Discussion: The need for action on
endometriosis in Canada
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EndoAct Canada is an unincorporated not-for-profit organization with the goal of driving action on
endometriosis in Canada.

EndoAct Canada was co-founded by The Endometriosis Network Canada (TENC) and the Canadian Society
for the Advancement of Gynecologic Excellence (CanSAGE).

TENC is the first patient-led, registered charity in Canada dedicated to raising awareness of endometriosis
and providing support and educational resources to those it affects.

CanSAGE is a professional society with a mission to promote and maintain high standards of excellence in
the diagnosis and management of complex gynecologic conditions including endometriosis.

By bringing those living with endometriosis together with health care providers and researchers, we
represent a collective Pan-Canadian expertise on this disease. Together, we are raising awareness about
issues facing the endometriosis community in Canada, as well as solutions to ensure that those in Canada
who have endometriosis get the right care, in the right place, at the right time.



Endometriosis is a chronic inflammatory disease in which tissue similar to the
lining of uterus grows on other parts of the body, causing inflammation, scarring,
and organ damage.

Endometriosis affects more than 1in 10 women, and unmeasured numbers of Two-
Spirit, transgender, and non-binary people (almost 2 million Canadians).

Symptoms often begin in adolescence and include severely painful periods,
chronic pain, and infertility.

Endometriosis has no known cause or cure, so it is managed with a combination of
specialized surgery, medication, and multidisciplinary care.



The average delay to diagnosis in Canada is at least 5.4 years, and can be as long
as 20 years.

Low knowledge and awareness of the disease among health care professionals and
the public contributes to delayed diagnosis.

Wait times for specialised surgical and chronic pain care are 6-24 months or longer.
Canadians with endometriosis are paying to get the care they need out of country.

Investments in endometriosis research are low compared to similar chronic
conditions.



Adolescents with symptoms are 10 times as likely to miss school.
Adults with endometriosis lose almost 11 hours of work per week.

People with endometriosis experience high rates of anxiety, depression, post-
traumatic stress, and suicidality.

Surgically confirmed endometriosis costs $2.5 billion per year to Canadian society.

In an article entitled /It Is Time to Treat Endometriosis as if It Were Cancer, experts
agreed, “We, as a medical system, are failing people with endometriosis.”



Consequences of inadequate care

NO ENDOMETRIOSIS

ADEQUATELY TREATED
ENDOMETRIOSIS

Relationships Comorbidities

Achievements

Pain Surgery

Education Fertility and
and career pregnancy outcomes

o* v, r INADEQUATELY
‘ v Surgery TREATED
Surgery

ENDOMETRIOSIS

Lifetime

Visit our patient storytelling platform to learn about living with endometriosis in Canada



https://endoact.ca/stories/

Enact the endometriosis-related recommendations from the House of Commons
Standing Committee on Health report Women’s Health in Canada: Closing the
Gender Gap (November 2025) in a timely and comprehensive way.

Recommendation 1 That the Government of Canada develop a national action plan on
endometriosis, in collaboration with provinces and territories and Indigenous
governing bodies, as well as people living with endometriosis, clinicians and
researchers, to address gaps and barriers that hinder awareness, diagnosis and
treatment.

Recommendation 2 That the Government of Canada increase funding for research
that supports innovation and discovery with respect to the diagnosis and treatment of
endometriosis.
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For information about the need for action plan on endometriosis, please contact EndoAct Canada,
info@endoact.ca

For information about the endometriosis patient community, please contact The Endometriosis Network
Canada, info@endometriosisnetwork.ca

For information about healthcare services for people with endometriosis, please contact the Canadian
Society for the Advancement of Gynaecologic Excellence, admin@cansage.org
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