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Abstract: Endometriosis is a chronic gynecological disease that affects approximately 1 in 10 women
of reproductive age. Symptoms of severe pelvic pain, infertility, fatigue, and abnormal menstruation
can cause significant negative effects on an individual’s physical and mental health, including inter-
actions with their family, friends, and health care providers. Stigma associated with endometriosis
has been under-studied and is rarely discussed in current literature. Herein, this paper aims to
provide a brief overview of published literature to explore and establish the plausibility of stigma as
a driver of suboptimal psychosocial well-being and diagnostic delay among individuals living with
endometriosis. We present the clinical characteristics and physical and mental health consequences
associated with endometriosis, highlight several theoretical constructs of stigma, and review the
limited studies documenting women'’s lived experiences of endometriosis-related stigma. To mitigate
harmful effects of this phenomenon, we recommend increasing efforts to assess the prevalence of and
to characterize endometriosis-related stigma, implementing awareness campaigns, and developing
interventions that combat the multidimensional negative effects of stigma on timely care, treatment,
and quality of life for individuals living with endometriosis.

Keywords: endometriosis; stigma; diagnostic delay; gynecological disease; chronic pelvic pain;
women'’s health; psychosocial well-being

1. Introduction

Endometriosis is an inflammatory and often painful chronic gynecological condition
characterized by the presence of tissue similar to the uterine lining (endometrium) outside
of the uterus, mainly occurring in the pelvic peritoneum, rectovaginal septum, ovary,
uterosacral ligament, rectum, or colon [1-4]. Ectopic tissue can form lesions in these areas,
leading to chronic pain and other debilitating symptoms [1]. Endometriosis has wide-
ranging and pervasive sequelae on women's health (e.g., physical and mental health) [5].
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The Society for Women’s Health Research convened an interdisciplinary expert group
of researchers, clinicians, patients, and policy leaders for a roundtable discussion to re-
view current clinical practice, reflect on the barriers affecting diagnosis and treatment,
and highlight research priorities for the future of endometriosis care [6]. Several topics
emerged from the roundtable, but notably, the working group arrived at consensus that
endometriosis-related stigma and its impact on psychosocial well-being are barriers that
contribute to diagnostic delay (i.e., the delayed time between the onset of symptoms and
diagnosis or treatment). Surprisingly, endometriosis-related stigma has been under-studied
and is rarely discussed in current literature.

Herein, we aimed to provide a brief overview of published literature to explore and
establish the plausibility of stigma as a driver of suboptimal psychosocial well-being and
diagnostic delay among individuals living with endometriosis. The objectives of this paper
are to briefly highlight constructs of stigma, to characterize endometriosis-related stigma
and the ways in which it impacts psychosocial well-being and diagnostic delay, and to
propose next steps to improve research and health care on this topic. To achieve these goals,
we briefly describe endometriosis epidemiology, clinical characteristics, and physical and
mental health consequences of the disease. We highlight several theoretical constructs of
stigma, illuminate women’s lived experiences of endometriosis-related stigma found in
published literature, and proffer recommendations for next steps in research, public health,
and clinical care to move the field forward in understanding and mitigating harmful effects
of endometriosis-related stigma.

2. Epidemiology, Natural History and Comorbidities

The prevalence of endometriosis among reproductive-aged women is estimated to
be about 10%, representing 190 million women worldwide [4]. Globally, years lived with
disability (YLDs) and disability-adjusted life years (DALYs) due to endometriosis were
56.5 (with a 95% uncertainty interval of 34.0-89.6) and 56.6 (35.0-89.7) per 100,000 in
2019, respectively [7]. In a recent meta-analysis of 69 studies conducted in a variety of
countries [8], the pooled prevalence of endometriosis by gynecologic indication was highest
among women with chronic pelvic pain (47%), followed by infertility (34%), hysterectomy
(22%), ovarian cancer (12%), and tubal sterilization (11%). Furthermore, prevalence varied
across continents, with Asia having the highest prevalence of endometriosis (21%), followed
by the Americas (North and South, 13%), Europe (12%), Africa (11%), and Australia (4%).

Although the natural history and pathophysiology of endometriosis are not fully
understood [9], it is well-established that symptoms of endometriosis can be progres-
sive and recurrent. These symptoms include, but are not limited to, cyclic pelvic pain
(dysmenorrhea), acyclic pelvic pain that can be chronic (lasting more than six months),
painful vaginal intercourse (dyspareunia), painful urination (dysuria), painful bowel move-
ments (dyschezia), infertility, fatigue, heavy menstrual bleeding, and intermenstrual bleed-
ing [1,2,4,10-12], with greater risk of pain-associated conditions such as fibromyalgia,
rheumatoid arthritis [13], and migraine [14]. Among those successfully diagnosed, chronic
pelvic pain and infertility are the most common presenting symptoms associated with
endometriosis [10,15-17].

A sizable number of large population-based, case—control, tertiary studies (i.e., sys-
tematic reviews and meta-analyses) have demonstrated that gastrointestinal (e.g., irritable
bowel syndrome and inflammatory bowel disease), immunological (e.g., rheumatoid arthri-
tis and psoriasis), and cardiovascular (e.g., coronary heart disease, hypercholesterolemia,
and hypertension) diseases co-occur at greater rates in women with endometriosis than
those without endometriosis [18-20]. Although endometriosis is a non-malignant condi-
tion, a substantive body of evidence suggests endometriosis is associated with increased
risk for cancer, particularly ovarian and breast cancers [20,21].

There are four primary types of endometriosis: subtle (polypoid- and flame-like le-
sions and lesions with red and white vesicles), typical (burnt-out powder pigmented lesions),
cystic (brown, tar-like ovarian lesions), and deep (lesions deeper than 5mm under the peri-
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toneum) [22]. Subtle and typical are the most common types of endometriosis—most prevalent
among women with chronic pelvic pain or infertility (80% and 50%, respectively)—followed
by cystic (25%) and deep (5%) endometriosis. Through laparoscopy and histological confir-
mation, surgical staging of endometriosis takes into account the location, extent, and depth
of lesions on a cumulative scoring system: Stage I (minimal, 1-5 points), Stage II (mild,
6-15 points), Stage III (moderate, 1640 points), and Stage IV (severe, >40 points) [1,23,24].
Staging does not necessarily take into account endometriosis outside of the pelvic region,
and it is utilized more to assess reproductive potential than the severity of symptoms or
the impact on quality of life. For example, an individual with Stage IV endometriosis may
experience fewer life-disrupting symptoms than someone with Stage I disease.

Risk factors for endometriosis are heterogeneous. Early age at menarche (before
11-13 years of age), short menstrual cycle length (<27 days), longer menstrual flow
(>7 days), and family history of endometriosis among first-degree relatives (e.g., mother
or sister) are associated with increased risk for endometriosis [25,26]. Lower body mass
index and high consumption of red meats and trans fats have also been noted as risk
factors [26,27]. On the other hand, oral contraceptive use, physical activity, and a diet
high in fruits, greens, vegetables, and omega-3 long-chain fatty acids have been shown to
decrease risk for endometriosis [28,29]. Notably, studies that have characterized risk factors
for and consequences of endometriosis lacked sufficient inclusion of women of color. More
robust and inclusive studies are needed to determine whether risk factors differ for diverse
populations of women [30-32] or for specific subtypes of endometriosis [4,33].

3. Physical and Mental Health Consequences of Endometriosis

There are significant physical and mental health consequences of endometriosis.
Chronic menstrual and non-menstrual acyclic pain and other symptoms associated with
endometriosis have been reported to negatively impact and limit daily life activities and
work performance [34-36]. Many people with endometriosis report an inability to complete
or engage in day-to-day tasks, household chores, childcare-related activities, and physical
exercise. Across multiple studies, participants also reported decreases in the quality of
their work, significant limitations in their ability to perform work-related activities without
disruption, and 11 to 19 days of missed work per year [34,37-39].

The negative effects of endometriosis on psychosocial well-being, which can start
as early as adolescence [38,40,41], have been assessed and well-documented by a mix of
quantitative, qualitative, and tertiary studies. These effects include increased emotional
and psychological distress, decreased emotional well-being, reduced quality of sleep, di-
minished health-related and overall quality of life, and higher prevalence and severity
of symptoms of depression and anxiety [37,42-48]. Individuals with endometriosis can
experience adverse effects on sexual function and satisfaction, such as painful intercourse,
avoidance of intercourse, lower levels of desire and arousal, and poorer orgasm [49-51].
Additional impacts include strained intimate and social relationships (e.g., relationship
conflict and divorce) and more frequent avoidance or withdrawal from social engage-
ment [51,52]. Altogether, psychosocial well-being of individuals living with endometriosis
is considerably lower than those without endometriosis.

Though overlooked in published literature, stigma may be an underlying social phe-
nomenon that catalyzes diminished psychosocial well-being among individuals living with
endometriosis. Stigma—whether internalized or in familial, intimate, work, and health care
settings—has the potential to exacerbate the aforementioned negative effects of endometrio-
sis and sustain poor psychosocial well-being. Equally important, endometriosis-related
stigma can be a barrier to timely diagnosis. Mean estimates of diagnostic delay range
between 7 and 11 years from onset of symptoms to diagnosis of endometriosis, and the con-
sequences may include increased symptom and disease severity, exacerbation of physical
and psychosocial sequelae, and late access to effective treatment and care [38,53,54].
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4. Stigma

Stigma is a complex construct that has been conceptualized and described by scholars
from various disciplines. Goffman’s early work on stigma is widely considered seminal in
stigma research [55]. His definition of stigma is composed of an attribute or characteristic
that is deemed socially undesirable and of two groups of people: those who stigmatize
and those who are stigmatized. Goffman refers to stigma as a stain, mark, or attribute that
people may deem as socially undesirable and, in turn, use the attribute to set themselves
apart from others. Stigmatization is defined as the act or behavior that disqualifies a person
from full social acceptance, and it reduces them to a tainted, discounted person.

Other definitions of stigma and stigmatization have materialized that expand on
Goffman’s definition. Link et al. 2001 conceptualizes stigma as the exercise of power to
simultaneously label, stereotype, and cause separation, discrimination, and loss of status
in the lives of others [56]. Additionally, definitions include a pattern or habit of judging
and excluding others as illegitimate interactants [57], and an attribute or characteristic that
is devalued by others in particular social settings [58].

Scambler 1998 views stigma as a layered phenomenon: enacted stigma and felt
stigma [59]. Enacted stigma refers to the experience of unfair, unjustifiable, and discrimina-
tory treatment by others; whereas, felt stigma refers to the experience of anticipatory or
actual shame that prevents people from disclosing their negative experiences and inhibits
their willingness or ability to seek help. Oftentimes, felt stigma leads to self-stigmatization
(i.e., incorporation or acceptance of others’ prejudices and stereotypes into beliefs about
oneself) [60]. Phelan et al. 2008 describes three characteristics of stigma: keeping people
down (exploitation and domination), keeping people in (enforcement of social norms), and
keeping people away (avoidance of disease) [61].

Similarly, stigma not only has the potential to lead to societal and self-devaluation,
but it can also adversely impact health. Stuber et al. 2008 proposes that social interactions
between marginalized and non-marginalized groups are health-harming to the former [62].
Segregation efforts initiated by non-marginalized groups toward marginalized groups
lead to poor health outcomes due to denial or limited access to similar socioeconomic and
health resources. Furthermore, anticipation of stigma (perceived or actual stigma) or unfair
treatment can lead to various forms of psychological distress that inhibits optimal wellness
and well-being.

Hatzenbuehler et al. 2013 argues that stigma is a central driver of social determinants
of health and of morbidity and mortality [63]. Stigma mediates, undermines, and corrodes
psychosocial well-being (e.g., social relationships, social support, self-worth, and quality of
life). Over time, continued exposure to unfair treatment inherent in stigma compromises
psychological fortitude, which leads to adverse or suboptimal physical and mental health
outcomes, such as psychological distress, anxiety, and/or depression.

Stigma has been widely assessed and examined in studies on various health and
psychiatric conditions: human immunodeficiency virus (HIV), hepatitis C virus (HCV),
obesity, major depressive disorder, generalized anxiety disorder, bipolar disorder, alcohol
and substance use, and type 2 diabetes mellitus (T2DM) [64-73]. Respective studies have
demonstrated that stigma is commonly experienced by people with specific health and
psychiatric conditions, and that stigma is negatively associated with multiple outcomes:
suboptimal health or help-seeking behaviors, low engagement in health care, low treatment-
seeking behaviors, and low testing or diagnostic uptake. Together, these stigma-driven
outcomes lead to barriers to care and treatment—both underdiagnosis and diagnostic delay.
Similarly, endometriosis-related stigma may deteriorate psychosocial well-being and lead
to diagnostic delay.

5. Endometriosis-Related Stigma

Matias-Gonzalez et al. 2020 conducted a qualitative study to explore the experiences
of stigma among Latina women living with endometriosis [74]. Convenience sampling
was used to recruit participants from an endometriosis patient advocacy foundation in
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Puerto Rico. During focus group discussions, researchers used a semi-structured interview
guide to illicit participants’ experiences, opinions, perceptions, and beliefs on living with
endometriosis and endometriosis-related stigma.

The primary emergent theme from the analysis of the interviews was endometriosis
as changueria, a term used to label or describe someone as being an excessive whiner or
complainer without an apparent reason. Throughout the focus groups, participants stated
that they were labeled by others as changas in three distinct interactions: family interactions,
health care interactions, and social interactions.

Participants reported that their spouses and family members minimized or dismissed
their unbearable pain associated with endometriosis because they perceived pain during
menstruation to be something normal for women to endure. Participants felt as if they were
expected to endure endometriosis-related pain and to not allow it to interfere or limit their
everyday lives, social activities, and familial responsibilities. Participants stated that their
spouses and family members perceived them as “putting on a show” and exaggerating
pain symptoms. They also expressed feelings of rejection because spouses and family
members were unwilling to recognize that their pain severity and experiences were both
legitimate and debilitating.

In health care settings, participants articulated experiences of being labeled as changas
by health care providers when they mentioned their pain symptomatology during visits.
Participants reported experiences of providers laughing at their pain symptoms and, at
times, explaining in a condescending manner what participants were supposedly experi-
encing (e.g., gas or bloating) without further diagnostic investigation. This suggests both
normalization of symptoms (saying there is nothing wrong) and invalidation (rejecting or
denying someone’s emotions and experiences).

Participants stated that endometriosis is perceived by the general public as less serious
than other chronic medical conditions. They also said that the portrayal of women in the
media reinforces a false notion that women should “not let their period prevent [them] from
doing anything.” The authors concluded that endometriosis-related stigma is an important
but underappreciated psychosocial phenomenon. Exposure to continued experiences of
dismissiveness, non-conforming repercussions, invalidation, and poor understanding by
others in family, health care, and social interactions contributes to negative coping and
symptomatology concealment, which then leads to diagnostic delay.

Seear et al. 2009 conducted a qualitative study in Australia to explore the experiences
of women living with endometriosis [75]. Researchers recruited participants using snow-
ball and convenience sampling, conducted individual, semi-structured interviews, and
identified emergent themes. Themes of symptom concealment and adhering to “menstrual
etiquette” to avoid stigmatization from people in familial, social, and health care settings
emerged from the analysis. In instances when participants disclosed chronic pelvic pain,
heavy bleeding, or painful menstruation associated with their endometriosis, their subjec-
tive experiences of the debilitating symptoms were redefined or normalized by others as a
“normal load in life” that women were expected to carry and deal with until menopause.
Trivialization of symptoms and being viewed by others as having poor menstrual etiquette
led to participants masking their painful symptomatology.

Participants reported repercussions related to violations of menstrual etiquette or
symptom disclosure that reinforced stigma associated with endometriosis. They described
being ostracized and criticized by family members, sexual partners, and employers. They
stated that employers accused them of malingering, questioned the legitimacy of their
symptoms, and issued reprimands. Their symptoms were not taken seriously because
menstrual pain often is not a visible problem to others. When participants breached
menstrual etiquette by disclosing their pain complaints before or during sex, their sexual
partners would falsely perceive them as making excuses to withdraw from sex, resulting
in participants often concealing their pain to avoid stigma associated with being a “cop
out”. Feelings of “just my cross to bear and maybe I have to just suffer in silence” also
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translated to participants’ reluctance to report symptoms of chronic pelvic pain to health
care providers.

Participants in Seear’s study also discussed experiences and feelings of ridicule and
mockery by other women, as well as encouragement from other women (e.g., mothers)
to not discuss or disclose complaints around menstrual pain and irregularities. One
participant stated that mothers were likely raised to believe that painful menstruation was
“normal” or “natural” and that “part of that was that [her mother] had always had very
difficult periods when she was young but that there was no option, [so] it was never taken
that seriously”.

The authors concluded disclosure of menstrual pain and irregularities or violations of
menstrual etiquette culminated in sanctions, criticism, and ostracism that lead to behavioral
changes in symptomatology disclosure to circumvent stigmatization. The authors also
concluded that stigmatization hampered the willingness to act on abnormal symptoms
because participants were socialized to think that abnormalities were normal for women.
Overall, the authors asserted that endometriosis-related stigma is an emerging factor
associated with diagnostic delay and that lack of awareness about endometriosis among
women, their families, and intimate partners, as well as health care providers and the
general population, perpetuates stigmatization and its negative effects on health and
psychosocial well-being.

6. Recommendations

Based on our overview of the limited published literature on endometriosis and
individuals’ lived experiences with this disease, we provide recommendations in research,
clinical care, and education to address gaps in understanding and mitigating harmful
effects of endometriosis-related stigma.

(1)  Assessment of the Prevalence of Endometriosis-Related Stigma. Despite the high prevalence
of endometriosis, there is only a small handful of qualitative studies exploring the
phenomenology of endometriosis-related stigma. To date and to the authors” knowl-
edge, there are no published studies that have quantitatively assessed and established
this phenomenon; therefore, while the frequency and extent of endometriosis-related
stigma is unknown, we hypothesize that is likely a common occurrence. Repeated
cross-sectional, longitudinal, and a variety of other study designs could be employed
to estimate point prevalence, period prevalence, lifetime prevalence, and other epi-
demiologic parameters of endometriosis-related stigma. Such studies may also pro-
vide much needed data on life-course implications of stigma from adolescence to
postmenopause.

(2) Conceptualization and Development of Scales to Assess and Characterize Endometriosis-
Related Stigma. There are currently no published scales designed to assess stigma
associated with endometriosis. Conceptualization and development of scales with
validated psychometric properties to measure and assess constructs of endometriosis-
related stigma are needed. These scales could be used to facilitate assessment of stigma
in the general population and in clinical settings, such as primary care, adolescent
medicine, obstetrics and gynecology, and women’s health clinics [41]. A number
of scales have been developed, tested, and validated to measure and assess stigma
experienced by those living with several medical conditions and psychiatric disorders
such as HIV, HCV, obesity, tuberculosis, T2DM, depression, and anxiety [76-80]. These
respective scales have advanced public health and clinical management of condition-
specific stigma and improved awareness of stigma-related impacts in research and
in clinical settings. The creation of endometriosis-specific scales could facilitate
achievement of similar endpoints concerning endometriosis.

Scale development efforts should consider the amalgamation of theory-driven under-
pinnings of stigma and those that consistently emanate from qualitative studies exploring
individuals’ lived experiences of endometriosis-related stigma. After psychometric testing
and refinement, reliable and validated measures of endometriosis-related stigma should
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be publicly accessible to researchers and health care providers. Public health researchers
could incorporate these scales in epidemiologic study designs to estimate and characterize
the prevalence of endometriosis-related stigma, to identify potential sociodemographic
disparities between patients with and without heavy burden of endometriosis-related
stigma, and to examine and ascertain an array of epidemiologic associations. Health care
providers could employ endometriosis-related stigma scales to identify patients in need
of intervention, quantify patients’ severity of stigma burden, and assess intervention out-
comes. In short, development of an endometriosis-related stigma scale has the potential to
push the field forward in epidemiologic characterization, clinical assessment, and treatment
outcomes research.

(3)  More Qualitative Studies on Endometriosis-Related Stigma. There is a growing body of
literature that examines stigma associated with menstruation and a smaller set that ex-
amines the lived experience of endometriosis concerning medical support and patient
satisfaction; however, the number of studies with a specific focus on endometriosis-
related stigma is meager. An in-depth search of databases (e.g., PubMed, PsychlInfo,
and CINAHL Plus) for published studies with “endometriosis” and “stigma” or “stig-
matisation” in the title or abstract (publication range, 1980-April 2021) only yields
five relevant publications: two qualitative studies on women’s lived experiences
with endometriosis (presented in-depth in this paper) [74,75], one brief editorial [47],
SWHR’s 2019 review paper on endometriosis [6], and a qualitative study on the
perceptions of adolescent girls and boys about the symptoms of endometriosis as
sources of stigma and shaming [41]. This is disconcerting, given the prevalence of
endometriosis and its public health impact. More qualitative studies are needed
to examine endometriosis-related stigma and to give voice to the experiences of
individuals living with endometriosis—especially diverse groups of people.

Phenomenological, narrative, and other qualitative approaches can be used to cre-
ate a safe space for individuals to disclose, reflect, and discuss their experiences with
endometriosis and related stigma. Patterns and themes that materialize from individual
and focus group semi-structured interviews can be used to further understand pathways
among endometriosis, endometriosis-related stigma, psychosocial well-being, and diag-
nostic delay, as well as unknown pathways through which endometriosis-related stigma
may influence physical, psychosocial, and other health outcomes. These findings could be
used by public health professionals, health systems, and health care providers to inform
intervention development and give credence to the provision of much-needed resources.

(4) Widespread Endometriosis Awareness Campaigns. Undoubtedly, targeted public health
awareness campaigns improved awareness of HIV, HCV, T2DM, and mental illness
among health systems, health care providers, and the general population [81-88].
They also modified negative societal beliefs and attitudes toward their respective
marginalized populations. Implementing comparable awareness campaigns could
achieve similar outcomes. Population-wide and health system-wide endometriosis
awareness campaigns would foster a safe environment for education and healthy
communication between individuals living with endometriosis and their family
members, intimate partners, and health care providers [41]. Societal awareness
and acknowledgment of endometriosis could increase empathy and support for
those living with endometriosis, promote disclosure of symptoms among affected
individuals, and result in more investigative responses by health care providers,
which altogether may lead to earlier detection and treatment of endometriosis.

(5)  Development and Implementation of Anti-Stigma Interventions for Endometriosis-Related
Stigma. Findings from quantitative and qualitative studies could be used to develop
and implement novel, theory-driven anti-stigma or stigma-reduction interventions.
Alternatively, using implementation science approaches, existing interventions used
to combat stigma for diseases such as HIV, HCV, and T2DM could be adapted for
translation, testing, and use for endometriosis-related stigma. Endometriosis-related
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stigma is dynamic and multidimensional (e.g., intrapersonal, interpersonal, struc-
tural), thus, it is important to consider development and implementation of interven-
tions with multilevel approaches [89]. Further, interventions should not be limited
to delivery among the stigmatized. Whether a novel intervention or the transla-
tion of existing ones, approaches concerning endometriosis-related stigma should
give equal consideration to the importance of engaging the stigmatized and stig-
matizers, as well as the health systems, providers, and social environments that
perpetuate stigmatization.

Intrapersonal intervention approaches are needed to negate the consequences of self-
internalized endometriosis-related stigma. These approaches can also combat harmful
and discriminatory attitudes held by those who are not stigmatized but who engage in
stigmatization. Interpersonal interventions are needed to improve coping and health-
and help-seeking behaviors among those who are stigmatized, while helping stigmatizers
become aware of the adverse impact of both intentional and unintentional stigmatizing
behaviors toward individuals living with endometriosis. Finally, structural intervention
approaches are needed to improve awareness of endometriosis in the general population
and across health systems. Awareness campaigns that highlight incidence, natural history,
normal vs. abnormal symptoms, clinical characteristics, and debilitating consequences of
endometriosis have the potential to reduce the frequency of stigmatization by directly and
indirectly acknowledging the existence of this health reality.

(6) Acknowledgement of and Stances against Endometriosis-Related Stigma by Professional
Associations. Professional associations in public health, medical, and women’s health
spaces should strategically underscore and highlight endometriosis as a commonly
deleterious yet overlooked health condition. Organizations have captive audiences
for which public acknowledgement of endometriosis-related stigma as a factor that
undermines physical and psychosocial well-being and access to adequate health care
would have wide-reaching benefits. These organizations should also publicly take a
stance against endometriosis-related stigma and issue a call for action among their
relevant constituents. Such public actions could help widen the impact of novel
awareness campaigns and encourage increased funding for public health and clinical
intervention research for endometriosis-related stigma.

7. Conclusions

Despite the high prevalence and well-documented impacts of endometriosis on public
health, stigma associated with this condition is vastly understudied. This article highlighted
constructs of stigma and characterized endometriosis-related stigma and the ways in which
it may contribute to psychosocial well-being and diagnostic delay. Without increased
efforts to fully elucidate, understand, and estimate the quantitative extent and qualitative
complexity of endometriosis-related stigma, individuals living with endometriosis-related
stigma will continue to be affected by its potentially far-reaching and multidimensional
negative effects on timely care, treatment, and quality of life. Hopefully, the recommen-
dations articulated in this paper to quantify and address endometriosis-related stigma,
research, and care will catalyze additional dialogue and provide insight for those who treat
and care for individuals living with endometriosis.
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