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ABSTRACT

Keywords:

Study Objective: To examine endometriosis-related content on Instagram, a platform increasingly used for health commu-
nication, to understand: 1) the identity of Instagram content creators; 2) themes, tones, and emotions evoked from posts;
and 3) accuracy of educational information. The relevance of this study lies in its potential to inform healthcare providers
on how to better engage with social media to support individuals with endometriosis.

Design: This mixed methods cross-sectional observational study was performed on June 6, 2021. Instagram content was
collected via two approaches: 1) searching hashtags related to endometriosis from a list of 30 hashtags and analyzing the
top 20 and 10 most recent posts and 2) searching endometriosis-related terms under accounts to examine the first 30
accounts retrieved. Posts were categorized into themes and evaluated for tone and emotion, with educational posts also eval-
uated for accuracy.

Setting: Publicly available data on Instagram.

Participants: None.

Interventions: None.

Measurements and Main Results: The study analyzed 768 Instagram posts and 228 accounts. Of these, 59.9% of posts and
92.1% of accounts contained endometriosis-related content. Most posts (55.4%) and accounts (59.0%) were authored by
people with endometriosis. Accounts owned by people with endometriosis were significantly more active and had more fol-
lowers compared to those who identified as healthcare providers (mean difference of total # of posts = 714.4, p < .001,
mean difference of total # of followers = 27,194.7, p < .001, respectively). Social support was the most common theme
(67.2%). Many posts had a negative tone (43.7%) and evoked sadness (57.6%). Objective educational posts contained
85.0% accurate information. Allied healthcare providers were most likely to post accurate educational information com-
pared to all other content creators (p < .001).

Conclusion: Instagram is widely used by people with endometriosis, with posts predominantly centered around social sup-
port and personal narratives. Healthcare providers can use this information better understand the experiences of people with
endometriosis, and to engage more effectively on Instagram. Journal of Minimally Invasive Gynecology (2025) 32, 693
—700. © 2025 AAGL. This is an open access article under the CC BY license (http://creativecommons.org/licenses/by/4.0/)
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Introduction

Endometriosis affects approximately 10% of individuals

endometriosis including dysmenorrhea, subfertility, and
pelvic pain, diagnosis remains challenging due to variable
presentations and limitation of non-invasive diagnostic

assigned female at birth [1]. Endometriosis is characterized
by functional endometrial-like glands and stroma outside
the uterus [1]. Despite the well-described symptoms of
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tools [2—5].

Endometriosis is a difficult chronic disease to navigate
[2,5]. Studies have shown that people with endometriosis
want to learn more about endometriosis, however, informa-
tion is often unreliable causing a sense of helplessness and
distress [6,7]. Health professionals face difficulties in pro-
viding comprehensive information due to the disease’s
complexity and treatment controversies [1,5]. Given the
variability in medical information, accurate dissemination
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is crucial to further public and physician understanding of
endometriosis.

Social media, notably Instagram, has revolutionized
access to healthcare information. Studies have demon-
strated the benefit of social media in improving patient
health knowledge, communication, and empowerment,
consequently enhancing the patient-physician relationship
[8—10]. With 2.35 billion active accounts, Instagram is one
of the most popular social media platforms that has seen
rapid growth and engagement among individuals with
endometriosis [11]. Its format allows sharing of content
through images and captions, facilitated by hashtags for
easy searchability.

Our research examines how Instagram’s visual and nar-
rative-driven content influences the discourse around endo-
metriosis, unlike prior studies, which have primarily
focused on other social media platforms or different condi-
tions[12—17] Previous studies have provided foundational
insights into the use of social media for health communica-
tion, but they have not thoroughly explored Instagram’s
role in shaping patient communities, the spread of medical
information related to endometriosis, and accuracy of posts
[15,17].

The objective of this study is to examine endometriosis-
related content on Instagram, including 1) identity of con-
tent creators; 2) themes, tones, and emotions evoked from
Instagram posts; and 3) accuracy of educational posts. The
aim of this study is to provide a comprehensive understand-
ing of the landscape of endometriosis-related content on
Instagram, offering new insights that can guide healthcare
professionals in engaging with this medium.

Methods

A mixed methods cross-sectional observational study
was conducted using publicly available Instagram data, fol-
lowing STROBE guidelines (Appendix A). A search of
endometriosis-related hashtags and accounts was performed
on June 6, 2021.

The study design was adapted from previous work on
social media in healthcare [12—17]. A pilot was performed
for the purpose of trialing data extraction and documenta-
tion. During the pilot study, hashtags associated with endo-
metriosis were selected in an iterative process, with each
search informing and expanding on the previous one, result-
ing in a comprehensive list of relevant hashtags (Appen-
dixes B and C).

Instagram’s search function allows filtering by “tags” (i.
e., hashtags) or “accounts” (Supplementary Fig. 1). When
using the “tags” option, Instagram displays results based on
two criteria: top posts (i.e., most popular posts determined
by the number of likes and interactions) and most recent
posts in chronological order. The “accounts” search option
presents a list of accounts, ranked by Instagram’s internal
algorithm.

A two-step approach was used. First, 30 predetermined
hashtags associated with endometriosis (Appendix B) were
searched under the “tags” category. From each hashtag, we
recorded the content of the top 20 and 10 most recent posts,
along with Instagram content creator information.

Next, 10 predetermined terms associated with endome-
triosis (Appendix C) were searched under “accounts” and
the first 30 were examined. Due to time constraints, a subset
of Instagram posts were analyzed, a method consistent with
previous studies [12—17]. The study design methodology is
further outlined in a flowchart in Supplementary Fig. 2.

Instagram posts included were in English or translated
using the translation feature on Instagram. Multiple images
posted in one post were examined together. Posts that were
identified more than once in the hashtag searches were only
counted once. Unrelated posts and videos, and private Insta-
gram accounts, were not included in the analysis. To mini-
mize search algorithm bias, a new Instagram account was
activated and location services were disabled. Ethical
approval was not required for this study as all data is pub-
licly available on Instagram (McMaster University HIREB).

Study Outcomes
Instagram Descriptive Characteristics

Instagram accounts were reviewed to gather information
about the content creator’s geographic location and identity.
Content creator identity was categorized as: medical health-
care providers (i.e., physicians, surgeons, physician assis-
tants, and nurses); allied healthcare providers (i.e.,
occupational therapists, physiotherapists, and pelvic floor
physiotherapists, nutritionists, dietitians); people with endo-
metriosis; organizations; or other (i.e., journalist, life coach,
retail or unknown).

Instagram Activity and Engagement

Activity level of an Instagram account was quantified
using the total number of posts from initiation of the
account until June 2021. A post’s engagement level was
quantified using the number of likes on that post and an
account’s engagement level was quantified using the num-
ber of followers of the account [18,19].

Posts’ Characteristics

Discourse analysis was used in qualitative evaluation of
the content, tone, and emotions evoked in the posts’ text cap-
tion, emoticons, and images. Content themes were generated
through an iterative process during analysis based on emerg-
ing themes to include: education, social support, personal
narrative, empowerment, and advertisement. Tone of the
posts were categorized as positive, negative, or neutral.
Lastly, emotions evoked in the posts were categorized accord-
ing to the emotion wheel as sadness, anger, fear, compassion,



Shiplo et al.

Endometriosis Influencers on Instagram

695

Activity and engagement level on Instagram
Accounts Engagement Activity
Author types Accounts n (%)  Total # of followers Mean (SD)  p-value  Total # of posts Mean (SD)  p-value
People with endometriosis 124 (59) 29 157.2 (16 689.1) 812.2 (470.2)
Healthcare providers (medical and allied) 6 (2.9) 1962.5 (516.2) <.001 97.8 (17.2) <.001
Organizations 20 (9.5) 7658 (2448.4) 536.1 (141.6)
Other 60 (28.6) 4027.3 (1229.2) 193.8 (73.9)
Posts Engagement
Author types Posts n (%) Total # of likes Mean (SD) p-value
People with endometriosis 255 (55.4) 491.4 (74.9)
Medical healthcare providers 26 (5.7) 432.3 (105.8)
Allied healthcare providers 65 (14.1) 587.7 (91.6) .19
Organizations 15(3.3) 209.8 (39.4)
Other 99 (21.5) 206.3 (32.7)

happiness, or surprise (see Appendix D) [20]. Posts were cat-
egorized into one or more category if applicable.

Posts’ Accuracy

Posts categorized as educational in the posts’ content
assessment were then further reviewed for accuracy. Two
reviewers, MG and NS, independently evaluated each edu-
cational post, and their classifications were kept confiden-
tial from each other. Each educational post was categorized
as subjective (i.e., personal narratives, experiences, per-
spectives, and statements based on personal feelings or
opinions) or objective claims (i.e., substantiated based on
data). The objective educational posts were evaluated for
accuracy by cross-referencing peer-reviewed publications.
Discrepancies were reviewed by a third evaluator (S.S.).

Statistical Analysis

Analyses were conducted using IBM SPSS version.
Descriptive statistics were reported for primary outcomes.
Author activity and engagement were assessed using a one-
way ANOVA and Tukey’s test. Post content, tone, emotion,
and accuracy were compared using Chi-Square tests with
Bonferroni adjustment. Statistical significance was set at p-
value <.05.

Results

In total, there were 1.5 million posts using the endome-
triosis hashtag on Instagram at the time the search was per-
formed.

Instagram Descriptive Characteristics

A total of 768 posts and 228 accounts were identified. Of
those identified, 59.9% (460/768) of posts and 92.1% (210/
228) of accounts had endometriosis-related content and
were included in the analysis. People with endometriosis

authored 55.4% (255/460) and 59.0% (124/210) of endome-
triosis-related posts and accounts, respectively (Table 1).
Most of the posts originated in the United States of America
(20.9%, n = 96) and the United Kingdom (20.7%, n = 95),
followed by Australia (12.0%, n = 55), Canada (8.0%,
n =37), Germany (5.4%, n = 25), while the remainder origi-
nated from various other countries (33.0%, n = 152).
Regarding account origins, the majority were not specified
or were from other countries (i.e. South Africa, Ireland)
(78.0%, n = 164), followed by the United Kingdom (9.1%,
n = 19), Australia (6.2%, n = 13), the United States of
America (5.2%, n = 11), Germany (1.0%, n = 2) and Canada
0.5%,n=1).

Instagram Accounts’ Activity and Engagement

Accounts authored by people with endometriosis were
significantly more active, posting more than healthcare pro-
viders (mean difference [MD] of total # of posts = 714.4,
p < .001) and others (MD of total # of posts = 618.4,
p = .005). Moreover, accounts created by organizations
were significantly more active than healthcare providers
(MD of total # of posts = 438.3, p < .001) and other users
(MD = 342.3, p = .012) (Table 1). Accounts authored by
people with endometriosis had the greatest number of fol-
lowers, which was significantly higher than healthcare pro-
viders (MD of total # of followers = 27 194.7, p < .001),
organizations (MD of total # of followers = 21 499.2, p <
.001), and others (MD of total # of followers = 25 129.9,
p <.001).

Instagram Posts’ Engagement

Posts were authored as follows: people with endome-
triosis (55.4%), allied healthcare providers (14.1%),
others (21.5%), medical healthcare providers (5.7%), and
organizations (3.3%) (Table 1). Posts by allied healthcare
providers received the highest average likes (mean 491.4,
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SD 74.9), though not statistically significant (p = .19)
(Table 1).

Posts’ Characteristics: Content Themes

The most common theme to emerge from endometriosis-
related posts was social support (67.2%, 309/460), followed
by personal narrative (47.6%, 219/460), education (31.3%,
144/460), empowerment (21.1%, 97/460), and advertisement
(9.6%, 44/460). Allied healthcare providers (56.9%, 37/65)
and medical healthcare providers (53.8%, 14/26) contributed
significantly more to educational posts compared to people
with endometriosis (24.3%, 62/255) (p < .001 and p = .01,
respectively). Additionally, allied healthcare providers (20%,
13/65) posted significantly more advertisement-related con-
tent than people with endometriosis (5.9%, 15/255)
(p =.002). People with endometriosis (54.1%, 138/255) con-
tributed significantly more to personal narrative content than
medical healthcare providers (23.1%, 6/26) and allied health-
care providers (33.8%, 22/65) (p = .002) (Fig. 1).

Posts’ Characteristics: Tone

Among assessed posts, 43.7% (201/460) portrayed a
negative tone, 37.8% (174/460) were positive, and 18.5%
(85/460) were neutral. Posts created by allied healthcare

providers (18.5%, 12/65) contributed less significantly to
negative tone compared to the others (50.5%, 50/99) (p <
.001) and more significantly to neutral tone (33.8%, 22/
65) compared to people with endometriosis (12.2%, 31/
255) (p-value <.001). Medical healthcare providers
(50%, 13/26) had a significantly more neutral tone com-
pared to people with endometriosis (12.2%, 31/255) and
others (15.2%, 15/99) (p < .001). Positive tone differen-
ces across author types were not significant (p = .07)
(Fig. 2).

Posts’ Characteristics: Emotions

The most common emotion conveyed through endome-
triosis-related posts was sadness (57.6%, 265/460), fol-
lowed by compassion (50.2%, 231/460), anger (39.3%,
181/460), happiness (36.3%, 167/460), fear (26.5%, 122/
460), and surprise (5.9%, 27/460). People with endometri-
osis posts portrayed significantly more anger (44.7% (114/
255) vs 16.9% (11/65), p = .009) and sadness (64.3%
(164/255) vs 32.3% (21/65), p = .001) compared to allied
healthcare providers (Fig. 3). Posts created by allied
healthcare providers (73.8%, 48/65) contributed more sig-
nificantly to compassion (p < .001) compared to people
with endometriosis (47.5%, 121/255) and others (35.4%,
35/99).

Fig. 1
Content of Instagram posts. This figure shows the frequency of Instagram posts (%) by different author types, based on themes of education, social sup-
port, advertisement, empowerment, and personal narrative. Asterisks show significant difference (*p-value <.05, **p-value <.01, ***p-value <.001).
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Posts’ Accuracy

Of 144 educational posts, 55.6% (80/144) were objective
and 44.4% (64/144) were subjective. Of the objective posts,
85.0% (68/80) contained accurate scientific information
while 15.0% (12/80) did not. Most of the inaccurate objec-
tive educational posts provided incorrect facts or statistics
about endometriosis (58.3%, 7/12), or made unsupported
dietary recommendations (41.7%, 5/12) (Supplementary
Table 1). Allied healthcare providers posted more accurate
posts (73.7% (28/38), p < .001) and fewer subjective posts
(13.1% (5/38), p < .001) (Fig. 4). There was no significant
difference in number of inaccurate posts by author type
(p =.35) (Fig. 4).

Discussion

This study provides valuable insights into the nature of
endometriosis-related content on Instagram, highlighting
the significant role of social media in shaping public dis-
course around this chronic condition. Our findings
showed that most endometriosis-related posts and
accounts on Instagram were created by people with endo-
metriosis, who demonstrated higher post frequency and
follower counts compared to healthcare providers. This
underscores the importance of patient voices in the digital

space, particularly in communities discussing chronic
pain conditions.

Themes emerging from our analysis centered on social
support and personal narratives, with many posts conveying
negative emotions such as sadness and anger. These find-
ings reflect the emotional burden carried by individuals
with endometriosis and the reliance on Instagram as a plat-
form for sharing personal experiences and seeking support
[14—17,21,22]. The frequent expression of negative emo-
tions highlights unmet needs within this patient population,
including the desire for treatments, timely diagnoses, and
empathetic healthcare providers. People with endometriosis
may experience more post-operative pain, especially when
diagnosis is delayed, potentially leading to central sensitiza-
tion, altering a patient’s pain phenotypes. This persistent
negativity correlates to worsened clinical outcomes and
reduces quality of life [22—26].

While healthcare providers contributed educational con-
tent on Instagram, their presence was significantly less
prominent compared to individuals with endometriosis.
Educational posts authored by healthcare providers were
generally more accurate, indicating their potential to play a
crucial role in disseminating evidence-based information.
However, lower engagement levels suggest that healthcare
providers may need to adjust their communication strate-
gies to connect effectively with this audience. Social media
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offers an opportunity for healthcare providers to bridge
the information gap by engaging empathetically and reso-
nating with the lived experiences of individuals with
endometriosis.

Our findings align with previous research indicating that
people with endometriosis post the most endometriosis-
related information on Instagram [12,15]. This contrasts
with other medical specialties, where healthcare providers
have a more dominant social media presence [11,13] This
difference may be due to the deeply personal, stigmatized,
and emotionally distressing nature of endometriosis, which
might deter healthcare providers from engaging publicly
[11,20,21]. Nonetheless, Grajales et al. [8] demonstrated
that healthcare providers on social media can significantly
enhance patient experiences by offering accurate,

supportive, and compassionate content. Their research
found that social media improves patient engagement and
education in chronic disease management through peer sup-
port and expert advice, reinforcing the importance of accu-
rate and compassionate social media communication [8].

In contrast to earlier research by Sinha et al. [17], which
found no educational posts authored by healthcare pro-
viders on Instagram, our study reveals an increase in such
posts. This indicates a growing trend of healthcare provider
involvement on social media, which is crucial given the
variability in the accuracy of medical information online
[16,27,28]. The inconsistency inaccurate information poses
challenges for individuals trying to discern reliable sources.
While the data highlights the benefits of healthcare
providers’ involvement on social media, further
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Fig. 4
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investigation is needed to assess patient outcomes and the
patient-physician relationship.

Social media provides healthcare providers a platform to
improve patient outcomes by actively engaging with patient
communities, sharing accurate, evidence-based informa-
tion, and correcting misinformation. Such engagement can
build trust, enhance health literacy, and equip patients with
the resources to manage their conditions more effectively
[10]. Although our study found accurate endometriosis con-
tent on Instagram, individuals must critically evaluate its
objectivity and accuracy. Healthcare providers’ presence on
social media is crucial for identifying and addressing
knowledge gaps and guiding the development of educa-
tional materials to raise awareness about endometriosis.

Active social media users with endometriosis often trust
information from peers more than healthcare professionals,
potentially straining these relationships [29,30]. It’s impor-
tant for healthcare providers to engage on social media,
offering support, accurate information, and building trust.
While social media has the potential to enhance patient-
physician relationships by facilitating communication, fur-
ther research is needed to understand its impact fully. Addi-
tionally, interdisciplinary collaboration facilitated by social
media in managing complex conditions like endometriosis
warrants further investigation.

Strengths of our study include a large sample size encom-
passing both posts and accounts, detailed discourse analysis
of the posts based on author types, and evaluation of educa-
tional post accuracy, a method previously used for online

resources [27,28]. However, the cross-sectional nature of
the study limits the generalizability of the findings. Chal-
lenges accessing certain Instagram data due to privacy set-
tings and the exclusion of Instagram Stories may have
excluded alternate perspectives. Despite these limitations,
the study highlights the critical role that social media plays
in the lives of individuals with endometriosis and its poten-
tial for healthcare providers to engage meaningfully. Future
studies should consider longitudinal analyses to capture the
evolving role of healthcare providers and to assess the long-
term impact of their engagement on patient outcomes.

In conclusion, while Instagram serves as a powerful plat-
form for individuals with endometriosis to share their expe-
riences and seek support, there is a clear need for more
active participation from healthcare providers. By engaging
empathetically and providing accurate information, health-
care providers can improve patient-physician relationships,
enhance patient outcomes, and contribute to a more
informed and supportive online community.

Conflict of Interest

Mathew Leonardi reports grants from Australian MRFF,
AbbVie, CanSAGE, Hamilton Health Sciences, Hyivy
Health; honoraria for lectures/writing from AIUM, GE
Healthcare, Bayer, AbbVie, TerSera, consultancy work
with Hologic, Chugai, affiliations with Imagendo, outside
the submitted work. The remaining authors report no con-
flict of interest.



700

Journal of Minimally Invasive Gynecology. Vol 32, No 8, August 2025

Prior Presentation

RT Weaver Scientific Day, April 6, 2022, Hamilton,
Ontario, Canada (oral), AAGL Global Conference, Decem-
ber 2, 2022. Aurora, Colorado, USA (oral), 8th Congress of
the Society of Endometriosis and Uterine Disorders, May
18 to 21, 2022, Athens Greece (poster).

Summation

People with endometriosis frequently use Instagram for
social support and healthcare providers should join, provid-
ing compassionate and accurate healthcare information.
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