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Abstract

Background: Heavy menstrual bleeding (HMB) is a common condition that affects approximately 20% to 30% of women
globally. However, despite significant physical, mental, and social impacts on the quality of life of women who experience HM B,
they face barriersto both diagnosis and treatment. With current challenges to femal e reproductive autonomy growing on aglobal
scale and with the stigmathat surrounds menstruation, women with HMB may turn to online communities to access peer support
and information. Online forums such as Reddit, which support the use of anonymous posting, may offer a space where those
affected by HMB can share their experiences, seek support, and offer advice to others.

Objective: This study aimed to explore how those experiencing HMB use Reddit to share experiential knowledge, provide
support, and share experiences of HMB within an online community space.

Methods: Data were collected from discussion threads on the TwoXChromosomes subreddit on Reddit. Publicly accessible
posts were identified through a systematic search conducted on August 13 and 14, 2024, using keywords related to HMB. A
template approach to thematic analysis was used to analyze the data. A priori codes were developed from existing literature on
HMB and the research objective. The template was refined after further examination of the transcripts, with all transcripts being
analyzed using the final template.

Results: The search initiadly identified 434 discussion threads. Threads were screened for relevance and user engagement,
resulting in afinal 13 (2.99%) threads being analyzed for this research. These comprised 1505 individual comments from 1115
unique users. Four central themeswereidentified: validation and camaraderie, lifeimpacts of HM B, practical support, and medical
treatment and management. In the validation and camaraderie theme, users frequently shared personal experiences and validated
the experiences of others, challenging the normalization of debilitating symptoms and creating a shared sense of solidarity. When
discussing thelifeimpacts of HM B, users emphasized how it disruptsdaily functioning, including work, relationships, and mental
well-being, and poses serious physical headlth risks. In the theme of practical support, Reddit users exchanged strategies for
managing symptoms, including recommending specific menstrual products, home and workplace adaptations and adjustments,
and self-advocacy. The fina theme of medical treatment and management explored Reddit users' frustration with health care
experiences, particularly around the prioritization of fertility over quality of life. Hormonal contraception, intrauterine devices,
and surgical interventions were discussed with varying degrees of satisfaction and concern. Overall, Reddit users reported a
general dismissal of HMB within medical and social contexts.

Conclusions: Reddit serves as an important platform for individuals with HMB to validate their experiences, share practical
knowledge, and seek peer support in the face of medical dismissal. This research provides insight into the usefulness of online
spaces for people discussing HMB.

(J Med Internet Res 2025;27:€73532) doi: 10.2196/73532
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Introduction

Background

Heavy menstrual bleeding (HMB), aso referred to as
menorrhagia, is a common reproductive condition affecting
women and those born female worldwide. Approximately 27.2%
of 4506 women across Switzerland, Germany, France, Spain,
and the Netherlands self-reported HMB in a survey [1].
According to the National Ingtitute for Health and Care
Excellence, approximately 1 in 20 women in the United
Kingdom aged 30 to 49 years visit their genera practitioners
(GPs) with concerns about HMB, with HMB accounting for
12% of al gynecology referrals[2]. Inthe adol escent population,
up to 40% report experiencing HMB [3]. HMB is characterized
by excessive or prolonged menstrual bleeding, defined by the
National Health Service in the United Kingdom as the need to
change tampons or sanitary pads every 1to 2 hours or bleeding
that persistsfor >7 days[4]. However, recent research has shown
that this definition can result in an underestimation of the
number of women who experience this condition, as modern
menstrual products are more absorbent than previously assumed

[5].

Severd factors contribute to the onset of HMB. Hormonal
imbalances, particularly fluctuations in estrogen and
progesterone levels, can disrupt the normal menstrual cycle,
leading to excessive bleeding [6]. Structural abnormalities of
the uterus, such as fibroids [7], polyps [8], and adenomyosis
[9], aso increase the likelihood of HMB. Other contributing
conditions may include endometriosis, pelvic inflammatory
disease, and the use of certain medications[10]. HMB may also
lead to iron deficiency anemia, resulting in symptoms such as
fatigue, weakness, and shortness of breath [11]. In some cases,
HMB occurs without a clearly defined underlying cause.
I diopathic menorrhagia, defined as HMB with no identifiable
structural or hormonal abnormalities, can account for up to 50%
of reported cases [12,13]. Treatment options for HMB are
contingent upon the underlying cause, severity of symptoms,
and patient preferences. Hormona therapies, including oral
contraceptives, progestins, or hormonal intrauterine devices
(IUDs), are frequently offered to those with HMB to reduce
overall bleeding [14]. Nonsteroidal anti-inflammatory drugs
may also be suggested to alleviate pain and reduce menstrual
blood flow [15]. For individuals with structural abnormalities
such as fibroids or polyps, surgica procedures such as
endometrial ablation or myomectomy may be considered [16].
In cases where these measures are ineffective or in instances of
severe HM B, a hysterectomy may be suggested [17].

Despite the availability of treatment options, many women
remain undiagnosed [18]. This may be due to patients
reluctance to discuss menstrual health issues because of the
stigma associated with periods and bleeding [19] or a lack of
awareness or training among health care providers regarding
HMB [20]. Furthermore, HMB is often misconstrued by women
as “normal,” leading to underestimation and underreporting
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during discussions with medical professionals [21]. Cultural
taboos, societal norms, and misinformation all contribute to the
stigma surrounding menstruation [22]. Such stigmamay cause
feelings of shame and i solation among those experiencing HM B
[23]. Misconceptions about menstruation may also lead to
dismissive attitudes from health care providers, creating barriers
for necessary treatment and support [24,25]. HMB may also be
misdiagnosed, with women reporting that their GPs often fail
to recognize HMB based on self-reported symptoms [26]. A
qualitative study of women diagnosed with HMB for a decade
revesled mixed experiences; while some reported positive
interactionswith health care professionals, othersfelt dismissed
by their GPs [27]. As aresult, this can exacerbate the impact
that HMB can have on an individua’s well-being [28].

HMB has been shown to significantly impact an individua’s
physical health, emotional well-being, and overall quality of
life [29]. A study of 1547 women in Sweden found that 32%
reported experiencing HM B, which was significantly correlated
with a decreased quality of life [30]. In another multinational
study of 6179 women, self-reported HM B was associated with
negative impacts on social life, relationships, and occupational
functioning [31]. In addition, women with HMB frequently
report feelings of embarrassment, anxiety, and isolation due to
HMB [32]. While existing research has focused on
understanding the experiences and pathology of HMB, there
has been limited exploration of the role of social support and
knowledge sharing among those affected by this condition.

Because of the stigma and reluctance to discuss menstrual
bleeding, many women may turn to theinternet for information
and support, as it provides a convenient, asynchronous, and
anonymous way of discussing personal and stigmatizing
conditions [33]. Women may use socia support mechanisms,
such as online groups, asameans of understanding and making
sense of their condition and symptoms. Social media sites can
provide userswith the opportunity to seek out advice and discuss
treatmentsfor stigmatized conditionsin an anonymousway and
can help create a supportive community of individuals with
shared experiences [34]. However, this has yet to be explored
within the context of HMB. Gathering experiential information
that is created by women is essential to pinpoint priority areas
where health care professionals could provide support and
guidance [35] and to understand what support these individuals
need from health care systems [36]. Social media and online
forums offer a promising source of patient-centered insights.
In addition, because HMB is often viewed as a stigmatizing
condition, individuals may be reluctant to participatein research
studies dueto embarrassment [37]. Therefore, more naturalistic
data may provide insights that typical data collection methods
might omit [38]. Infodemic methodology offers a framework
for studying and analyzing headth-related information
disseminated through online platforms [39]. These are
naturalistic data, and the use of anonymous accounts alows
usersto post comments and discuss HM B more freely.
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This Study

This study aimed to analyze online discussions among women
on Reddit to explore how women share knowledge and
experience of HMB, as well as to understand the support users
may offer each other. Similar methodol ogies have been applied
to other stigmatized health phenomena, including breastfeeding
[40], erectile dysfunction [41], miscarriage [42], and
endometriosis [43]; therefore, it provides a useful approach to
understanding how women discuss HM B and the sort of support
they seek from other individuals with the condition.

Methods

Study Design

The study uses an infodemic approach, which involves using
online data to investigate the dissemination and exchange of
health-related information [39]. Reddit was chosen for this study
due to its high engagement and anonymous posting format.
While menstrual disorders are aso discussed on other online
platforms (eg, Facebook, X, and forums such as Mumsnet),
Reddit’'s structure allows for large-scale, anonymous
discussions, which makes it suitable for exploring sensitive
health experiences such as HMB. The TwoXChromosomes
subreddit was selected because it is a popular, highly active
forum that attracts a female-focused community where users
frequently discuss reproductive health topics, including
menstruation. As some Reddit users self-identified astransmen
and nonbinary, this paper will refer to participants as “reddit
users’ to adopt an inclusive approach. A systematic search was
conducted using the terms “ heavy menstrual bleeding,” “heavy
period,” and “menorrhagia” These terms were chosen as they
reflect both clinical terminology and everyday language
commonly used in academic literature, health care settings, and
social media discussions. EJY completed the search on Reddit
on August 13 and 14, 2024. Threads were initially screened by
reading titles and opening posts (OPs) to determine whether
HMB was the central focus. The second stage of screening
involved reading the full threads (OP and comments) to ensure
therelevance of the data. To help mitigate therisk of inauthentic
content, only threads with >5 unique contributorswereincluded.
Posts that were >10 years old were excluded to ensure the data
reflected modern accounts of HMB. All final threads were
reviewed by HMK to ensure they met the inclusion criteria
Any threads where eligibility was unclear were discussed
between EJY and HMK until an agreement was reached.

Ethical Consider ations

Ethics approval was granted by Sheffield Hallam University
(ER65866143), and this research adheres to the British
Psychological Society’s guidelines for internet-mediated
research. Publicly available discussionswere analyzed, ensuring
compliance with the British Psychological Society’'s
internet-mediated research guidance [44]. Consistent with
recommendations from Eysenbach and Till [45], informed
consent was not obtained dueto it being afreely available public
forum and accessed without subscription, and the anonymous
nature of forum users. However, usernames were anonymized,
and any identifying information was redacted for confidentiality
purposes.
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Data Analysis

A critica redist and feminist epistemological stance
underpinned this research. Therefore, this research recognizes
the redity of women's experiences with HMB while
acknowledging that the discourse around HMB is socialy
constructed, particularly with the gendered dynamics of female
reproductive health.

Discussions were anonymized, with usernames being replaced
with thetranscript number (T1-T13) and the Reddit user number
assigned based on the first comment in that particular thread
(eg, RUL). All data were uploaded into NVivo (version 12;
Lumivero) for analysis. A template analysis was conducted,
following the methodol ogical framework outlined by King [46],
asitissuited for datagenerated for different purposes[40]. The
process began with familiarization, and al discussion threads
were thoroughly read and reread to gain a comprehensive
understanding of the discussions. A priori codes, derived from
the research questions and previous research on HMB, are
detailed in Multimedia Appendix 1. Thefirst coder (EJY) coded
thedatausing thisinitial template, with adjustments made based
on devel oping codes. A secondary coder (HMK) independently
coded 2 discussions. Amendments to the template were made
following discussions between EJY and HMK. The fina
template was applied to al discussionsby EJY and subsequently
double-coded by HMK to ensure triangulation and agreement.
Codeswerethen discussed between EJY and HMK and grouped
into broader categories, which were developed into themes.

Reflexive Statement

EJY isa 35-year-old woman with endometrial hyperplasia and
experienced medical dismissal of HMB for 20 years before
receiving treatment. EJY believes HMB is poorly understood
and undertreated by the National Health Service in the United
Kingdom. A reflexivejournal will be kept during data collection
and analysis to ensure greater objectivity.

HMK is a 53-year-old perimenopausa woman who has
experienced normal menstrual bleeding throughout her fertile
years. HMK kept a reflexive account throughout the analytic
process, and issues around HMB were discussed with EJY to
ensure transparency in analysis.

Results

Overview

A systematic search was conducted using 3 key terms: “heavy
menstrual bleeding” (240 discussions), “heavy period” (276
discussions), and “menorrhagia’ (126 discussions). Duplicate
discussions were identified and removed (208/642, 32.4%),
leaving 434 (67.6%) discussions. These wereinitially assessed
by reading the title and OP and screening out discussions that
did not focus on HMB, resulting in 127 (19.78%) remaining
discussions. Further exclusion criteriainvolved removing posts
that lacked sufficient focus on the topic (n=38, 5.92%), had <5
unigue contributors (n=65, 10.12%), or were >10 years old
(n=11, 1.71%; Figure 1). Finaly, 13 (2.02%) discussions
remained for analysis, comprising 1505 comments from 1133
unique contributors (Table 1).
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Figure 1. Search strategy. HBM: heavy menstrual bleeding; OP: opening post.

‘ Initial searches of “TwoXChromosomes” ‘

Heavy menstrual
bleeding: 240

Heavy period: 276

Menorrhagia: 126

—

—

642

Total search results:

Duplicates: 208

!

Titles and opening
post screened: 434

Not focused on HMB: 144
Other conditions: 64

Pregnancy: 5
Miscarriage: 6
Menopause: 22
Abortion: 8

Birth control only: 58

Threads screened: 127 )\

Not focused on HMB: 26

Other condition: 7
>10years old: 11

<5 contributors: 65
Birth control only: 5

the analysis: 13

Transcripts included in

Table 1. Discussion threads used in the analysis.

Thread Time since post Unique contributors (n=1133), n (%) Comments (n=1505), n (%)
Thread 1 6 months 11 (0.97) 19 (1.26)
Thread 2 6 months 7(0.62) 32(2.13)
Thread 3 4 years 155 (13.68) 217 (14.42)
Thread 4 5 months 26 (2.29) 47 (3.12)
Thread 5 3years 214 (18.89) 262 (17.41)
Thread 6 8 months 139 (12.27) 187 (12.43)
Thread 7 2 months 40 (3.53) 44 (2.92)
Thread 8 1 month 18 (1.59) 35(2.33)
Thread 9 6 years 18 (1.59) 46 (3.06)
Thread 10 2 months 27 (2.38) 31 (2.06)
Thread 11 3years 13 (1.15) 33(2.19)
Thread 12 2 years 454 (40.07) 522 (34.68)
Thread 13 1years 11 (0.97) 30(1.99)

Following a template approach to thematic analysis, 4 themes
were identified: validation and camaraderie, life impacts of
HMB, practical support, and medica treatment and
management. Throughout all themes, Reddit users discussed
diagnosis, treatment, and the experience of having HMB.

Validation and Camaraderie

This theme explores a shared camaraderie among the Reddit
posters. Reddit users offered validation as support for what
others were going through. They tended to share their own
experiences to create a shared experience, camaraderie, and
shared understanding of HMB. This was sometimes in the

https://www.jmir.org/2025/1/€73532
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essence of “you are not alone” but most often it was to
communicate that debilitating symptomswere not anormal part
of womanhood that should be accepted:

| had a similar experience. Took about 3 years of
constant bleeding, a bad infection and multiple blood
transfusions to be taken serioudly. [T12RUS8]

This validation was used to help other Reddit users understand
what normal, healthy menstruation should be like:

It's so sad how many women live with symptoms like
this not realizing this isn’t normal and shouldn’t be
ignored. [T10RU6]
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Users highlighted how the availability of social media was
hel ping to educate women on what was, and was not, abnormal,
as pointed out in the following quote:

I hope social media has opened the eyes of women
everywhere and allowed us to be open and honest in
search of understanding and acceptance, but that it's
also inspired its users to be the same for their family
and friend groups so the new generations don't live
with the shame and misinformation our generations
were given. [T10RU5]

Thiswas a so linked with how women define HMB. While the
medical community ascribes quantitative measurements, the
definition of HMB among Reddit users was rooted in
experience, imagery, and affect:

I always knew my periods were awful because my
bathroom looked like a Dexter kill room. [T3RU78]

Reddit users often used humor throughout these discussions.
This seemed to serve several functions: to bring some form of
lightness to otherwise quite difficult conversations, as acoping
mechanism to enhance well-being in the face of distressing
experiences, and as ameans of creating affiliation with others.
Humor was used by multiple users, most often in the form of
euphemisms and analogies:

Yeah, if they ever luminol my bathroom I’m going to
jail while they excavate my yard for the obviously
dozens of murder victims. [T3RU24]

Validation did not always just come from other Reddit users,
it was also something that some usersidentified inreal life. This
could be from a romantic partner taking their symptoms
seriously, afriend supporting them, or a supportive workplace:

In college | had a professor that let us stay home and
not attend classif we had bad periods. [T9RU1]

This validation and camaraderie would then usualy lead to
suggestionsfor further testing. Reddit users frequently drew on
their own experiences to recommend specific diagnoses to
consider and teststhat auser could request from their physician.
This was most often related to endometriosis, hyperplasia, and
fibroids. However, sometimes, less obvious potential causes
for HMB would be suggested:

This is gonna sound random but have you had your
thyroid checked? | was bleeding this much and it
turned out | have hypothyroidism. [TSRU106]

These types of discussions were aimed at educating and
empowering other usersto continue to pursue answersfor their
HMB and identify the root cause of the HMB. Overal,
validation was used asaway to support other users by affirming
that their experiences were not typica and should not be
dismissed as normal. Camaraderie was used to create a sense
of shared belonging for atopic that is usually isolating.

Life lmpactsof HMB

Reddit users discussed the impacts of HMB on their everyday
lives. Theseincluded experiences of living with HMB symptoms
for years—sometimes even decades. Many users who had now
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received adequate treatment for HMB reflected on the years
they had endured its symptoms::

After nearly 15 yearsof hell, they removed my uterus.
[T12RU23]

Struggling for years with HMB led to some reporting serious
effects. One user, who identified herself as working in a
pathology laboratory, recalled seeing the notes on a specimen
of awoman whose endometriosis had led to her “ dropping out”
of college. One user described HMB as being forced to live for
>10 years with torture. Another user reported that treatment
cametoo late:

It took me over 20+ yearsto get diagnosed. By then
it wastoo late, and now | have massive complications
from how far my endo went. I'll be in pain
management the rest of my life. Thank you to all the
doctors who ignored me in my teens, 20s, 30s...
[T5RU159]

HMB has such an impact on users' lives that they discussed
suicidal ideation, and users discussed wanting to end their lives
rather than live with HMB any longer:

| fedl at a loss...I cannot continue to live like this.
[T2RU1]

My uterus is making me deeply suicidal...There are
women who are on multiple antidepressants and
recovering from suicide attempts due to their
condition. [T5RU1]

Along with thoughts of suicide, users seemed to be genuinely
terrified of what was happening to their bodies. Some users
talked about the lack of control over their own bodies, along
with fearsthat the medical community was misdiagnosing them
or overlooking potentialy life-threatening conditions. Users
discussed living in a state of anxiety due to HMB:

I'm terrified. I'm terrified, i's all pretty heavy
bleeding, and cramping, and just will not stop...| feel
like utter garbage. [T7RU1]

In addition to mental health impacts, users also described
physical health consequences. Many users reported devel oping
anemia due to excessive blood loss—some to the extent of
requiring blood transfusions:

Turnsout | was bleeding to death through my period.
YES, my period was killing me. | had to have 3 blood
transfusions. [TORU1]

Alongside anemia, many users discussed symptoms such as
dizziness, including several accounts of users “passing out” at
school, places of work, and home. Further physical effects
included fatigue, fainting, cramps, migraines, and more:

Cramps, back pain, pain down my thighs, hot flashes,
vomiting, extreme fatigue, menstrual migraine...even
with ibuprofen. [T10RU1]

The effects of HMB impacted users social interactions and
day-to-day activities. One user discussed having to cancel a
skiing trip dueto HMB and others discussed social eventsthey
had to cancel. Some users found just attending work difficult
dueto HMB:
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| remember having to call off work because of my
period. People thought | was making it up but no, |
literally couldn’t leave the bathroom because of the
constant bleeding. It was bad and | don’t wish it on
anyone. [T12RU74]

These impacts also affected personal relationships, with users
discussing the impact of HMB, particularly in relation to their
sexual relationships:

A female gynecologist and she LAUGHED at mewhen
| said | had never had sex. Of course | haven't!
There's a river of blood constantly erupting out of
my uterus! How am | supposed to explain that to a
partner! [T5RU124]

One of the most commonly discussed effectson lifewas " leaks,”
where menstrual products failed, resulting in menstrual blood
being visible on clothes, furniture, and other surroundings. Users
discussed the emotiona impacts of this, particularly
embarrassment. One user reflected on an experience while still
in school:

I wasin my history class in middle school and asked
to go to the bathroom and my (mal €) teacher wouldn’t
let me go. | asked three times and finally started
crying and he let me go begrudgingly but it was too
late, | had bled all through my pants and onto the
chair. One of the boysin class saw and loudly yelled
“Ew! There's blood on the chair!” [T11RU4]

There were several examples given of situations in school and
work where users had “leaked,” causing them embarrassment.
Some users discussed changing their routine to adapt to HMB,
with some working from home so they could sit on a towel
during heavy bleeding, while others just stayed home during
the heaviest days of their period:

| would stay home on the first 2 days of my period,
not because of pain but because my jeanswould have
blood stains after only 2 hours. [TORU3]

The combined mental and physical effects of HMB left some
users feeling hopeless:

I’mnot herefor HELP. Cause| already realized there
isno help. I’vetried everything. [T13RU1]

Overall, HMB impacts the physical, social, and mental health
of individuals. This can cause suicidal fedlings, fedlings of
anxiety, and hopelessness. The stigma surrounding menstrual
blood aso contributes to feelings of embarrassment, causing
those with HMB to miss socia events and isolate themselves.

Practical Support

Practical support was offered through users providing advice
to women on managing the experience of HMB. Thisincluded
discussions about menstrual products and recommendationsfor
the best way of containing HMB. This included comparisons
and discussions around tampons, maternity pads, period pants,
and menstrual cups, aong with the efficacy of particular brands
in managing HMB:
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Yes!! | use thinx with a heavy pad and | finally don’t
have to worry about bleeding on the bed while i
sleep!! [T3RU3L]
However, users also advised other users about poor quality
menstrual products and usability, particularly around menstrual
cups, which were seen as messy and impractical for work. Some
users discussed the inadequacy of menstrual products, even
those designed specifically for HMB:

Before bc | would double up on super plus tampons
and maxi pads during the day and flood out of them
in a couple of hours. Not “a bit of leakage” I'm
talking ruining jeans, chairs, theworks. [T12RU339]

Along with advice on menstrual products, users offered further
advice in terms of protection from HMB and potential leaks.
These involved the use of incontinence pants in addition to
menstrual products, as well as offering practical advice on
clothing:

I’m sorry for the underwear you thought you could
get clean. Think in dark colors now, it's safer.
[T3RU117]

Most often, users discussed the “ double up” method, combining
menstrual products to maximize coverage and minimize the
chances of blood seeping through:

| used to double up on tampons and pads, because |
would bleed through a tampon in an hour, especially
thefirst day. [T1IRUS5]

However, users also offered wider practical advice to manage
potential leaks. Many users agreed on ensuring wipeableflooring
in the bathroom aswell as ensuring there were no bathmats near
thetoilet itself. Some discussed using towel sto protect furniture,
while others suggested the use of puppy training pads attached
to sofas and beds to protect furniture:

Have you tried disposable “pee’’ pads for your
mattress? They do get mussed up when you move
around, but maybe you could pin them in place or
something. It might mean less sheet washing.
[T1IRUZ]

Further advice was offered around nontraditional remedies. This
included acupuncture, naturopath appointments, dietary changes,
aswell asdifferent vitamin combinations. Some users discussed
vegan diets as improving their symptoms, and others spoke
avidly about Chinese herbal medicine. Various combinations
of vitamins and supplements were offered as useful:

Homeopathic Sabina drops 30 CH strength, take 5
drops on the tongue 3-5 times a day of your period
until you're happy with the flow amount. [T11RU13]

However, several Reddit users expressed skepticism toward
nontraditiona medicine, voicing concerns about the exploitation
of peoplein vulnerable situations:

Gynecology is RIPE for snake oil creeps to
miseducate and take advantage of people that don't
fully understand the physiology desperate to find a
solution to the issue their having that may also not
trust conventional medicine. [T2RUZ2]
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Users also shared resources and book recommendations. These
resources included books such as The Period Repair Manual,
aswell aswellnessblogs, newsarticles, and academic literature:

Our Bodies, Ourselves is an excellent book on
women’s health and sexuality. [T12RU299]

Users aso offered practical advice on self-advocacy. As
discussedin alater theme, users often highlighted poor attitudes
by the medical profession and felt “fobbed off” when seeking
help. Other users highlighted how those attending medical
appointments could advocate for themselves. This sometimes
involved creating accountability by refusing to be discharged
unless the medical professional provided a diagnosis or listed
the symptoms and signed their nameto agree therewas no health
risk:

Tell them you want it in writing. Doctor is refusing

you a medi cation? Please write down your reasoning,

sign, & date, Doctor! :)Doctor is refusing you a

medical procedure? Please write down your

reasoning, sign, & date, Doctor! ;) [T6RU23]

Others advocated for sharing the names of physicianswho failed
to provide adequate care:

Sart a fucking witch hunt against these assholes,
report them to any type of medical board, just
constantly report each time we get told no because
apparently our health doesn’'t matter. [TSRU124]

One user who talked about only receiving help once she
physically bled through her clothesin the emergency department
of the local hospital, advocated for more extreme measures.
This comment demonstrates the clear frustration with the need
to self-advocate:

I'd be saving all my used period products, bled
through sheets, clothes and printed out photos of the
puddles(?!?!?) and dumping them on the front desk
of the ER like “1S THIS ENOUGH BLOOD FOR
YOU?!” [T8RUZ]

Overall, Reddit users shared practica sources of support,
including clothing tips, menstrual products, alternative
treatments, and self-advocacy strategies, highlighting theissues
they found most impactful in their daily lives.

M edical Treatment and M anagement (Hormonal Birth
Controal, IUDs, and Surgical Options)

Overview

Reddit users shared their experiences with the medical treatment
and management of HMB, focusing on the physical and
psychological effects of varioustreatments, including hormonal
birth control (HBC) pills, 1UDs, and surgical options.
Discussions also highlighted how interactions with health care
professionals shaped users' well-being, often leading to
frustration and a loss of trust in treatments. Users shared their
experiencesto support others, understand discrepanciesin their
own experiences, and offer advice on what had been effective
for them.
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HBC Treatment

Many users discussed their experienceswith HBC asatreatment
for HMB. They talked about how HBC, as a method of
treatment, affects their physical and psychological symptoms
that they associate with HMB. For some users, HBC seemed to
provide relief by reducing their bleeding:

| went for the mini pill (progesterone only) and now
no longer have periods at all and it is glorious.
[T4RUS]

Otherstalked about the relief of having amarked improvement
in their mental health because of HBC:

| got on bc this year and it's been wonderful. It's
predictable, less moody like I’ m not trying to get my
asskickedin abar fight, lessdepressed and generally
it goes by a lot smoother. [T3RU13]

However, HBC did not seem to have a universal beneficial
effect. Many users reported that HBC seemed to exacerbate
symptoms and make them feel physically and mentally worse
than before treatment. For exampl e, users described experiencing
worse physical side effects while on HBC compared to being
off it, including continuous bleeding and increased pain:

| wason anew pill at an absurd dose that was making
me a basket case, increasing the pain, and I’ d already
been bleeding for three months straight. [ TSRU26]

Others stated how the hormonal changes with HBC negatively
impacted their psychological well-being:

The birth control wrecked my body and hormones,
and also caused me to lose my mind (hence the
counselor). [T5RU195]

Some users felt that they had to choose between HMB and the
side effects of HBC, both of which severely impacted their
quality of life. Thisdecision involved weighing up the prosand
cons of taking HBC against the symptomsthat they were already
experiencing. For some, this decision meant that they would
rather put up with HMB than take HBC:

hormonal BC can wreak havoc on a body, and | have enough
going on without that anyway. More to thepoint, | don't want
to takeit. [T5RU7]

For other Reddit users, it was the perceived weight gain that
they found the most challenging aspect of using HBC and
influenced the decision to use HBC or to continue taking HBC
as away to control HMB.

| want off hormonal BC because | literally can’t loose weight
whileonit. | finally managed to startloosing weight when | was
off it for 3 months. [T5SRU28]

Some users reported that they had persevered with HBC and
tried severa different types of HBC before they were satisfied
with the outcome effects on their HMB, implicitly suggesting
that it isworth trying different options:

I will say when | first started on the pill years ago, it
took trying 3-4 different ones to find one that | was
happy with and since then the one | was on stopped
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working well and | had to switch to something else.
[T4RU13]

Many users expressed concern that HBC was often the only
treatment offered for managing HMB, with the medical
profession perceived as unwilling to explore alternatives. They
felt their experiences of side effects were dismissed, leading to
feelings of being unheard or ignored by physicians. Some were
repeatedly told to “wait and see” or their symptoms were
minimized as “normal” or “common.” One user stated the
following:

| bled on the pill for 3 months straight and the
gynecologist just said those are* common symptoms”
and to “give it time’ | eventually just went off
because | felt so terrible on it. [T6BRUG3]

This resulted in patients either stopping treatment themselves
or finding their own treatment options. This demonstrated that
the users felt that they had to deal with things on their own
because of their symptoms being dismissed. Another user stated
the following:

| put myself on birth control to ease my periods,
because the doctors kept putting me on ones that
messed me up more so | had to do my own research
and sort it myself. [TSRU86]

This suggests that some users, feeling unheard by medical
professional s, see turning away from medical adviceasaviable
option and instead begin seeking out their own treatment
solutions. Others seemed to wish that they could find someone
whowould listen and take their experienceswith HBC serioudly:

| just want to find a doctor who will listen and
perform the right tests and not just slap BC as the
solution in my face. BC landed me in the ER and now

I’'m scared of everything hormonal <. [T10RU1]

IUD Treatment

When discussing treatment options, many users described how
the IUD affected them physically and the psychological impact
of having onefitted. Many of the users described their reactions
to being prescribed the lUD and their beliefsand feelingstoward
what can be considered an invasive procedure. Many Reddit
users were wary of having an IUD fitted and had fears about
how it might affect them. This seemed to lead to alack of trust
in the treatment effectiveness and concerns about how it might
affect their psychological well-being:

| feel uncomfortable on the IUD for a few
reasons...Not knowing how | will react toit onceitis
inside me. Some people tolerate it alright, some
people get very depressed, break out, gain weight,
losethey're sex drive—overall just fed like a different
person...the idea of not getting any relief at all for
that procedure seemsinhumaneto me. And that makes
it hard for me to trust this process entirely. [T2RU1]

Many users discussed their symptoms being worse following
the IUD insertion, as well as discussing complications from
IUDs going “missing.” For some users, while their bleeding
improved, they experienced other symptoms, such as cramps
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described as “debilitating,” headaches, and hormonal surges.
For some users, the bleeding worsened after getting an IUD:

Got mine removed because | was in misery for two
years. Periods were bloody, painful, and longer. |
also got cramps pretty much constantly. [T3RU54]

However, for some Reddit users, I[UDs were an answer to
reducing HMB. Some users described the IUD as a“miracle,”
with afew noting their intention to have it replaced as soon as
possible after pregnancy:

Now | have an IUD and basically no periods at all.
[TO9RU10]

Some users talked about the relief they felt at having their
bleeding stop entirely because of their IUD:

I got the hormonal 1UD and voila; after really heavy
bleeding right after IUD insertion | went down to no
periodsat all. | wasin heaven. [T12RU324]

However, pain was acommonly reported symptom by the users,
even when the IUD was reported to help with the bleeding.
Some users engaged with vivid imagery to help them describe
and convey how the pain felt for them:

| have an IUD so | don't have periods anymore
thankfully but several timesa month my uterusdecides
to snuggle a steak knife in and try to escape.
[TR5U93]

Some Reddit users described the pain as a side effect of having
the device rather than their HMB. In some cases, the pain was
S0 severethat they chose to have the device removed, ultimately
discontinuing this form of treatment:

The only one that worked was the IUD but that thing
felt like | had a tiny pissed off demon in my uterus
clawing to get out. After about 2 years of that | gave
in and had it removed. [T9RU14]

Therefore, there were mixed experiences and expectations
regarding the use of an IUD to treat HMB.

Surgical Options

When discussing surgery, users typically outlined specific
medical procedures that had successfully helped their HMB or
that they believed would help their HMB. They typically related
their surgical beliefs and experiences to their particular
diagnoses. Those who had received surgical intervention often
found relief, with the main surgical interventions being ablation
(cauterization of the endometrial lining) or hysterectomy
(removal of the uterus). Both surgical options were reported to
have been successful, although users acknowledged that ablation
surgery was atemporary solution:

| had a uterine ablation in November, and it’s been
the best thing ever. Yes, | understand it may come
back, and I'll ultimately need a hysterectomy, but so
far, so good. [T12RU61]

Hysterectomieswere reported as lifesaving, with usersreporting
relief following the removal of the uterus. Usersdid discussthe
side effects of a premature menopause; however, these fears
were offset by surgeons|eaving the ovariesin situ. Userstalked
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about hysterectomies as being the best decision they could have
made, with some referring to it asthe best day of their lives:

| tell everyone who asks, that as much as | love my

kids, the day | got my hysterectomy was the happiest

day of my life. [T12RU73]
However, most users expressed their frustration at the limitations
in accessing these surgeries, with users feeling like they had to
fight for medica intervention. One user discussed the
life-threatening implications of these limitations, referencing
her aunt’s experiences with the surgeon’s decision to wait to
seeif natural menopause would cure the HMB:

My aunt was like that and almost died—she wound
up needing a hysterectomy, but she had to wait 6
weeks of solid bleeding and blood transfusions
because she was so close to menopause and they were
seeing if it would stop on it's own. [T12RU28]

Many users discussed medical professionals prioritizing other
things such asfertility over the treatment and well-being of the
patients. This caused frustration and anger, with usersleft feeling
their life was lessimportant than their potential ability to carry
achild for aman, even if they were adamant they never wanted
children:

I have never wanted children. Ever. | am an
antinatalist for fucks sake but my wants and needs
don’'t matter. My life doesn’'t matter, because maybe
just maybe, a man can impregnate me and | can be
a cute little incubator. [T5RU1]

Even userswho already had children outlined that they had been
denied surgical options, with surgeons reported to be concerned
that a user may “change their mind” and want further children
inthefuture. Some users had husbands who advocated for them,
with some surgeons agreeing to surgery once assured by the
husband that there were no further desires for more children.
However, this did not always work; one user discussed being
denied surgery despite having children and her husband having
avasectomy, with reference to ahypothetical scenario that may
never happen:

When | approached my doctor about a hysterectomy
and | told him my husband had a vasectomy, he said
“well what if you get divorced and want another child
with a different man?” The desires of a non-existent
man were made a higher priority than my ownrights.
[T12RU75]

Overall, users discussed their experiences with the medical
treatment of HMB to share information about potential side
effects, create a shared understanding of the treatments, and
express their frustration and anger at feeling unheard or
dismissed by medical professionals. While hormonal
contraception worked for some users, it was often the only
method relied upon to manage HMB. This meant that for those
who found hormonal contraception to not work or to worsen
symptoms, very few options remained. For IUDs, it seemed
that while the users experienced a reduction in bleeding, some
were fearful of having the device inserted, and others reported
pain continuing because of the lUD. With surgical optionsbeing
reported as life-changing, many users believed that they were
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denied these treatments because preserving fertility was
prioritized over their quality of life.

Discussion

Principal Findings

This study explored Reddit users’ experiences and perspectives
on HMB using atemplate approach to thematic analysis. Reddit
enabled the identification of in-depth discussions about
HMB—insightsthat may not have been accessible through other
research methods [33]. This provides a novel insight into the
sharing of knowledge and experience of HMB, as well as the
support users may offer or seek. The aim was to explore how
women share knowledge and experience of HMB, aswell asto
understand the support users may offer each other. Four key
themeswereidentified in thisstudy: validation and camaraderie,
life impacts of HMB, practical support, and medical treatment
and management. Overall, thisstudy suggeststhat online spaces
may facilitate anonymous discussion of HMB, which may lead
to empowerment through shared knowledge and collective
support to those experiencing HMB. Findings suggest that the
medical, emotional, and practical needs of those with HMB
may not be met in health care systems, but rather through online
peer support.

Comparison to Prior Work

Validation and camaraderie reflected how the Reddit users
supported each other’s experiences. They tended to present their
own experiences to create a shared experience, camaraderie,
and a shared understanding of HMB. This was often intended
to communicate to others that the debilitating symptoms of
HMB should not be accepted as a normal part of womanhood.
This seemed to create an understanding of what normal, healthy
menstruation should be like so that other users can compare
their experiences to determine whether they need to seek
treatment and to empower other users to continue to pursue
answers for their HMB. Previous research has shown that due
to the stigmatization of menstrual bleeding, women tend to be
unawarethat their experiences of menstruation may be abnormal
[47]; therefore, turning to Reddit forums can be one way of
educating themselves and others about the seriousness of
symptoms. Sharing experiences in an anonymous manner on a
Reddit forum can help reduce stigma and foster a sense of
camaraderie and community [48]. When sharing these
experiences, users frequently used humor to lighten difficult
conversations and create a sense of camaraderie and belonging.
It can be argued that humor is also used as a way of dealing
with the more serious and scary aspects of HM B, thus helping
the person posting the humorous comment to deal with their
situation and to normalize the way they feel about their everyday
experiences [49]. Previous research has shown that humor can
relieve stress and help improve aperson’soverall quality of life
[50Q]. In this research, the use of humor facilitated discussions
that centered on medical dismissal and reported severe impacts
of HMB on quality of life. Research has previously identified
humor as an effective emotional coping strategy for those
dealing with stigmatized illnesses, such as HIV [51] and
testicular cancer [52]. This aso ties in with some of the
suggested humor and sarcasm relating to health care provider
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interactions, as humor can help individuals to discuss
stigmatized health issues with their health care providers [53].
Therefore, humor may serve a dual role—as both a coping
mechanism and a form of resistance to stigma.

Reddit users discussed the impacts of HMB on their everyday
lives. Theseincluded experiences of spending many yearsliving
with the symptoms of HMB. The users reported that HMB
impacted their daily lives—at times to a life-threatening
degree—either due to excessive blood loss or suicidal thoughts
resulting from the ongoing burden of symptoms. Theseimpacts
included restrictions on social activities, work, and sexua
relationships and negative effects on emotional well-being
through isolation from embarrassment, anxiety, and
stigmatization. Users seemed to be very frightened of what was
happening to them. Some users talked about the lack of control
over their own bodies and feared that the medical community
was not taking them serioudly or treating them in the most
appropriate way. Previous studies have shown that HMB can
cause serious physical disruption and result in several physical
health complaints, such as severe anemia, fatigue, weakness,
and breathlessness [54]. Thislevel of physical debilitation can
lead to disruption in daily functioning for these users. Thislevel
of disruption can lead to detrimental impacts on interpersonal
relationships and socia well-being [55]. Indeed, the users
reported that because of the physical effects of HMB, their social
functioning wasimpaired, with animpact on the ability to work,
take part in fun leisure activities, and interpersona sexual
relationships. Previous studies have shown that negative
experiences with menstruation can lead to an impairment of
social well-being [56,57]. Thisis compounded by the emotional
impact that HMB can have through the hormonal changes
experienced during menstrual cycles, with some usersreporting
this to be one of the most disruptive and distressing aspects of
the HMB experience, which is in line with previous findings
[27,58]. However, previous research identified that within a
medical context, health care professionals prioritize blood loss
above other symptoms, rooted in the biomedical model of health
[55]. These findings suggest that the lived experiences and
impacts of HMB transcend this biomedical framework,
suggesting that the full extent of individuals' challenges may
not be adequately reflected in clinical or diagnostic criteria.
Therefore, a biopsychosocial approach to HMB may serve the
affected popul ation best.

Practical support was evidenced by users providing advice to
women on managing the experience of HMB. This included
discussions around menstrual products, recommendations for
the best way of containing HMB, and using clothing in ways
to reduce the chance of leakage. Previous research has shown
that leakage of blood during menses is a cause of anxiety,
embarrassment, shame, and guilt for women [59] and that this
isexacerbated when the blood flow isheavy [60]. Research has
also shown that online spaces can offer experiential knowledge
without the risk of negative interactions that may occur in
real-life settings around stigmatized health behaviors, such as
breastfeeding, miscarriage, and sexual health [42,61,62]. Users
also provided advice on managing the physical effects of the
symptoms, such as alternative therapies and remedies, to help
aleviatethebiologica and psychological effects, further sharing
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experiential knowledge. Users also shared practical advice for
trying to achieve a diagnosis for the causes of HMB by
suggesting specific tests or diagnosisthat other users can discuss
with their health care providers. Previous studies have shown
that thisisacommon practice for individualswith stigmatizing
conditions with vague symptomology that can be attributed to
many different conditions [37]. This is important because
patientswho attend health care appointmentswell prepared with
clear outlines of symptoms and suggestions can have more
satisfying interactions with health care providers[63], resulting
in mutual trust and shared decision-making [64]. However, this
is not always the case, as some research has shown that
individuals who do not receive the answers that they were
anticipating from their health care providers can end up more
dissatisfied with the patient-practitioner relationship and, as a
result, are less adherent to medical advice [64,65].

Some usersfocused their practical advice on guiding other users
on techniques to persuade medical professionals to take them
serioudly. This links with previous research suggesting social
media may act as atool for reproductive health activism, with
research showing that platforms such as Instagram (Meta
Patforms, Inc) are used to educate women about endometriosis,
challenge the systemic sexism, and dispel myths [66]. While
persuasive techniques often focused on overcoming barriersto
diagnosis, there was ageneral call to action within discussions
toal userstoloudly and publicly demand better carefor female
reproductive disorders. This is similar to the online calls to
action following the overturning of Roe v Wade in the United
States [67,68]. Online discussion forums can offer valuable
support and empowerment; however, they cannot substitute for
professional care and frustration occurs when health care
systems fail to keep pace with community experiential
knowledge.

Reddit usersal so discussed medical treatment and management
of HMB. Thiswas often discussed as a frustrating and difficult
topic, with conflicting narratives about the use of HBC, 1UDs,
and surgical options. Users often mentioned that HBCs were
offered asaninitial way of treating HMB. Whilefor some users,
HBC did reduce their symptoms, this was not a universa
experience, with some users experiencing worsening or even
new symptoms. Thisissimilar to existing literature; while some
studies have found that the combined contraceptive pill reduces
HMB [69], others suggests it has no significant effect [70]. In
addition to the effectiveness of HBC, its acceptability among
usersisalso akey consideration. Users reported that HBC was
presented as the default, sometimes only, treatment option with
littleregard for individual symptomsor patient concerns. These
findings are supported by existing research highlighting the
variousreasonswhy many women may find HBC unacceptable,
including side effects, lack of symptom relief, concerns about
long-term use, and adesire for nonhormonal options[71]. There
were similar experiences related to the use of IlUDs, with some
users reporting relief from HMB, while others reported
worsening symptoms. As with HMB, those who had an 1UD
and were unhappy reported difficulties in getting medical
professionalsto listen to them, echoing previousresearch [72].

Reddit users were more positive about surgical interventions,
which often yielded unanimous relief from HMB; however,
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access to surgical options was limited, with health care
professionals prioritizing fertility over surgical treatment.
Medical sexism isnot a new topic; however, it is understudied.
For women, the choice to become infertile through surgical
procedures is still ataboo position that directly conflicts with
the dominant socia narrative of motherhood being central to
thefemale experience[73]. In thisstudy, even userswho already
had children, or for whom circumstance, sexuality, and choice
meant they did not want future children, the opportunity for
surgical intervention was still denied. There is a body of
literature that explores sexism in female reproductive health
care around HMB [74,75]; however, more research is needed.
Overall, this theme suggests that there is an urgent need to
restructure care around HMB to a patient-centered approach
that prioritizes the individual’s autonomy and quality of life,
recognizing diverse treatment goal s and the ability of individuals
to provide informed consent.

Implications for Practice

Thefindings of this study have key implications for health care
professionals who encounter women with HMB. The first
implication isthelimited recognition of HMB symptoms beyond
blood | oss, overlooking the broader range of physical, emotional,
and social impacts. Health care professionals should take a
biopsychosocia approach to the management of HMB. Thisis
supported by previous research that highlights how a
biopsychosocia approach to premenstrual disorder and
menopause can improve pati ent outcomes and patient-physician
interaction [76,77]. In addition to adopting a biopsychosocial
approach, health care professionals should seek to elevate the
medical autonomy of women reporting HMB, aligning with a
more patient-centered approach. This could help women feel
more in control of their treatment plans and options through
shared decision-making processes and understanding [78]. In
addition, Reddit users seemed to seek practical information for
managing the bleeding as well as information on effective
treatmentsto hel p with the symptoms. Therefore, better training
and resource allocation for heath care professionals would
allow them to provide accurate and appropriate support in
managing this condition [14].

Strengths and Limitations

While this study provides a uniqueinsight into the experiences
of Reddit users with HMB, several limitations must be
acknowledged. First, data were drawn exclusively from an
English language forum and therefore may limit the contribution
of other non—English-speaking groups of users who may
experience HMB in adifferent way through cultura or religious
beliefsand practices[79]. Second, previous studies have shown
that individual swho seek out information for health conditions
on the internet and engage with discussions in online forums
tend to be more affluent than those who do not [80]. Therefore,
the findings may not adequately reflect the experiences of
low-income individuals or those experiencing period poverty,
who may face additional barriers.

Young & Kirk

A third limitation is that our search was restricted to specific
terms related to HMB and excluded named conditions such as
fibroids or endometriosis. A broader search could have enhanced
the dataset. However, given the difficulty in diagnosing HM B,
wefeel thiswould not have substantially added to our findings.
We also restricted our search to threads posted within the last
10 years to ensure a focus on contemporary health issues,
particularly in light of the significant political changesregarding
women'’s reproductive health and rights during this period.

A fourth and final limitation of this study is the potential for
individualsto misrepresent themsel ves or fabricate experiences
onling, including falsely claiming to have specific health
conditions, which may raise concerns about the authenticity of
some posts. However, this was mitigated by our exclusion of
posts with <5 unique contributors. It cannot be confirmed that
all participants in the study had aformal diagnosis of HMB or
were actively experiencing its symptoms. Nonetheless, Reddit
users are likely to resemble those individuals who may be in
the process of seeking a medical diagnosis or who have a
diagnosis[18].

Degspite these limitations, this research is the first to examine
HMB knowledge sharing and support within online
communities. The study captures detail ed conversations between
1115 Reddit users on an understudied and heavily stigmatized
health condition.

Future Directions

While this study suggests medical sexism as a barrier to HMB
treatment, future research is needed to explore the dynamics of
thisin relationto HMB, with afocus on the power and discourse
around these conversations. While this study discussesthis, this
was not thefocus of thisstudy, and therefore, further exploration
isneeded. We al so recommend that future studies examine how
different communities may experience HM B differently through
an intersectional lens. In addition, the themes identified in this
study should be explored further with offline populations.

Conclusions

This novel study qualitatively examined the perspectives and
experiences of women living with HMB as shared within the
Reddit community. The themes demonstrated that Reddit users
validated each other’s experiences of HMB and shared practical
advice on managing the condition viathe sharing of experiential
knowledge. However, themes also showed that HMB impacts
individuals' lives beyond abiomedical framework, significantly
impacting the quality of life of those experiencing it. Therefore,
abiopsychosocia approach to HMB isvital toimproving patient
outcomes. Finaly, Reddit users aso discussed medical
treatment, including the mixed efficacy of hormone-based
treatment, and the inaccessibility of surgical options dueto the
prioritization of fertility over individual well-being. This study
highlightstheimportance of supportive communitiesfor women
experiencing this condition and provides evidence for the
potential for online platformsto serve as valuable resourcesfor
education, support, and empowerment for women with HMB.
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