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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 simplify interactions with the medical community. Through a
comprehensive and inclusive approach, this project aims to transform 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:
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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
therapeutic alliance



ENDOMETRIOSIS KNOWLEDGE: DISCERN MY BELIEFS

If you get

pregnant, y
ou

will recover!

Women suffer fromendometriosisbecause they areless likely to getpregnant!

Menstrual bloodcontaminates youand makes yousick!

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. 



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 scientific 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)

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)

Science Students Po Paris

SCIENTIFIC CONTROVERSY: ENDOMETRIOSIS KNOWLEDGE 



INFORMATION 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)

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)



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 
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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:

The natural history of endometriosis (the evolution of symptoms and
disease characteristics over time); the factors that determine a favorable
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
disease, including adenomyosis; the circumstances of diagnosis and the
patient's treatment pathway; and the impact of the disease on patients'
daily lives.



In 2023, a scientific 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): 

41% want to improve healthcare providers' knowledge
and recognition of the disease; 26% want to end violence
in the medical field; 25% want to improve care and
support for endometriosis-specific issues.

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

Knowledge of endometriosis among healthcare professionals



 CHOICES IN THE STRUCTURED HEALTHCARE PATH 



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
preferences” (13)

 HEALTH CARE PATHWAY CHOICES OVERSEEED BY
THE HIGH HEALTH AUTHORITY IN FRANCE



THE CHOICE BELONGS TO THE PATIENT
(14)

MANAGEMENT OF CHOICES IN THE HEALTH JOURNEY IS ENCOURAGED.



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

HORMONE TREATMENTS

TO PHYTOTHERAPY

SPORTS ACTIVITIES

DIETETICS

IN SURGERY

PHYSIOTHERAPY

(ETC...)



THE THERAPEUTIC ALLIANCE



MUTUAL TRUST
ACHIEVING GOALS 

MUTUAL COLLABORATION

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)

THE THERAPEUTIC ALLIANCE



CONSENT PHARMACOVIGILANCE
RISKS OF ASSOCIATED

DISEASES

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. Daraï 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)

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)

THE THERAPEUTIC ALLIANCE

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
complaint lodged by the AMAVEA
association. (20)



BE AN ACTIVE PARTICIPANT IN YOUR OWN HEALTH JOURNEY

MAKE YOUR OWN
CHOICES

APPROPRIATION OF SCIENTIFIC
KNOWLEDGE

KNOW YOUR RIGHTS AS A PATIENT

CO-CONSTRUCTION OF
THERAPEUTIC GOALS

WITH OR WITHOUT CONSENT DURING
TREATMENT

IDENTIFYING BELIEFS ABOUT
ENDOMETRIOSIS

TO STAY UPDATED ON
SCIENTIFIC ADVANCEMENTS

CREATING A THERAPEUTIC ALLIANCE
WITH TRUSTED HEALTHCARE

PROFESSIONALS



WANT TO KNOW MORE?

BREAK THE TABOOS ABOUT
ENDOMETRIOSIS AND TALK ABOUT

IT WITH THOSE AROUND YOU.

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, I am not
as free as I would like; I would like to
have sexual relations with other
partners, and I feel that she asks me
for more help than she needs.” (24) 

PROMOTE THE COMPLEMENTARITY OF
SCIENTIFIC AND EXPERIENTIAL

KNOWLEDGE 
BECOME A PATIENT PARTNER

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)

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)

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 Maëliss Le Bricon with the Endometriosis Academy as part of the European

#ENDO project.

Since 2020, Maëliss 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. Maëliss 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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