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INTRODUCTION/OBJECTIVES
Despite its 10% prevalence rate among females and roughly
50% comorbidity rate with infertility, endometriosis is an
understudied, underfunded, and misunderstood disease.

METHODS

DISCUSSION/IMPLICATIONS

Endometriosis organizations posted the below advertisement
to their social media site(s):

Endometriosis is an estrogen-dependent chronic
inflammatory disease in which tissue similar to the lining of
the uterus grows outside the uterus, contributing to internal
bleeding, scarring, adhesions, and anatomical distortion.

This survey demonstrated multiple markers of engagement
with the survey, as this survey served as a forum for
participants to share their frustrations with both the disease
and their experiences of not feeling heard.
There is much evidence that merely communicating one’s
health experiences carries positive psychological and
physiological effects, which supports these findings.
These markers of engagement are consistent with extant work
illustrating that patients do not feel heard and highlight a
need for patient-centered communication training with an
emphasis on consultation and diagnosis, especially for
OB/GYNs.

Qualitative works have consistently demonstrated that these
patients feel unheard in many ways, including by clinicians.
These perceptions frequently manifest as not having pain
sufficiently acknowledged and acted upon by clinicians.
As part of a larger research project, this survey therefore
examined multiple markers of patient engagement with
the survey, which functioned as a forum to feel heard.

Such training may allow patients the opportunity to
communicate their experiences and feel heard by clinicians as
they emotionally cope with the disease.

RESULTS
Data were collected from 1,391 patients with self-reported
endometriosis, 72% (n = 997) of whom completed the survey
(M age = 33.9 years, 83.7% white).
Patients from 45+ countries, including the US, participated.

METHODS
The survey with which patient engagement was examined was an
anonymous online survey (20-30 mins.) examining the
relationship between the patient-clinician relationship and
patient online community use among patients with
endometriosis as well as patients’ physical and mental health.
Data collection occurred over the course of 3.5 months.
No compensation was included, but participants were able to
enter into a raffle for 1 of 3 $25 Amazon gift cards.

33% (n = 326) of patients signed up to receive survey results.
Among completers, 45% (n = 448) went on to complete an
optional field at the end that asked them if there was anything
else they thought the researchers should know.
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Mean word length was 69.7 (SD = 83.5, range = 2–669).
In open-ended comments, 21 patients thanked the authors for
doing this research, and frequently equated the researchers
doing this research as caring about and trying to help them.
(see below)

“Thank you for asking these questions. Thank you for caring.”
“Thank you for choosing to do your work on this awful disease.”
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“Please keep researching endo and its widespread effects. Thank you for your research!!!”
“Thank you for doing this survey :)”

“Your survey gives me hope....Thank you!”

“Thank you for taking the time to survey us and care about us! <3”

“Thank you doing this and helping women who suffer.”
“Thank you for seeking truthful research from sufferers.”
“Thank you for doing this research. Genuinely, thank you.”
“Thank you for doing research. We need you. We are an invisible, drowning population.”
“Thanks for taking the time to study endo!”

