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ABSTRACT ARTICLE HISTORY

This article argues that online endometriosis communities Received 5 February 2025
constitute a form of digital doulaship, where community  Accepted 20 April 2026
members create networked care webs that contest medical
gaslighting and expand pathways to care. Through analysis of
posts and comments from the Reddit community r/endo, this
study demonstrates how individuals with endometriosis employ
digital platforms to visualize otherwise inexpressible pain, broker
access to healthcare resources, and affirm experiences of
institutional dismissal. Unlike traditional doulaship’s dyadic
relationships, digital doulaship operates through peer-to-peer,
distributed networks that leverage platform affordances to create
persistent communities of support. Drawing from disability justice
scholarship on care webs and reproductive justice theories of
advocacy, this research reveals how digital doulaship enables
collective rhetorical labor that transforms private suffering into
political representation. Rather than reinforcing fertility-focused
medical frameworks, these communities actively resist
reproductive framings of endometriosis, creating alternative
rhetorical spaces where chronic pain is validated on its own
terms. This analysis contributes to rhetorical scholarship by
demonstrating how marginalized individuals craft meaningful
advocacy practices within systems designed to silence their
embodied experiences.

KEYWORDS
Doulaship; pain; chronic
iliness; carework; gaslighting

Introduction

Endometriosis is a condition in which endometrial tissue, which is normally shed from
the body during menstruation, becomes implanted in other parts of the body. That is
how I explain it to people in my life, anyway. My doctor once told me that it gravitates
towards parts of the body already inflamed—the appendix, the liver, the bladder. It can
travel as far as the heart, she said, but that would be some very resilient endometrial
tissue. The first sign, often, is pain around menstruation. It is a faltering timeline of bleed-
ing: 3 weeks instead of 3 days. It is a complete disruptor of all embodied timelines; in the
depths of an endometriosis flare-up, I can’t move for days. When I tell people about my
pain, they will ask, “Why does this happen?” The truth is that no one really knows. It
happens because of some hidden combination of hormones, nerves, and misguided
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signals. It happens because some of us hold on to more than others. We don’t yet know
because people often don’t get diagnosed until it affects their fertility.

On one such flare-up, my partner drove me, bleary-eyed and nauseous from the
aching, to an emergency room. We sat for hours, passed between nurses and doctors
who asked me to qualify the experience that rendered me speechless. Is it burning or stab-
bing? Aching or throbbing? Where does it originate? Where is it spreading to? Does it
hurt more or less when I press here? More. The answer is always more. After 6 h, they
sent us home. Nothing was visibly wrong. There are no scans, no blood tests, no descrip-
tion that can make endometriosis known. It must be seen by looking inside the body
through tiny incisions, surgically searching for the red polyps and sores that explain
the indescribable.

Endometriosis, a sort of mystery disease, has been present in history for nearly 4,000
years.! There have been advances in research within the past 30 years, specifically the
development of laparoscopic surgery to remove endometriosis and increased research
on deep-infiltrating endometriosis. This underdiscussed disease impacts a lot of
people. “Endometriosis affects roughly 10% (190 million) of reproductive age women
and girls globally,” but that number is likely severely unreported because of the
difficulty in getting diagnosed by a knowledgeable doctor.” That statistic also assumes
that a person could get access to a doctor or feel comfortable speaking about their men-
strual pain. The exact causes of endometriosis are unknown; instead, there are a myriad
of possible impacts and causes—retrograde menstruation, cellular metaplasia, extra stem
cells, surplus estrogen. There is no cure, only management.

Endometriosis, or endo, is a disease where tissue similar to the lining of the uterus
grows in other areas of the body, leading to the creation of inflammation, internal bleed-
ing, and fibrous scar tissue.” This tissue restricts the functioning of organs and causes
chronic pain, as well as a whole other host of potential symptoms dependent on the
location of tissue growth. Endometriosis is a whole-body disease that can potentially
impact every bodily system. The variance in potential symptoms makes endometriosis
remarkably difficult to diagnose. Debilitating chronic pain, like I have described in my
own experiences, is a hallmark symptom, but other symptoms include bloating,
chronic pelvic and back pain, brain fog, numbness in the limbs, increased food intoler-
ances and allergies, fatigue, mood disturbances, and more.* Because of the difficulty of
diagnosis and the sheer lack of information we have about the disease, it takes the
average endo patient between 4 and 11 years to receive an endometriosis diagnosis.”
This is due in part to the gaps in knowledge and research around endo. Though there
is no cure known for endometriosis, treatment usually involves hormonal suppression
through birth control or other medication and, in more severe cases, hysterectomies.
However, receiving that care and finding adequate treatment is inaccessible, frustrating,
and exhausting for patients who are already experiencing pain and fatigue, and many
approach inexperienced doctors who dismiss their symptoms.

This paper builds on discussions of healthcare navigation and pain to analyze how
rhetorical care and care webs are already being employed in online, chronic pain com-
munities. Specifically, I look at the ways online communities employ carework to
guide other members toward acceptance and treatment. I argue that social media
users can develop care webs to act as intermediaries between individuals and institutions,
or what I am calling digital doulaship. Digital doulaship builds from scholarship in
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disability studies to discuss the ways that individuals are welcomed into and navigate
their chronic illness and disability. Digital doulaship is a networked practice of care,
knowledge-sharing, and advocacy that occurs in online communities where individuals
with chronic conditions like endometriosis broker medical knowledge, create delibera-
tive spaces to affirm emotional responses to institutional gaslighting, and employ com-
munity to validate pain experiences. Unlike traditional doulaship, which typically
involves one-to-one relationships between experts and those undergoing bodily tran-
sitions, digital doulaship operates through peer-to-peer, distributed networks where
community members collectively develop strategies to visualize otherwise inexpressible
pain, navigate hostile medical systems, and create what Mia Mingus calls “access inti-
macy.” This practice extends beyond medical advocacy to encompass the emotional
and embodied dimensions of living with chronic illness, offering alternative pathways
to care that exist outside institutional frameworks that systematically devalue certain
bodies and experiences.

I deliberately use the term “digital doulaship” despite the potential reality that this
might inadvertently reinscribe the medical establishment’s problematic focus on fertility
and reproduction—a concern that is well-founded in both research and patient experi-
ence that I discuss in the next section. However, I argue that, by applying doulaship—
a concept already expanded beyond birth by disability justice activists and queer scho-
lars—to endometriosis communities, I aim to highlight how these spaces create care
that exists entirely outside reproductive framings. My goal here is not to denigrate the
very real and material ways in which birth doulas interact with their communities in
person, but to assert that there are certain ways we can learn from their negotiations
of experience to better capture painful experiences in rhetorical discourse. Even if the
participants and posters of these online communities do not identify as doulas, their
work of helping others negotiate multiple institutional experiences reflects the kinds of
work that care workers set out to do. Doulas, as I will explore later, also act as interme-
diaries between institutions (usually medical or legal) and patients. Doulaship, then, is
not just about seeking care, but also about affirming embodied and affective experiences
of chronic illness and disability. It is both a practice and a theory. While endometriosis is
often only taken seriously by medical professionals when framed in terms of fertility con-
cerns, the digital doulaship I examine creates deliberative spaces where pain is validated
on its own terms, regardless of reproductive potential. Rather than reinforce fertility-
focused care, digital doulaship works to contest and expand beyond it, providing advo-
cacy models that center the embodied experience of pain itself.

Digital doulaship, as a theory, allows for a plurality of experiences to emerge. The
ongoing negotiation of personal and institutional experiences of pain that occur in
chronic illness communities requires a rhetorically flexible approach that both validates
the individual while acknowledging the structural and systemic similarities in many
healthcare experiences. Doulas do not impose an experience on individuals but create
deliberative space for chronically ill individuals to navigate their care and challenges.
To demonstrate this, I analyze how the reddit forum r/endo uses the affordances of
the digital platform to provide healthcare information, manage affective experiences,
and make pain legible. These sites are a space of resistance, in some ways directly,
against the medicalization of pain that excludes diverse, embodied experiences. First, I
discuss the history of doulaship and carework in disability studies, before describing
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the digital doulaship taking place on Reddit. I end this analysis on the potential of these
communities to expand our definitions of rhetorical care.

Literature review: approaches to pain and doulaship
Rhetorics of pain and credibility in medicine

Endometriosis is representative of the kinds of conditions and health experiences that are
challenging to capture because of, in part, their relationship to pain. Scholars note that
pain is often inexpressible, as it resists language and changes the way people experience
time. Philosopher Elaine Scarry argues that pain evades language.® She notes that the
metaphors used to describe pain demonstrate this inexpressibility:

The very temptation to invoke analogies to remote cosmologies ... is itself a sign of pain’s
triumph, for it achieves its aversiveness by bringing about, even within the radius of
several feet, this absolute split between one’s sense of one’s own reality and the reality of
other persons.”

Rhetorical scholars have further revealed how this inexpressibility is compounded by sys-
temic inequities that determine whose pain is deemed legitimate. As Judy Segal argues, a
patient’s credibility—their ability to persuasively communicate pain—becomes the gate-
keeper to care, with women routinely positioned as “unwilling to accept their role as
female” when they persist in seeking treatment for chronic conditions like endometriosis
that defy simple diagnosis.® This gendered dismissal is not incidental but foundational to
medical practice.

The question of credibility also extends to the embodied experiences of women
seeking treatment. Feminist rhetorician Leslie R. Anglesey additionally notes that,
within endometriosis discourse, both treatment and “patients’ day-to-day reality [is]
informed by bodily knowledge and their experience with their ability to carry out
various tasks.”” Female patients with chronic pelvic pain are positioned as unproduc-
tive—the pain does not exist for anything or have any physical evidence—and therefore
unreliable narrators of their own story. Despite efforts to get the “right” kind of diagnosis,
endometriosis patients still experience barriers to access. Anglesey states:

These socially accepted norms force women to seek substantiation through a long and
arduous road to diagnosing endometriosis. But even within medical contexts, women’s nar-
ratives of chronic pain must overcome substantial barriers in order to be listened to
seriously.'’

Anglesey argues that this is because of the longstanding figure of the hysterical woman.
Endometriosis patients must not only overcome the lack of physical evidence of their
pain, but also the medical institution’s beliefs about the credibility of women describing
their own pain. Amy Koerber similarly traces how the medical establishment’s transition
from diagnosing “hysteria” to focusing on “hormonal imbalance” merely repackaged the
same fundamental assumption that women’s bodies are inherently pathological and
unreliable narrators of their own experience.'' The consequences of this epistemic injus-
tice are further stratified by race, as Casey Ryan Kelly demonstrates in his analysis of
“white pain,” which shows that racialized schemas determine whose suffering warrants
public acknowledgment and institutional response.'”> For women with endometriosis—
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particularly women of color, transgender individuals, and those with other marginalized
identities—the struggle for diagnostic recognition represents not merely a communi-
cation challenge but a navigation of deeply entrenched systems that systematically
devalue their embodied knowledge.

There are many possible lenses to understand the experience of endometriosis and
pain more broadly, though, and several that have already been employed by scholars
in the rhetoric of health and medicine (RHM). Many of these conversations discuss
the challenges of seeking care, such as Sara Davis and Abby Dubisar’s exploration of elec-
tive hysterectomies and Elizabeth Hintz’s discussion of child-free sterilization."”> While
these explorations are important, I offer a lens to view how a chronic illness is navigated
by a set of communities, aligning with an approach to doulaship frequently employed by
groups in reproductive and disability justice.

Doulaship: beyond birth work

Doulaship is a broad term that is most frequently used to describe a non-medical pro-
fessional who supports another person through a significant healthcare moment.
Though the history of doulaship can be traced back to Ancient Greece, contemporary
doula has been tied to childbirth and rearing.'* Though doulas are used across the
world in birthing settings, doulaship is deeply connected to the practices of women of
color and marginalized parents.'®

In the traditional sense, doulas “provide continuous physical, emotional and informa-
tional support to [the gestational parent] before, during and shortly after childbirth to
help [them] achieve the healthiest, most satisfying experience possible.”'® Sharon Yam
argues that doulaship is central to birth and reproductive justice. Birth justice centers
a pregnant person’s bodily autonomy and self-determination, rather than commodifying
the experience of birthing and viewing individuals as consumers.'” Doulas take part in
what Yam calls soft advocacy, or advocacy that is “attuned to the power difference
between them, their clients, and the medical institution” wherein they “engage in
complex performances that do not fit the conventional definition of advocacy as overt
lobbying or persuasion.”*® For Yam, soft advocacy involves creating deliberative space,
cultural and knowledge brokering, and physical touch and spatial maneuvers. Though
the tenets of soft advocacy may not apply to every activist endeavor, they demonstrate
that doulas are focused on the embodied and affective experiences of the people they
are advocating for. Most important here is the way doulas assist their communities in
negotiating power differences in the birthing room. Sharon Yam describes this advocacy
as being both deeply attuned to individual needs and the tense and sometimes volatile
dynamics present in the birthroom. According to Yam, “these tactics demonstrate that
effective advocacy makes deliberation across power difference possible.” The creation
of deliberate space allows for a type of communication otherwise not possible.

Within this context, doulaship emerges as a rhetorically significant practice of resist-
ance and care. However, doulaship, as a framework and practice for care, has expanded
well beyond childbirth, with abortion and reproductive justice doulas and death doulas
all employing similar rhetorical strategies to support individuals navigating institutions
that may dismiss or pathologize their experiences.'"” Doulaship has also been used in
trans communities to support gender exploration and transition.** What unites these
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varied practices is not an emphasis on reproduction but rather what Horstman et al.
(2024) identify as “rhetorical accompaniment”—the act of bearing witness to another’s
embodied experience and helping translate that experience across power differentials.*’
Digital doulaship, as I conceptualize it in this article, extends this tradition into online
spaces where individuals with endometriosis create care webs that validate pain experi-
ences systematically dismissed by medical authorities. As opposed to reinscribing ferti-
lity-focused framings of women’s health, these digital practices actively contest the
reduction of endometriosis to reproductive concerns, creating alternative rhetorical
pathways to recognition and care.

Though the traditional conception of doulaship usually involves childbirth and
motherhood, disabled activists have used the term to represent the soft advocacy that
must take place when welcoming a disabled person into a community. The origin of
the term doula as it relates to disability emerged from a conversation between disability
activists Leah Lakshmi Piepzna-Samarasinha and Stacey Milbern.”” They discussed the
work that disabled people do for themselves and others to figure out how to live in an
ableist world—practical things like hiring attendants and ordering medicine, as well as
the more invisible but equally important shifts like dating, code-switching, and finding
employment. They describe this work as mentorship, stating “crip mentorship/coach-
ing/modeling at its best is ‘disability doulaship.” We—you and I—are doulas.”** Both
activists insist that coming into disability is viewed as a kind of birth. Crip doulas
protect and welcome new members to the community and offer examples of living
safely, as being newly disabled in the world is a dangerous endeavor. Crip doulaship pro-
vides a model for how individuals in marginalized communities must birth themselves.

These doulas, importantly, support both the material struggles of disability, as well as
the affective experiences that community members encounter. They both help with
making sure that individuals know what kind of medication they need, as well as
talking them through the experience of existing as a disabled individual in the world.
The members of the communities that I discuss later in this paper act as digital doulas
for each other, as they engage in multi-faceted, networked care webs (Piepzna-Samara-
sinha, Mingus, Milbern, Kafer, Price, and more). The online communities I discuss
engage in doula work because they are moderated by others with endometriosis. They
used mutual aid to advocate for each other in health care networks, often contesting
the language of oppressive medical institutions to achieve care goals and affirm
affective and embodied experiences. They are creating their own kind of deliberate
space to cope with the realities of living in pain. I am hesitant to place the disabled iden-
tity onto these communities, as it is not clear whether the individuals themselves think of
themselves as disabled or chronically ill. Particularly, as many people are early on in their
journey with chronic illness, they may not have researched the implications of claiming
disability status. As doulaship focuses on the experiences of individuals, it is not fully
necessary for a person to identify as disabled to perform this kind of work. Both
online communities I discuss enact a form of digital doulaship, of welcoming newcomers
into a community of similarly suffering individuals and demystifying pathways to care.

Digital doulaship, as I conceptualize it in this article, extends this tradition into online
spaces where individuals with endometriosis create care webs that validate pain experi-
ences systematically dismissed by medical authorities. Unlike traditional doulaship’s
typically dyadic relationships, digital doulaship operates through networked, peer-to-
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peer care that leverages platform affordances to create persistent, scalable communities of
support. Through examining practices of healthcare navigation, emotional affirmation,
and pain literacy in these communities, I demonstrate how digital doulaship creates
new possibilities for rhetorical agency among those whose embodied experiences are sys-
tematically delegitimized.

Digital doulaship: an analysis of a reddit subcommunity

The remainder of this paper uses the subreddit r/endo to argue that digital doulaships
offer one path toward care. The digital component, I believe, is key. Reddit is a social
network, which is defined by danah boyd and Nicole Ellison as a web-based spaces
that allow individuals to create profiles within a closed system, develop a list of users
they relate to, and search the activity of those users within the closed system.** Com-
munications scholar José Van Dijck additionally notes that social media practices
change social meaning.”” As a result, social media practices have totally altered the
nature of private and public communication, and these platforms are dynamic. Plat-
forms, in this view, would not be considered artifacts but rather “a set of performative
relations that develop and maintain meaning to platforms.”>® In other words, the connec-
tions happening on social media platforms create dynamic meanings on both the plat-
forms and in the communities that post. Reddit provides a unique opportunity to
study user-led discussions on a specific topic. As a platform, Reddit has 52 million
daily users.”” The usership is largely anonymous, and many users are one-time users
or lurkers—meaning they view posts but never post. Themed discussions happen on
specific channels called subreddits, which are “both user-created and user-moderated.”*®
While Reddit has a few overarching rules about content, subreddits vary considerably
regarding what they allow and in their specific cultures and norms.

As aresult, social networks are useful in this study because they allow a broad range of
people to access these pages and do not necessitate the sharing of physical touch and
space. The relationships are built, maintained, and defined by online engagement, as is
their work as doulas. The nature of the websites allows for a multitude of individual
engagement, which is particularly important for new members of the community.
Additionally, the online nature offers opportunities for a broadened understanding of
the possibilities of doulaship. As a framework, digital doulaship allows scholars to con-
sider the ways in which communities open deliberate space and broker key knowledge
together. Like crip doulas before them, the members of these communities apparently
aim to welcome people into the community of people with endometriosis. They focus
on both the material conditions of the illness and the emotional experience of having
to live with it, even if this engagement is not happening while sharing physical space.
As a result of this digital doulaship, a broader range of pain experiences are accounted
for and advocated for in these communities.

Though there are many pages that deal with each of these issues of endometriosis, I
focused on r/endo as it is the most populated subreddit on the platform that allows
research.”” Aside from being the most populated thread, I have also been an avid
lurker and recent poster on this site (though I did not post during the data collection
period). Prior to my formal diagnosis in 2022, r/endo provided me with valuable infor-
mation and skills to navigate my path to treatment. As a result of my personal
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engagement with r/endo, I engaged in Pink’s method of digital ethnography, most
notably the tenet of reflexivity to account for “the researchers’ relationship to the
environment and subjects, asking them to always be mindful of their own biases
and digital practices.””® I analyzed 521 posts from the Reddit thread between June
20, 2025, and July 4, 2025. I selected this time period due to its proximity to the sym-
posium “Endometriosis: A Look at Current Practices and Emerging Science.” This
symposium took place on June 23, 2025, and brought together endometriosis
experts across industries to the New York Academy of Sciences.’’ In the days
leading up to and after the symposium, there was an increase in posts, as well as
increased discourse about the role of the medical institution in posters’ experiences,
as I will explore later. While not exhaustive, this period allows for a manageable
yet representative analysis of how users collaboratively construct and circulate care
knowledge under heightened visibility conditions. Additionally, I examined the 487
comments that accompanied the original posts. The corpus of data I am drawing
from for this analysis, then, is 1008 total posts.

To analyze the community, my approach builds on Markham’s conception of
digital reflexivity and Braun and Clarke’s iterative model of thematic analysis,”?
combining rhetorical inquiry with digital ethnography. Following Piepzna-Samara-
sinha’s disability justice framework of care webs,”” I treat these online exchanges
not merely as data, but as embodied acts of rhetorical labor that demand ethical
attentiveness to context and participant agency. The analysis employed a hybrid
approach combining content analysis (to identify recurring thematic patterns and
care practices) and thematic rhetorical analysis (to interpret how posts perform rhe-
torical functions such as validation, navigation, and resistance). This combination of
methods acknowledges that digital doulaship is both a communicative act and a rhe-
torical performance of care. Coding categories were developed inductively, then
refined through iterative reading to capture nuanced expressions of credibility-
making, pain narration, and peer advocacy. As I was dealing with a large body of
data, many themes popped up—I could do several analyses, and the data revealed
wildly variant experiences with endometriosis and seeking care. However, by far
the most prominent themes were Diagnostic Journey and Symptom Validation
(27% of posts), Peer to Peer Guidance (33% of total posts), and Pain Expression
and Life Impacts (49.9% of total posts). As I will explain further, these emergent
themes map onto Yam and others’ definition of doulaship, with the added affor-
dances of digital spaces.

Additionally, I remained conscious of the privacy of individuals, even as they share
information publicly. I chose to anonymize posts and not include real usernames in
the discussion. I found that considering the ethics of Reddit is especially important, as
the community I engage with often shares health data. The Subreddit r/endo describes
itself as follows:

This community aims to support all people affected by and interested in endometriosis. We
pride ourselves on being a friendly, inclusive place, where patients and loved ones alike can
discuss thoughts and concerns, ask questions, and share information. Please try to engage
with others in an empathetic and supportive manner and remember that Endometriosis
is an extremely varied disease and each patient has different circumstances, experiences
and treatment options.”*
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As alluded to in this description, each individual subreddit is governed by its own set of
rules and conditions that are upheld by moderators. As of the writing of this paper, the
subreddit had 83 k active users. As I conceive of them, digital doulas need to be active
users in the subreddit, meaning that they either post or comment on posts. Though
lurkers and readers are important components of the networked community, the
digital doulas I discuss contribute to the ongoing discussions on the page through text
or images.

Importantly, I believe, care goals look very different from person to person seeking
treatment. As a person with endometriosis, my care goals looked like a laparoscopy
that removed the tissue causing me pain. For others, pregnancy is the end goal. As a
result, fertility was a common discussion point. Even though I am shifting the focus
away from pregnancy and fertility, many posters describe finding out that they have
endometriosis through fertility issues. Digital doulaship allows for this kind of flexibility,
as it focuses not on a prescribed norm, but on the desires and needs of each individual
with endometriosis. The import of doulaship lies in the possibility of this plurality of
experience. However, three main themes that aligned with Yam’s definitions of doulaship
were predominant in the analysis: accessing healthcare (cultural knowledge brokering),
affirming emotional experiences (creating deliberative space), and visualizing pain
(digital spatial maneuvers).

Cultural knowledge brokering: providing access to healthcare

Doulas aid community members by helping find access to healthcare. Beyond that,
doulas work to make sure that care is equitable and grounded in the desires of the
person seeking care. According to Yam,

by asking questions, verbalizing their observations, and helping their clients secure privacy
and time before consenting to an intervention, doulas challenge the dominant assumption
that only medical providers have the knowledge and authority to make decisions about
birthing people’s bodies.>

The digital doulas of the online communities use the tactics of asking questions and ver-
balizing observations to place the embodied expertise back on the individuals with
endometriosis.

Throughout each of the pages, there is a persistent and common lament that doctors
do not believe their embodied experiences. Unfortunately, of the 521 posts I analyzed,
330 mentioned challenges in communicating with providers (63.3%). Based on the infor-
mation communicated on the subreddit, a near-universal experience of having endome-
triosis is dealing with an obstructive and oppressive medical institution. In the face of this
struggle to receive care, digital doulas offer advice and experience to make transparent
steps toward care. Stacey Milbern describes the transition toward becoming disabled
as moving along a frequently invisibilized spectrum of ability.’® The nuances and
details of these shifts are often inaccessible for newly disabled or chronically ill individ-
uals. Therefore, it is partially the work of digital doulas to make visible the experience of
disability and chronic illness in relation to institutions of oppression.

First, many of the posts were focused on validating the physical symptoms of other
posters that have frequently been ignored. Phrases like “Does this sound like endo?” “I
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think I have endometriosis,” as well as symptom listing and comparison, made up 27% of
total posts. There were 167 total posts (16.6%) listing a wide range of symptoms, from
unbearable pain and migraines to irregular menstrual cycles and heavy bleeding. Like
Milbern notes, the doulas work to make visible the invisible experiences of the commu-
nity and affirm that the symptoms are a sign of endometriosis.”” Often, posters would
include a caveat that they are not a doctor, but that the symptoms mimic other
members’ experiences of endometriosis. Importantly, this is more than just external vali-
dation from other communities. Doulas are informed and “knowledgeable of both com-
munities and can transverse between them with relative ease.””® This knowledge
brokering is key for making painful experiences legible not only to themselves, but to
hostile medical communities. For example, poster ellamaema asked on June 26:

Does this sound like an endo flare up?

On Sunday I started to feel excruciating pain in my lower pelvis, an ache across the whole of
it but right in the middle a really sharp pain that lasted until Monday/Tuesday

Since Monday I've been bleeding and passing lots of clots. I feel really dizzy and hot and am
not feeling good at all.

Has anyone else experienced this?*’

In this post, the user is listing symptoms, asking for validation, and tapping into the col-
lective experience of the community. Part of this happens as posters hail community
members to act as intermediaries; 38% of posts use “anyone” and 19% seek “experience”
from others, specifically engaging others in the process of doulaship. Within the commu-
nity, peer expertise is sought more than medical advice and there is a clear community
orientation demonstrated by the access intimacy present in the posts. Community
members in need engage in these help-seeking patterns, and other members excitedly
step up to provide the kind of care and listening missing in the medical context.

Aside from explicitly confirming symptoms of endometriosis, members of both com-
munities worked to help others receive the care they need from healthcare professionals.
Thirty-three percent of total posts (comments and original posts) contained some discus-
sions about surgical experiences or provider recommendations. The doulas that Yam
studied used their outsider observations to hold medical staff accountable. They “drew
on their keen observations as an outsider to hold medical staff accountable for their
actions without triggering disgruntlement from them.”*® The digital doulas on r/endo
enacted similar strategies. Posters gave lists of questions to ask doctors to receive
surgery, offered advice for how to switch gynecologists, and shared negative experiences
so that other people can avoid certain doctors and surgeons, as well as pre- and pre-/post-
operative experiences. Of the total posts, 9.5% asked for help with specialist navigation,
demonstrating that the community serves as a kind of referral network, sharing peer gui-
dance on how to navigate these systems. These strategies allowed new members of the
community to connect with healthcare professionals and communicate their needs
without threatening their care. As an example, poster Super_Cattle7367 asked the com-
munity, “New Doc on Monday: How Aggressive Should I Get?” In the post, they ask,

So, that begs the question: how demanding should I be off of the bat? I don’t want to be too
aggressive and come off confrontational. I want a good relationship with my doctor, and I
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don’t want to be that patient (I work in healthcare and shudder at the thought). However, I
want my new doc to know that I won’t be satisfied until I get a MRI and lap.*'

Commenters respond with various ways to navigate this double bind with doctors,
and the best way to ask questions. One recommends carrying in records,

I went in with a binder that had a health summary, current medications, symptoms, cycle
tracker, test results, and doctor notes. It was all printed with different tabs for each
section and abnormal test results flagged. When we met and I showed her the binder, she
took me more seriously than any other doctor.

Another recommends leading with information in as “quantitative a way as possible.”
The subreddit became a space for advice and experience sharing, with the express goal
of achieving the best care possible for as many members as possible. The doulas act in
the intermediary space to not isolate medical officials, but still create opportunities for
differential care.

The digital doulas’ work of developing communication strategies demonstrates the
profound political stakes of pain articulation. As Scarry notes, “The relative ease or
difficulty with which any given phenomenon can be verbally represented also influences
the ease or difficulty with which that phenomenon comes to be politically represented.”*>
When community members advise others on how to frame their symptoms to doctors or
which questions to ask, they are engaging in a form of political representation—trans-
forming private suffering into claims for institutional recognition and care. Their collec-
tive development of a rhetorical toolkit confronts the political invisibility that stems from
pain’s resistance to language. However, as disability doulas have mentioned, care goes
beyond meeting physical needs. Community members need to feel emotionally sup-
ported in their journey to find care for endometriosis.

Creating deliberative space: affirming emotional experiences of ableism and
gaslighting

At the core of the work of digital doulaship, and doulaship writ large, is affective manage-
ment. It is the work beyond providing information and striving toward a community based
on shared emotional experiences. Disability advocate Mia Mingus calls this type of work
“access intimacy.” According to Mingus, access intimacy is not just the act of helping
someone, as disabled people have often experienced access that feels burdensome or
difficult.*’ Disabled people have been provided access without intimacy, where no affect
is involved and the other party feels less invested. Instead, access intimacy is when
others recognize the kind of emotional and physical carewebs that need to be in place
for endometriosis to be livable. The digital doulas at r/endo create a space for access inti-
macy to occur through validating the ableism and emotional toll of endometriosis.

One function of doulas, in all communities, is to advocate for people and support
them against gaslighting. According to Yam, doulas also possess the knowledge and com-
posure to inform, support, and help their clients negotiate different scenarios, including
gaslighting from medical professionals and systemic ableism.** A common point of dis-
cussion throughout both sites was medical gaslighting and how to overcome that experi-
ence to receive treatment. Medical gaslighting, in this context, seems to be when patients
express symptoms clearly related to endometriosis and are denied care, often being told
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that the pain is in their head. Mingus notes that “access intimacy is also the intimacy I feel
with many other disabled and sick people who have an automatic understanding of
access needs out of our shared similar lived experience of the many different ways
ableism manifests in our lives.”** Therefore, discussing the ableism of medical gaslighting
is an important way that the pages create access intimacy.

Medical gaslighting is a direct result of credibility—who has the right to discuss their
experiences and what experiences are viewed as valid in the eyes of the medical insti-
tution. In both disability studies and rhetoric of health and medicine discussions,
medical gaslighting is not often discussed as plainly as the patients experience it. I had
a difficult time locating much scholarly work on medical gaslighting, and very little
from a rhetorical perspective. Medical gaslighting is also a gendered phenomenon.
Judy Segal discusses this in her description of migraines, noting that many chronically
ill women are positioned as unwilling to accept their role as females.*® They are inflexible
in their request for access to care. In other words, gaslighting is also a form of cultural
misogyny, and patients with invisible illnesses must contest long histories of denying
women’s pain. Above all else, receiving care is about appearing credible—credible in
your actions, in your descriptions, and in your identity. As Segal notes, a patient,
“once officially associated with false complaints, could not easily be recuperated.”*’ It
is particularly difficult to appear credible when your condition is difficult to diagnose
without invasive surgery. Therefore, doulas aid community members in navigating the
demands of credibility.

Specifically, the doulas of r/endo work to validate and overcome medical gaslighting
and the internalization of the disbelief that occurs because of the gaslighting. Forty-seven
original posts (8.8%) explicitly mention gaslighting as a concept. There were also sixteen
(3.07%) posts that included the word “dismissed,” and another ninety (17.2%) posts
where medical professionals told the users that their symptoms were “normal.” User
athenainpink asked others if they were dealing with the impacts in a post titled
“Therapy to cope with medical gaslighting?”

Getting a diagnosis has helped a lot, but I struggle so much with trusting my own body.
Often when I'm in pain (no matter if endo-related or something else), it takes me really
long to even realize it (I just wonder why everything is sooo hard to do/why I'm so easily
annoyed, etc.), to the point where it can get dangerous. I still tend to see myself as weak/
overly sensitive, even though I know that’s not true.*®

Another poster, CLK_RR, described how this gaslighting turned into self doubt. They
describe:

I'm booked in for surgery in August and I'm completely gaslighting myself wondering if all
my symptoms are in my head, and are actually just stress related.

I know this not to be the true case deep down, having suffered for 20 or so years. However, I
have been on the POP [progesterone-only pill] for a few months and not had a bleed/its
taken most of my pain away so I'm like “I don’t think I need this surgery, I don’t think
they’ll find anything—I'm wasting everyone’s time.”*’

A commenter responded in sympathy,

Wait are we the same person?! I'm having surgery in September and also on POP since
January and I have been questioning everything and gaslighting myself as well even
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though they saw it on MRI ... I totally get it and all I can say is that you’re not alone!! You
know your body- trust yourself!

Doubt from medical institutions led to internalized doubt. The doubt expressed by com-
munity members—“maybe I don’t have endo and I've made it all up in my head”—
reflects the complex materiality of endometriosis pain that Sara Ahmed describes.
Ahmed notes how menstrual pain involves recognition that “affects how it feels: it
affects the pain” and creates the sensation of something “that pushes against me ... as
if it were an alien within.”*® For endometriosis patients, this alienation is doubled: first
by the physical experience Ahmed describes, and then by medical institutions that
deny this experience’s legitimacy. When digital doulas affirm others’ pain experiences,
they counter this dual alienation, creating what Ahmed might recognize as intersubjec-
tive pain validation—acknowledging both the material reality of the pain and its
emotional dimensions. The digital doulas provided a safe place to express these feelings
and ultimately contest them.

Beyond gaslighting, each of the communities affirms the general emotional toll of
endometriosis. Five hundred and eighty-seven (58.34%) posts and comments refer to
explicitly emotional language. According to Yam, emotional support is one of the key
tenets of doulaship, as it is central to be emotionally aware during soft advocacy.’!
The members of the community expressed fear and anxiety (14.4% of post)
through words like worried (41 posts), scared (31 posts), terrified (17 posts), and
nerves (14 posts). Medical dismissal, as well as diagnostic uncertainty, created this
landscape of fear and loneliness that dominated the subreddit. However, the commu-
nity found emotional relief through posting, as well. Members expressed hope and
optimism in 214 posts and comments (21.23%) as well as relief (47 posts), thanks
(11 posts), and gratitude (9 posts) for members of r/endo. Within community dis-
course, emotional vulnerability was normalized. The sentiment “no one understands
but other chronically ill people” was a common refrain throughout the posts. One
post, from lovelygal8686, a frequent poster and responder within the community,
clearly exemplifies the kind of emotional support that the digital doulas offer each
other. She states:

I just want to say from the bottom of my heart: I am so sorry that any of us have to go
through this. It doesn’t seem fair. It breaks my heart to see how many strong, vibrant, beau-
tiful women are navigating such intense daily pain—physically, emotionally, spiritually. It’s
just not right.

But amidst the heartbreak, I've also found something really sacred here. The strength I've
witnessed in this community is unlike anything I've ever seen. The courage it takes to
keep showing up, the patience you pour into your healing, the way you still hold space
for others despite everything you’re carrying—it’s nothing short of extraordinary.

You are warriors. You are medicine women. You are living proof of resilience.

Thank you. Truly. Thank you for being here. For sharing your stories. For making me feel
less alone. Your words have wrapped around me like a blanket when I've needed comfort,
and your openness has made space for my own healing to begin.>*

As demonstrated in this post, the members of the community support each other
through hard moments, as they have experienced the emotional toll firsthand. The
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shared embodied knowledge of these online communities creates a space for doulaship
into chronic illness to occur.

The digital doulas that I describe in these sections welcome members into the commu-
nity of people with endometriosis. The communities work to affirm the pain and
emotions of each other, as well as provide pathways to care and understanding from
larger institutions. I can speak from personal experience that a diagnosis of a chronic
illness can be a scary and isolating experience. Digital doulaship creates community
around the difficult experiences of chronic pain and works to validate experiences of
medical mistreatment, pain, and emotional exhaustion. The potential for this kind of
carework in medical settings reaches far beyond endometriosis and has the potential
to contest ableist language around chronic pain.

Digital spatial maneuvers: finding ways to make pain legible to members
outside of the community

One of the issues in discussions of chronic pain, particularly what disability communities
call invisible illness, is that the experience of pain escapes description or language. This
inexpressibility has political consequences. As I discussed earlier, Sara Ahmed and Elaine
Scarry’s conception of pain hinges upon individuals’ inability to communicate the
impacts of pain. However, I argue that these spaces allow for the communication of
pain because they are made more legible, first, to members of the community. The
first space the doulas create, then, is within the individuals. The posters are not
seeking power, at least explicitly. They are seeking validation, both in and beyond
their specific communities.

R/endo offers users strategies to represent and communicate their pain. Five hundred
and three posts and comments, nearly half of all the text I analyzed, mentioned pain
explicitly. This was by far and away the most prominent theme and emerged across
the other themes. Many of these posts first reflect Scarry and Ahmed’s notion that
pain is difficult to express. One poster noted:

The pain feels like someone is twisting my insides with a hot poker, especially during my
period. It’s not just cramping—it’s this deep, nauseating ache that spreads through my
whole pelvis and down my legs. How do I explain this to doctors who’ve never felt it?>*

In this post, user angbogtd invoked vivid pain metaphors to attempt to capture their pain
through some kind of visualization.

Many of the posts also express the impact of pain on their work and relationship (18%)
and daily functioning (12%). These posts feature evocative language as the posters work
to describe the pain that plagues their bodies. Phrases like “Daily life has become about
planning around pain” and “called in sick again today and I can see my boss getting fru-
strated” demonstrate the pervasive nature of pain and the chronic impact it has on users’
lives, as well as the difficulty in expressing this pain to people who do not have
endometriosis.

In the fashion of many of the posts on the subreddit, other users offer commiserating
experiences or advice in order to play the role of digital doula. Posters described the inex-
pressibility that Ahmed and Scarry theorize and offered a potential way out of the lack of
language. Users (14 posts) advised struggling posters to keep a pain journal that describes
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each pain with as much specificity as they can. In fact, the pinned post on the page
describes the importance of maintaining a pain and symptom journal. User January_Dal-
las offers an example of an excerpt from the pain journal:

December 9—two days away from starting period, steady pain in right hip. Loose stool. Had
a bolt of pain shoot through my lower abdomen, lasted a few seconds, and went away. The
lightning bolt pain is dull but lingering, coming in waves. Pain is more intense on right side
of lower abdomen.>*

This post uses evocative metaphors to both track and visualize through language the
effect of pain on their bodies. Other visualizations from users demonstrate the frustration
of document symptoms, such as a bullet journal with color coding for each day’s level of
pain (Figure 1), and in the image below, where a woman illustrated a colorful uterus
expressing pain with exclamations like “fix me please!” (Figure 2)

Comments under the images say, “I love this, this is so powerful” and “literally me,
right now, awake for the 4th time. Have brought my journals and videos to several
doctors and ERs and it is the only thing that helps treatment” and “Ouch! ouch!
ouch! ouch! ouch! ouch! ouch! ouch!” is incredibly relatable. I'm sorry youre going
through all this but I hope it helps.”*® The digital doulas in the community both represent

Figure 1. Pain journal from Meg-cait88.
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Figure 2. lllustration from user Fit-Independence3537.

and affirm the pain that has so often been ignored by institutions and other places of care.
Throughout the posts, there is a lingering concern about the perception of doctors and
how to manage medical professionals’ perceptions in the face of pain, such as when users
suggest others document all instances of pain or take pictures of their bloating or bleed-
ing. This concern is deeply rooted in the gendered nature of endometriosis pain. As pre-
viously discussed by Segal and others, once a female patient is viewed as difficult by the
medical institution, it is remarkably difficult to shed that label. In this way, doulas also
help new members of the community navigate the gendered nature of the pain.

These visual metaphors and documentation attempt to develop a literacy around pain
that directly confronts what Elaine Scarry identifies as pain’s fundamental challenge: its
creation of an “absolute split between one’s sense of one’s own reality and the reality of
other persons.””” By transforming internal sensations into external metaphors and doc-
umentations that others can witness, these community members bridge the communica-
tive gap that Scarry deemed nearly insurmountable. Yet unlike Scarry’s conception of
pain as primarily isolating, these visualizations function as invitations to shared under-
standing within the community. The documenting of their pain becomes a way to navi-
gate the healthcare system, a digital spatial maneuver to grant greater access.

Members of these communities can achieve, either through language and support,
some kind of communicability about their pain. Crossing this boundary of inexpressibil-
ity could potentially allow people to achieve care or gain credibility. As I did not
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interview community members, I can’t argue that the attempts to visualize the pain are
successful for members outside of the community, but they connect with members of the
community. This new literacy toward pain creates a deliberative space to discuss the
physical manifestation of their invisible illness—an effect of doulaship. Even if the com-
munity members’ pain is not becoming legible to everyone, they are making it legible to
each other. The pages allow for a clear diversity of experience to emerge, not working to
define pain, but to honor individual experiences of it.

Potentials: digital doulaship as collective rhetorical labor

This examination of digital doulaship in endometriosis communities opens multiple
pathways for understanding how marginalized individuals create rhetorical spaces of
care that contest dominant medical narratives. The practices identified in these commu-
nities—visualizing pain, brokering access to healthcare, and affirming experiences of
medical gaslighting—represent more than coping mechanisms; they constitute a rhetori-
cally sophisticated form of resistance that transforms how pain is articulated, validated,
and addressed. While these practices emerge in endometriosis-specific contexts, they illu-
minate broader possibilities for rhetorical theory and practice.

Digital doulaship significantly expands our understanding of pain communication by
demonstrating how collective rhetorical labor can overcome what Scarry deemed the
“inexpressibility” of pain. When medical institutions fail to recognize pain experiences
that fall outside normative frameworks, digital communities create alternative pathways
to articulation through multimodal expressions, collaborative sense-making, and net-
worked care. This process challenges traditional notions of rhetorical agency, revealing
how apparently “failed” rhetorical encounters with medical authorities can become gen-
erative sites for new forms of expressive practice. The visualizations of pain shared across
these platforms—from embroidered fabric to digital illustrations of bruised bodies—do
not merely supplement language; they constitute a distinct rhetorical form that makes
visceral experiences accessible in ways that clinical discourse cannot.

Moreover, digital doulaship reconfigures how we understand advocacy in medical
contexts. Traditional conceptions of patient advocacy often presume a hierarchical
relationship where advocates possess expertise that patients lack. The peer-to-peer, dis-
tributed model of digital doulaship demonstrated in these communities disrupts this
hierarchy, positioning experiential knowledge as a form of expertise that can contest
and sometimes supplant professional medical authority. This shift has significant impli-
cations for rhetorical scholarship on health and medicine, suggesting that effective
medical rhetoric might be measured not by its ability to translate between expert and
lay audiences, but by its capacity to validate diverse embodied experiences and create
conditions for collective knowledge production.

Beyond specific health contexts, digital doulaship offers a model for understanding
how marginalized communities use networked technologies to create what Mia
Mingus calls “access intimacy.” The affordances of digital platforms—persistence, replic-
ability, scalability, and searchability—transform how care webs function, allowing geo-
graphically dispersed individuals to create sustained communities of support that
would be impossible in physical space alone. These digital care webs demonstrate how
rhetorical practice in networked environments can generate new forms of solidarity
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and resistance that transcend traditional spatial and temporal constraints. As physical
access to healthcare becomes increasingly restricted for many marginalized populations,
these digital practices may become even more vital sites of rhetorical innovation and care.

I believe rhetoric scholars must attend to these emerging forms of digital doulaship
not only as objects of study but as sources of methodological and theoretical insight.
The care webs created in these spaces challenge us to develop more collaborative, embo-
died, and justice-oriented approaches to rhetorical analysis—approaches that recognize
how pain, particularly gendered and racialized pain, requires theoretical frameworks
attentive to both structural oppression and individual agency. Just as digital doulas
help community members navigate hostile medical systems while affirming their embo-
died experiences, rhetoric scholars might better attend to how marginalized individuals
craft meaningful rhetorical practices from within systems designed to silence them. By
centering these practices in our scholarship, we can develop rhetorical theories that
more adequately address the complex interplay between institutional power, embodied
experience, and collective resistance that characterizes contemporary health discourse.

I am conscious of the implications of tying this kind of care to a concept rooted in birth-
ing and fertility. Though doulaship has meaning that extends beyond the childbearing
process, the mere association could potentially reinforce ideas about the primary
purpose and meaning of women’s bodies. The digital community I examine actively
demonstrates resistance to fertility-focused framings through their discourse and advocacy
practices. In my analysis, users frequently critique medical professionals who only take
their pain seriously when framed in reproductive terms, with posts like “I'm sick and
tired of literally everyone telling me T’ll probably feel better if I have a kid! F**K THAT.
I do not want kids” receiving widespread community support. Rather than accepting fer-
tility as the primary lens for understanding their condition, community members develop
alternative frameworks that center on pain management, quality of life, and bodily auton-
omy, regardless of reproductive capacity. When users do strategically invoke fertility con-
cerns to access care—such as threatening hysterectomy to obtain laparoscopic surgery—
they explicitly frame this as subversion of an unjust system rather than acceptance of its
logic. The community’s collective knowledge-sharing focuses predominantly on
symptom validation, pain documentation, and provider navigation rather than reproduc-
tive outcomes, creating what disability justice scholars would recognize as crip-centered
rather than normatively reproductive approaches to health advocacy. Through digital dou-
laship, these communities refuse the medical establishment’s reduction of endometriosis to
a fertility problem, instead creating rhetorical spaces where pain exists and matters on its
own terms, divorced from reproductive utility or potential.

It is also important to note that the interventions of this community are asking for
credibility within the highly masculine space of Western medicine. How can we, as scho-
lars, continue to envision care and community in ways that do not need validation from
medical practitioners and potentially harmful institutions? I welcome other scholars to
conceive of this type of community carework that contests medical gaslighting and
deeply entrenched narratives about credibility and pain. I hope in sketching an approach
to care in rhetorical study that scholars will be better able to account for the ways that
people do express their pain or make attempts to make pain legible to an audience
that may otherwise fetishize that pain. For example, online communities showcase
plenty of people talking about their pain, making it known through art, poetry, and
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literature. Expanding our definitions of rhetorical care to include digital doulaship and
doulaship more broadly will allow scholars to attend to the ways that care is negotiated
both within communities and institutions.
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