THE COMPLEMENTARITY OF
SCIENTIFIC AND EXPERIENTIAL
KNOWLEDGE

The recognition of the
complementarity of knowledge in the
healthcare field is based on the
valorization  of the  experiential
knowledge of those who live with
endometriosis on a daily basis and who
treat themselves every day to live
better with this chronic disease. This
experiential knowledge integrates the
scientific knowledge that studies the

understanding and functioning of the
disease. (25)

BECOME A PATIENT PARTNER

Patient partners can engage in many
forms of action; they can: teach future
health professionals at university, share
their experiences, collaborate on
research with scientists, work within a
health facility as a member of a team
and  participate  in  therapeutic
education programmes for patients. In
France, there are several training
programmes dedicated to health
partnerships. (26)
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A training program offered by Maéliss Le Bricon with the Endometriosis Academy as part of the European
#ENDO project.

Since 2020, Maéliss has been conducting research as part of the artistic, scientific, and political experiment
"Where to Land?", led by philosopher Bruno Latour with a multidisciplinary consortium. Using a compass, she is
invited to map all the elements that support or threaten her health journey. Drawing on her personal
experience, she examines the work of scientists, trains at the University of Bordeaux to teach medical students
as a "patient educator,” and deepens her understanding of the disease to lead therapeutic education
programs for patients at the Clinique Mutualiste in Pessac. Maéliss is currently pursuing her research
collectively with projects from the Endometriosis Academy, with the support of Creative Agency, and through
a co-research project with the Workshops of the Days to Come. In 2024, she was invited to share her work in
the form of a participatory performance at the BAG Gallery in Bordeaux as part of the exhibition BREAKING
THE SILENCE. As part of the European ENDO project, she is sharing the results of this research to enrich the

training program for people with endometriosis.
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