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Abstract: Culture is a broadly defined term and patients’ cultural identity may show up in the medical
setting in visible and invisible ways. In this paper, we aim to discuss cultural considerations in gastrointestinal
(GI) care. Our definition of “culture” reflects the commonly ascribed race and ethnicity and will also
discuss other minority groups such as sexual and gender minorities (SGMs). We will review what is known
about rates of GI conditions across various cultural groups, acknowledging that our data reflect inequity
in representation. While the healthcare system has overall shown an increased awareness of the role that
systemic and institutional racism plays in affecting patient care, this has not been widely studied in the
context of GI though has a profound impact. Multiple factors affect the interaction between patients’ cultural
identities and engagement in and quality of GI care. Stigma related to cultural factors or cultural intersection
has the capacity to shape if, when, and how medical care is approached, received and applied. Conditions
and symptoms in GI are often complicated; health literacy (HL) is the ease with which patients can navigate
getting from diagnosis to treatment and engage in self-management and also interacts with cultural context.
Some aspects of a patient’s experience, background and skill are imperceptible and require the healthcare
provider to attend to treatment with humility, respect and self-reflection if they wish to effectively engage.
We introduce the concept of cultural humility to GI and offer practical suggestions for those providing
clinical care. We also call for future investment in a diverse healthcare delivery system and continued

legislation to promote social equity.

Keywords: Cultural representation; stigma; health literacy (HL); cultural humility

Received: 16 February 2024; Accepted: 20 June 2024; Published online: 20 August 2024.
doi: 10.21037/tgh-24-17
View this article at: https://dx.doi.org/10.21037/tgh-24-17

Introduction art and literature, but lifestyles, ways of living together, value
Culture is defined by United Nations Educational, systems, traditions and beliefs” (1). People may identify with
Scientific and Cultural Organization (UNESCO) as “the culture as it relates to their nationality, race or ethnicity,
set of distinctive spiritual, material, intellectual and emotional and also through other social groups such as gender, sexual
features of society or a social group, that encompasses, not only orientation, geography or any other group of belonging or
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interest. The intersectionality of cultural identity guides
medical care fluidly in conscious and unconscious and
explicit and implicit ways.

It is important to consider the patient in context, as their
clinical presentation is the consequence of varied factors,
including sociocultural. Applying the biopsychosocial
model (2) in clinical practice is useful when considering the
multifaceted experience of individuals with gastrointestinal
(GI) conditions and the role of culture. A biopsychosocial
model suggests that there is a dynamic and interactional
relationship between biology, psychology, social, and
cultural factors that influence patients’ experiences, and
these experiences and perceptions are modulated by their
context. "Together, these components have the potential to
impact patients’ clinical course in a variety of ways, both
directly (e.g., impact of chronic stress on disease course) and
indirectly (e.g., symptom reporting, healthcare utilization),
and it is crucial to consider the health consequences of
sociocultural and financial inequities. Allostatic load
(AL)—the cumulative physical impact of repeated, chronic
stress (3)—is used to predict morbidity and mortality
of a number of chronic health conditions, including GI
conditions (4,5). It is higher in sexual and gender minority
(SGM) groups (6,7), and has been associated with lower
socioeconomic status, lower educational attainment, ethnicity
and racial discrimination (8). Higher AL appears to negatively
impact engagement in lifestyle habits known to promote good
physical and psychosocial health (e.g., physical activity, sleep,
nutrition) (9). The health of individuals who immigrate to the
United States (US), for instance, tends to decline after they
move (10)—an outcome that may be explained by lifestyle
and environmental changes and their impact (11), as well as
the stress of acculturation and experience of discrimination
or racism (12). AL and its wear and tear effect on the
organs of the body can be accumulated longitudinally and
play a role in health disparities in minority populations. At
present, there is limited research considering the ways in
which cultural identity can interact with stress and shapes
a patient’s experience with GI care. This paper aims to add
to the literature on this topic by exploring the complex and
nuanced relationships between culture, health behavior,
patient-provider dynamics, and health outcomes in GI, and
offers a pathway to improved care through use of cultural
humility in practice and a call for investment in a diverse
healthcare workforce and advocacy to promote social and
health equity.

© AME Publishing Company.
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Methods

We searched major databases including PubMed and
Google Scholar to inform this review article. We conducted
the search from November 2023 to February 2024 and used
terms including but not exclusive to, “DGBI”, “disorder
of gut brain interaction”, “Inflammatory Bowel Disease”,
“IBD”, “esophageal disorders”, “GERD”, “pelvic floor
disorders”, “dyssynergic defecation” and “prevalence”,
“global”, “rates”, “racism”, “structural racism”, “stigma”,
“health literacy”, “cultural competence”, and “cultural
humility”. Additionally, authors did a hand search of
reference lists of seminal manuscripts to find related articles
for review and possible inclusion. Articles that cited the
target article were also identified and reviewed. Please see
Table 1 for more details on our search strategy.

Representation in research on global burden of
digestive disease

The US is becoming increasingly diverse, with the US
Census Bureau projecting that one in three people in the
US will identify with a race other than non-Hispanic White
by 2060. These changes are related to global migration
patterns, changes in birth and death rates for certain groups,
and the increased number of people identifying as Two or
More Races—a group projected to grow about 200% in
the coming decades (13). We are also seeing an increase
in the number of people identifying as SGM groups
(e.g., including but not exclusive of lesbian, gay, bisexual,
transgender, queer, nonbinary, asexual and intersex) (14).
At least 7% of the adult population self-reports as not
cisgender and/or heterosexual, this number is likely low
due to underreporting and is likely to increase as younger
generations are self-identifying as SGMs more commonly
than older generations (14).

These shifts in population signify a critical need to
assess whether our current healthcare system is prepared
to care for patients who come from diverse backgrounds.
In GI care, it is relevant to be aware of the global burden
of conditions and understand how the prevalence rates are
determined, as methods of diagnosis vary internationally
and symptom reporting and interpretation can be influenced
by cultural factors. Our understanding of disease is heavily
informed by research, and there is a notable lack of minority
representation in GI clinical trials and research. There are
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Table 1 Search strategy summary
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Iltems Specification

Date of search November 2023-February 2024

Databases/sources Google Scholar, PubMed
searched

Search terms used  Global burden in gastroenterology: “prevalence”/“rates”/“global”/“representation” and “DGBI”, “disorder of gut brain
interaction”, “IBS”, “functional GI”, “inflammatory bowel disease”, “IBD”, “Crohn’s Disease”, “Ulcerative Colitis”,
“esophageal disorders”, “GERD”, “pelvic floor disorders”, “pelvic floor dysfunction”, “dyssynergic defecation”

Gastroenterology and racism: “Racism*”/“structural racism”/“institutional racism”/“bias” and “gastroenterology”,

» o«

“GI”, “medicine”, “healthcare”, “culture”, “DGBI”, “disorder of gut brain interaction”, “IBS”, “functional GI”,

“inflammatory bowel disease”, “IBD”, “Crohn’s Disease”, “Ulcerative Colitis”, “esophageal disorders”, “GERD”,
“pelvic floor disorders”, “pelvic floor dysfunction”, “dyssynergic defecation”

*9

Gastroenterology and stigma: “Stigma

and “gastroenterology”, “Gl”, “medicine”, “health”, “culture”, “DGBI”,

“disorder of gut brain interaction”, “IBS”, “functional GI”, “inflammatory bowel disease”, “IBD”, “Crohn’s Disease”,

” o«

» o«

“Ulcerative Colitis”, “esophageal disorders”, “GERD”, “pelvic floor disorders”, “pelvic floor dysfunction”, “dyssynergic

defecation”

Gastroenterology and health literacy: “health literacy

*9)

and “gastroenterology”, “GI”, “medicine”, “healthcare”,

“culture”, “DGBI”, “disorder of gut brain interaction”, “IBS”, “functional GI”, “inflammatory bowel disease”, “IBD”,

“Crohn’s Disease”, “Ulcerative Colitis”, “esophageal disorders”, “GERD”, “pelvic floor disorders”, “pelvic floor

dysfunction”, “dyssynergic defecation”

Cultural Humility in Gastroenterology: “cultural humility”/“humility in medicine”/“cultural competence” and

“gastroenterology”, “GlI”, “medicine”, “healthcare

» o«
)

culture”, “DGBI”, “disorder of gut brain interaction”, “IBS”,

» o«

“functional GI”, “inflammatory bowel disease”, “IBD”, “Crohn’s Disease”, “Ulcerative Colitis”, “esophageal

disorders”, “GERD”, “pelvic floor disorders”, “

Timeframe All years
Exclusion criteria

Selection process

pelvic floor dysfunction”, “dyssynergic defecation”

Studies not originally published in English, pediatric populations

Authors independently searched databases using terms above. Sections of the manuscript were initially written

independently by authors, all authors reviewed writing and provided feedback on search and synthesis of

information gathered

limited studies conducted in the irritable bowel syndrome
(IBS) and inflammatory bowel disease (IBD) literature
(15,16) examining this underrepresentation, and even fewer
in gastroesophageal reflux disease (GERD) and pelvic floor
disorder (PFD). Many studies also cite methodological flaws
in reporting of diversity data, which distort our current
understanding (17).

The global burden of non-malignant digestive diseases is
significant and represents a growing public health concern.
In 2019, there were 2.3 billion prevalent cases of non-
malignant digestive diseases according to data analyzed
from the Global Burden of Diseases, Injuries, and Risk
Factors (GBD) Study 2019, representing almost a third of
the global non-communicable disease prevalence, with 89
million disability-adjusted life years (DALYs) lost and 2.56
million deaths attributable to these conditions (18). Disease

© AME Publishing Company.

burden varies by condition, geographic location and level
of social and economic development, but globally, digestive
diseases continue to be a leading cause of DALYs.

Disorders of gut brain interaction (DGBI)

DGBI are a heterogenous group of disorders with a shared
underlying pathophysiology classified based on anatomic
domain. The Rome Foundation has defined DGBI as “z group
of disorders classified by GI symptoms related to any combination of
the following: motility disturbance, visceral hypersensitivity, altered
mucosal and immune function, altered gut microbiota, and altered
central nervous system processing” (19).

DGBIs are highly prevalent worldwide, with more than
40% of individuals from 26 countries in six continents
meeting Rome IV criteria for at least one DGBI (20), and
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about a third of those individuals meeting criteria for two or
more disorders (21). Female predominance is consistently
observed across all anatomic regions, and prevalence rates
for DGBI appear to decrease with advancing age. Of note,
prevalence rates for DGBI vary widely between studies, due
in part to a high degree of methodological heterogeneity
(e.g., survey and sampling methods) and, notably, a lack of
multicultural representation in research. In DGBI studies,
fewer than half of the clinical trials reported race and
only one-third reported ethnicity (15). Higher reported
pooled prevalence rates tend to be seen in studies where
participants self-administered questionnaires compared
to those where questionnaires were administered by an
interviewer in-person or over the telephone (20,22),
possibly due to disease-related stigma and willingness to
disclose sensitive, personal health information. Moreover,
study materials are frequently designed for English speaking
populations and are not translated or adapted appropriately
for the population of interest (20). Other potential factors
contributing to variation in prevalence rates are cross-
cultural differences in symptom interpretation and
reporting, patients’ explanatory model of illness, physician
attunement to cultural considerations, and how healthcare
for these conditions is delivered (22-24).

IBDs

IBDs, including ulcerative colitis (UC) and Crohn’s disease
(CD), are a group of incurable conditions characterized by
chronic inflammation of the GI tract and a progressive or
relapsing-remitting course. In 2017, IBD was considered
the fourth-leading cause of years lived with disability (YLD)
among digestive diseases (25), and the number of people
living with IBD globally has been steadily increasing.
According to the GBD Study 2019, there were nearly
4.9 million cases of IBD worldwide in 2019 (18), representing
a 47.45% increase in IBD cases between 1990 and 2019 (26).
Historically, IBD has been considered a disease of the
Western world (i.e., Western Europe and all countries
influenced by Western European culture) (27), and while
prevalence of IBD continues to be highest in countries with
a higher index of development (26), overall incidence of IBD
in Western countries appears to be stabilizing (27), with
rates in Asia, Latin America and the Middle East climbing
in the past two decades (28,29). Indeed, a recent study
reporting on IBD burden in 204 countries and territories
noted the largest decrease in age-standardized prevalence
rate (ASPR) in North America and the highest increase in

© AME Publishing Company.
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East Asia between 1990-2019 (26), and rates are expected
to continue rising in Asia in the coming years (28). A recent
modeling study projected a 4-fold increase in prevalent IBD
cases in India, 2.5-fold increase in Iran, 2.3-fold in North
Africa and the Middle East, and a 1.7- and 1.6-fold increase
in number of prevalent IBD cases in high-income Asia-
Pacific and Southeast Asia, and East Asia, respectively, by
2035 (30). Adoption of a diet, higher in red meat, processed
foods, and refined sugars, is considered a risk factor for
IBD in higher-income countries of Asia (31). Interestingly,
first- and second-generation offspring of Asian immigrants
in North America and European countries appear to
confer a higher risk of developing IBD, with some studies
suggesting higher rates for those individuals than the general
population and a more complicated disease course (32).
However, there is a known global lack of representation and
reporting in randomized clinical trials (RCT5) for IBD (33).
A recent review identifies that there were very limited RCTs
conducted in regions outside the developed world, suggesting
that more efforts must be established on the ground in
South America, Africa, and Asia to understand response to
clinical trial medications (33). In pharmaceutical trials for
IBD, variables of race/ethnicity are underreported with CD
trials reporting race in only 22% (induction) and 26.7%
(maintenance) (34); in UC the rates of reporting are 37.9%
(induction) and 65.5% (maintenance) (35). With the data
available, race was predominantly reported as White and
often analyses were conducted by grouping patients into
White versus non-White groups rather than a more refined
categorization (34,35).

GERD

GERD is an increasingly common GI disorder that
typically presents as recurrent burning retrosternal pain and
regurgitation of acidic gastric contents into the esophagus (36).
GERD is becoming more prevalent worldwide, and is
associated with reduced health-related quality of life, poorer
mental health, and reduced work productivity, with the
degree of impairment proportional to the frequency and
severity of symptoms (37,38).

In 2019, there were 783.95 million prevalent cases of
GERD globally, with 6.03 million YLD due to GERD. This
represents a 77.53% increase in total number of prevalent
cases and a 77.19% increase in YLDs between 1990 and
2019 (39). Due to its chronic, relapsing course, the clinical
management of this condition is both burdensome and
costly (40). Yet, there is a decreasing trend in GERD burden
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in the US of late, and a heavier burden seen in countries
with less developed economies and fewer resources (41). In
2019, the highest ASPRs were observed in Latin America, the
Caribbean, South Asia, North Africa and the Middle East,
with the lowest ASPR noted in China and East Asia. It was
purported that these changing trends may be related to certain
lifestyle factors, including smoking and alcohol use (39).

PFDs

PFD involves the abnormal activity or function of the pelvic
floor musculature, and is associated with a diverse array of
conditions. The pelvic floor functions to support the pelvic
organs and contributes to sexual function and continence of
urine and feces. Pelvic floor symptoms (PFS) meaningfully
impact health-related quality of life, leading to impairment
in several domains of functioning (e.g., social, occupational,
sexual) and increased psychological distress (42).

PED is common in both females and males (43); however,
global prevalence data for PFD is scarce, mostly restricted
to females, and likely inaccurate due to underreporting,
possibly due to stigma (44). In females, global prevalence
rates range from 1.9% to 46.5% (45), with a considerable
percentage of females endorsing concomitant PFS (46) and
one in nine women requiring surgical intervention (45).
Concomitant PFS commonly occur in males as well, but
symptom clusters differ between the sexes and women tend
to report more pelvic pain than their male counterparts (47).
Representative research in PFD is stark with White women
comprising 70-89% of PFD research; Black women,
6-16%; Hispanic women, 9-15%; Asians, 0.5-6%; and
Native Americans, 0-2% (48). Very little is known about
PED in SGM groups (49).

Pooled global prevalence rate for fecal incontinence (FI)
is 8%, with approximately 1 in 12 persons suffering from FI
worldwide. Prevalence rates appear to be higher in women,
individuals over the age of 60, and in countries with higher
social and economic development (50). Higher rates in
high-income countries (HIC) relative to low- and middle-
income countries (LMIC) have been attributed to longer
life expectancy and obesity in HIC and reduced reporting
due to stigma in LMIC (51). Obesity is an independent and
potentially modifiable risk factor for PFD; in adults with
obesity, prevalence of FI ranges from 16-68% (52), compared
to around 6-10% in the broader global community (50).
Global burden associated with PFD is expected to rise as
the population ages and the prevalence of obesity continues
to climb. By 2030, almost half of the adult population is

© AME Publishing Company.
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projected to have obesity and nearly a quarter are expected
to meet criteria for severe obesity (53).

Chronic constipation (CC) is one of the most common
GI disorders worldwide, with global prevalence ranging
from 11-18% (54), and PFD/dyssynergic defecation
is detected in 27-59% of individuals with CC (44).
Constipation is more common in women, individuals
over the age of 65, and those of lower education level and
socioeconomic status. A dyssynergic pattern of defecation
is associated with higher levels of psychological distress,
somatization, and a history of physical or sexual abuse (55),
and risk related to these factors varies by sociocultural
background.

Barriers to care

It is clear that diverse populations and minority identities
are not adequately examined or understood in the literature
examining global burden of GI diseases. Nonetheless, from
the data that do exist, it is evident that these conditions
can differentially impact individuals based on cultural
identity, ethnicity, country of origin, sexual and gender
identity, and likely the care setting and geographic location
in which their symptoms are presenting. There are many
related barriers to GI care; for this review, we have selected
structural and institutional racism, stigma, and variations
in health literacy (HL) as areas of focus. These are factors
that can profoundly impact a patient’s journey and are often
overlooked by medical journals (56). Topic selection was
also informed by the authors’ clinical and patient advocacy
experiences, with direct exposure to the shortcomings of our
healthcare delivery system. In efforts to personalize these
concepts please see supplementary material (Appendix 1)
written by co-author and patient advocate T.A.O.

Structural and institutional racism

Categorically not synonyms, culture and race are often tied
and can be conflated for one another. In a discussion about
culture in healthcare, we cannot overlook the power of
racism and inequity in shaping the research literature from
which clinical care is derived and the lived experiences of
patients coming into and navigating the healthcare system.
As defined by the National Institute of Health, institutional
racism refers to “policies and practices entrenched in established
institutions, which result in the exclusion or promotion of
designated groups. .. no individual intent is necessary” (57).
Racism in GI can impact health-care-seeking behavior,
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and may contribute to clinical outcomes through lifestyle
behaviors (e.g., medication adherence) (58), AL (59)
and changes to the gut microbiome (60). In addition to
impacting health outcomes, self-reported discrimination
has also been linked to lower levels of health-care related
trust, communication, and satisfaction (61). Historically
marginalized groups have poorer health outcomes (62)
due in part to a paucity of health care providers (HCPs)
trained to deliver adequate care (63), implicit bias leading
to inequitable treatment (62) and decreased use of
preventative care in these populations (64). In combination
with other factors, an effect of systematic racism has
resulted in disparities in health insurance access with
Medicaid enrollment differences related to poverty level,
ethnicity, employment status (65). People with Medicaid
have reduced access to appointments compared to private
insurance counterparts (66) and therefore are likely to wait
longer to be seen and have fewer choices for their care.
Similarly, SGM groups face discrimination in the healthcare
setting, and for a variety of reasons have been found to be
less adherent to treatment, visits with HCPs, and are less
likely to receive preventive care which can increase need for
emergency services (67).

Despite race being a socially defined rather than
biological construct, race and ethnicity are also used in
clinical decision making and included in the American
Society of Gastrointestinal Endoscopy (ASGE), American
Gastroenterological Association (AGA), and American
College of Gastroenterology (ACG) guidelines for
screening and surveillance in H. pylori, Barrett’s esophagus
and gastric intestinal metaplasia respectively. Using race
and ethnicity may distract from markers which may more
accurately inform clinical decision-making, inadequately
capture people of two or more races or ethnicities, and
further reinforce racist practices in GI (68).

Further, in their scoping review of tools to measure
institutional and structural racism in GI, Liu et 4/. [2023] (69)
found that studies primarily defined groups using residential
racial segregation. They found that more segregation was
associated with poorer health outcomes for racial and ethnic
minority groups and found the most robust evidence in GI
cancer incidence, screening and outcomes. The authors
called for more refined and more frequent measurement
of structural and institutional racism, increased efforts to
engage in intervention to minimize impact of structural and
institutional racism, and more attention to SGM and other
marginalized groups.

© AME Publishing Company.
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Stigma

Stigma also serves as a significant barrier to care in GI.
Broadly, stigma has been defined as social devaluation based
on a particular attribute, trait, or condition (70,71). Stigma
can be enacted (or experienced), perceived (felt), and
internalized. Enacted stigma has been defined as external
stigma or discrimination; enacted stigma contributes to
social inequality for people with stigmatized conditions (72).
Perceived stigma is the experience of negative treatment
based on a particular trait or condition. Internalized
stigma is when an individual begins to believe or align
with the negative attitudes or beliefs others hold about
their condition, which is considered to be particularly
damaging (71). Multiple aspects of a person’s identity can be
stigmatized, and lead to enacted, perceived, and internalized
stigma.

Discussing digestive functions is taboo in many cultures (56),
and more so for those who identify as female. Flatulence,
bloating, vomiting, diarrhea, incontinence, constipation,
heartburn and belching are often considered embarrassing
or unacceptable social behaviors, increasing stigmatization
and internalized stigma across GI conditions. Patients with
DGBI may experience additional stigma based on beliefs
about the legitimacy of their condition. Historically, many
of these conditions have been dismissed as psychosomatic
(73,74) due to a lack of structural evidence, and are still often
viewed as “stress-related”, as stress can trigger and exacerbate
symptoms. Increased stigma may also be due to high rates
of psychiatric comorbidity in patients with DGBI and the
use of neuromodulators to improve these conditions (75).
Indeed, the idea that the symptoms or condition could be
successfully managed with changes to diet/lifestyle and
stress management lends credence to the idea that a GI
condition, particularly a DGBI without structural evidence,
is due to ineffective behaviors or character or moral failing,
thus increasing vulnerability to stigmatization.

Research on stigma in GI conditions has largely been
conducted in populations with IBS (76,77) and IBD (78,79),
with a few studies on stigma in gastroparesis (56), functional
dyspepsia (FD) (75,80), and eosinophilic GI disorders (81).
These studies demonstrate that people with GI conditions—
particularly DGBI—experience enacted stigma, by the
general population as well as HCPs (82,83), as well as
perceived and internalized stigma. For a comprehensive
review on stigma in GI conditions, please see Ruddy &
Taft, 2022 (56). In a study of enacted stigma in persons with
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IBS and IBD in the US, male patients with IBS appeared
to experience the most enacted stigma (74). However, this
study only assessed impact of disease and sex on stigma and
did not include other aspects of cultural identity. In existing
studies on stigmatization in GI conditions, participants have
tended to be White, non-Hispanic, and English speaking,
and these investigations have primarily been conducted in the
US. One study of patients with FD in China found that male
gender, lower educational attainment, and more symptoms
were associated with greater FD stigmatization (80).

Cultural beliefs about the etiology of a condition,
acceptability of symptoms, prognosis, and impact on
strength and vitality vary across cultures and can thus
differentially impact stigmatization. GI conditions or
symptoms themselves may be stigmatized, and various
aspects of a patient’s cultural identity or the broader culture
in which they reside may intensify this stigma. While we
could not find specific studies examining this interaction
in the GI literature, we can draw from prior research on
cultural differences in stigma in mental illness to highlight
this phenomenon. For example, a recent study compared
differences in mental illness stigma in cultures labeled
as “Eastern” or “Western”, based on United Nations
specifications (with Eastern countries in this study including
China, Korea, Bangladesh, and the Philippians and Western
including the US, New Zealand, West Germany, Spain,
Great Britain, and Belgium). The research demonstrated
higher levels of stigma seen in Eastern cultures (84),
attributed to the perception of mental illness as a “moral
failing” that violates the cultural norm, and therefore may
impact the well-being and economic or social prospects
of family and friends (84). Thus, there are differences
in degree of stigmatization toward individuals with
multiple stigmatized identities (i.e., minority groups with
a stigmatized condition) and this can vary across cultural
groups and specific conditions.

The impacts of stigmatization in GI are broad and
far-reaching. Stigma can lead to alienation and social
withdrawal (77,85); it can also affect patient quality of
life, emotional health, and willingness to disclose their
condition (56). It can impact symptoms, health care
utilization, patient-provider trust, and treatment adherence
(56,74,75,77). In the 2020 study by Yan and colleagues of
patients with FD in China, the use of neuromodulators to
treat FD was found to increase perceived and internalized
stigma (80). Stigma resistance is the rejection of enacted
stigma (56) and tends to protect against the damaging
effects of stigma and reduce internalized stigma.

© AME Publishing Company.
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Unfortunately, stigma resistance also appears to vary across
cultural identities, with underrepresented minority patients
with IBD reporting less stigma resistance and high levels of
perceived stigma (86).

Taken together, it is clear that GI conditions are highly
stigmatized and that the stigma attached to GI conditions
likely varies cross-culturally. Internalized, perceived and
enacted stigma is likely to have a greater negative impact
on underrepresented minority populations, who are
already faced with discrimination and may have less stigma
resistance.

HL

As in many other fields, such as law and finance, the
healthcare system has its own language and norms.
Individual patients are often burdened to learn this new
language in order to be successful navigators of the system,
and the stakes are high. HL refers to the skills which enable
a person to “obtain, understand, appraise and use information
to make decisions and take actions that will have an impact
on health status” (87). HL has been shown to vary with
income and educational attainment (88,89); and lower HL
is associated with more hospitalization, more medication
errors, more use of emergency services and less use of
preventive screenings and vaccines (88). HL also appears to
explain some racial disparities in health outcomes (88).

The HL burden in GI is high and starts with the
challenges of evaluating and treating a set of organs
embedded within the human body, its functioning invisible
to HCPs without objective testing. Patient collected
and communicated data (e.g., location, type, frequency,
triggers) is the starting point for HCPs decision making
about testing, behavioral or dietary changes, medications
and attaining a diagnosis. The patient’s objective and
subjective experiences have the ability to shift the treatment
approach and level of HL can affect subjective experiences
such as pain (90). As etiology of symptoms can vary (e.g.,
structural, inflammation, DGBI or combination), patients
may have difficulty with uncertainty and misunderstanding.
The variety of testing available for the GI tract can also
be confusing. For example, when a patient is experiencing
esophageal symptoms, the HCP may order testing to
evaluate multiple aspects of esophageal functioning (i.e.,
upper endoscopy, barium swallow test, pH monitoring,
BRAVO, esophageal manometry). The results of these tests
provide the HPC with important data points about the
functioning of the GI organs but they also come with their
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own set of costs and risks and benefits to the patient which
must be individually weighed.

As described above, the condition of GERD is a
common yet complex condition; the challenges may start
in recognizing that the words to describe the condition
are numerous, including acid reflux, acid indigestion,
heartburn, backflow, cardialgia, indigestion, pyrosis
and water brash. If a patient is experiencing a DGBI
component, that may add to more confusion with reflux
hypersensitivity or functional reflux. Patients and HCPs
may also have varying understanding of symptoms that
may be attributable to GERD and as such, patients may
not know to discuss extra-esophageal symptoms as possibly
related (91); this is concerning when much of the decision-
making regarding testing is based on patient self-reported
subjective symptoms. In this modern world, people are
reliant on the Internet and are likely obtaining much of
their health information from the web. A study examining
the readability of definitions of reflux coming from websites
of self-proclaimed “reflux and GERD centers” found that
across the 52 websites evaluated, none of them included
language at or below the recommended reading level of
6" grade and the majority were written in a reading level
between 10-17" grade (92). Similar findings have been
found when looking at reading level of GERD-focused apps
available (93). In their study investigating patient recall after
a hypothetical clinician encounter in which a new diagnosis
of GERD was received, the older adults included recalled
only about 50% of information conveyed, with those with
low HL having significantly poorer recall of information
compared with those with higher levels of HL; medication
instructions were most impaired in participants with low
and marginal HL (94). Surprisingly, even fewer studies
have looked at HL in IBS. One study of people without
IBS noted misunderstandings about what the disorder is,
the symptoms, the etiology and where to properly and
effectively obtain treatment (95).

As IBD is a chronic condition, patients are tasked with a
range of self-management skills and to navigate treatment
decisions within the context of their understanding of risks
and benefits, preferences, financial/insurance limitations
and feasibility. Not all patients diagnosed with IBD
develop IBD-specific HL at a similar pace and there are
consequences of low HL. In a prospective study of IBD
patients at a tertiary medical center, 40% of the patients had
low HL, and this was associated with subjective health status
and depression symptoms. Importantly, of these patients,
those with CD and limited HL had significantly lower rates

© AME Publishing Company.
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of clinical remission (96). Presumably, patients receiving
IBD care at a tertiary care center may have a higher level of
disease-related knowledge and are less likely to be adjusting
to a new diagnosis compared to patients receiving care in
rural or local community hospitals. Poorer understanding of
and less knowledge about a GI condition is also associated
with greater likelihood of stigmatization while improved
knowledge and education regarding conditions and
treatments can decrease stigma (80).

Clinical care considerations and
recommendations

Given most of our understanding of digestive disease is
based on data from majority groups, it is necessary for
HCPs to recognize that patients’ experiences outside of and
within healthcare (e.g., discrimination), illness explanation
and level of support (e.g., stigma), and ability to take in and
use health information (e.g., HL) all play a role in their
clinical presentation and influence treatment efficacy.

Take the following vignettes: a patient who is
experiencing abdominal pain and coming from a cultural
background or gender identity in which enduring pain is
a sign of admirable inner strength may not present to a
medical provider for weeks, delaying implementation of
treatment. Another patient who comes from a religious
background in which pain and symptoms are considered
“God’s Will” or “karma” may view symptoms as a form
of existential punishment and thus may be reluctant to
pursue evaluation and treatment and may inherently view
themselves differently as a result of the pain experience.
Finally, a patient who has experienced chronic abdominal
pain but is the sole financial provider for their family and
working multiple jobs with high consequence for missing
shifts may delay medical attention and decline intervention
which they view a burdensome from a financial or time
perspective.

How can the HCP create an environment in which some
of these cultural and structural factors can come to light
and be considered in discussions with the patient and in
decisions about the plan of care?

Cultural bumility in GI

The attitude and beliefs of the HCP can make a critical
difference in how that provider approaches care and the
outcome of that interaction. Cultural competence was
first introduced to help to bridge these gaps; this model
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emphasizes the idea that competence can be taught or
achieved and assumes the more cultural knowledge, the
more equipped a provider is to work with a patient (97).
Limitations to this approach include the inference that
with enough study, a HCP can attain “competence” and
highlights a lack of uniformity in a definition or approach.
While certainly an unintended effect, training in cultural
competence may reinforce stereotypes and inhibit clinical
intuition and decision making. By focusing solely on a
patient’s culture, providers may lose sight of other, possibly
more relevant or influential, identities a patient may have (98).
Beyond this, it is difficult to study effectiveness of cultural
competence interventions due to heterogeneity and self-
reported outcomes (99) and it is unclear whether they have
the effect they are intended to have on patient outcomes and
satisfaction (100) and in reducing disparities (99). Instead, it
may be more relevant for clinicians to come into all patient
interactions with a sense of curiosity and respect for their
patient’s background and work to understand how or if
culture or intersectionality may be influencing their medical
understanding or decision making. With this in mind, the
concept of cultural humility (98) has grown and has been
conceptualized as an approach in which a HCP commits
to continual self-reflection and self-critique as lifelong
learners to redress the power imbalances in the physician-
patient dynamic, and to develop mutually beneficial
and non-paternalistic partnerships with communities
on behalf of individuals and defined populations. It
emphasizes the patient as an individual rather than assumed
collectivist characteristics of their culture and assumes that
understanding of someone else can never be “achieved”.

GI providers may benefit from using a lens of humility
to better understand their patient’s experience of symptoms
or condition and their explanatory model for illness, to
find and address any gaps in knowledge or adherence, and
to better establish a long-term working relationship. A
lens of cultural humility ought to be applied to all patients
regardless if they identify with minority or majority groups;
it is the HCP’s duty to approach patients as individuals
while leveraging medical knowledge to tailor guidance. We
offer practical suggestions for HCPs in GI summarized in
Table 2.

Conclusions

The burden of digestive disease is very high across the
world and within the US. Providers practicing in GI will
undoubtedly continue to see a more diverse caseload of

© AME Publishing Company.
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patients as the country’s population continues to shift and
visibility of historically marginalized groups, such as SGM
groups, increases. The pace of these changes is occurring
faster than medical and healthcare training and research
has been able to adapt, leaving gaps in our understanding of
major sections of the population and our ability to care for
them. This understanding must start with purposeful data
gathering for all groups in our research endeavors; perhaps
by proactively targeting this in recruitment and allowing
individuals to self-identify their cultural identities related
to country(ies) of origin, gender identity, sexual orientation
and other categories. With this wider understanding
we may learn more about rates of various conditions,
responses to treatments, and experiences within digestive
disease. Understanding these aspects would allow for the
development of an armamentarium of precision medicine
tools that may help with swifter diagnosis and more timely
prescription of therapies, reducing the burden of disease
and disability in cultural communities.

Authors of this paper are practicing GI-psychologists
and a patient advocate and it is with this context that this
review focuses on the psychosocial factors of institutional
racism and racism in medicine, stigma and HL and their
consequences to health and morbidity. Only modest
exploration into these areas in the GI space has been
completed and our aim was to draw attention to these
overlooked factors. Despite our best efforts, this review
has a number of limitations: (I) there were several critical
topics that we did not include in this review, such as a focus
on the role of religion, health and death beliefs, the role
of the family, and beliefs about medications; (II) we did
not focus on cultural groups outside of race, ethnicity and
SGM groups or explore further on the intersectionality
and complexity of factors related to socioeconomic status
and access to basic services; (III) we also did not focus our
review on the benefits and protective factors which come
with cultural group identification and belonging. With this
in mind, it is possible that our review failed to fully capture
how to best articulate how culture may affect patients within
GI and we recognize that the lens of the manuscript is
specific to the authors’ backgrounds and areas of expertise.

A striking finding throughout the review has been the
dearth of evidence related to experiences of SGM groups
within GI. Per Vélez et al., the disparate experiences
of SGM lends to the minority stress model; that is, the
structural inequities and discrimination SGM experience can
be a driving factor in developing health conditions, including
digestive diseases. Life stressors can lead to psychosocial (e.g.,
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Table 2 Practical suggestions for healthcare providers in GI practice

Areas to target

Practical suggestions

Fostering a
positive patient-
provider
relationship in the
tenor of cultural
humility

Use a teach back
method when
educating patients

System-wide
initiatives to
decrease burden
on URMs

In a healthcare system where HCPs have high patient volumes and limited time with each patient, building a trusting
rapport can be difficult in the time allotted

* It is recommended that HCPs introduce themselves using their pronouns, offer all patients to supply their own and
actively use those pronouns in conversation and documentation (101)

» We recommend that HCPs avoid using gendered language and avoid assuming gender of partners (101)
* Ask open-ended, non-leading questions which are framed with curiosity and respect

» When asking certain questions that may be sensitive (e.g., country of origin, length of time in country, sexual
orientation, gender identity, experiences of discrimination within and outside of the healthcare setting), we suggest
that HCPs explicitly state why they are eliciting this information and how it may be used in care

» We recommend that HCP use visual guides and pictures to aid in providing education or treatment recommendations
to reduce reliance on a verbal only delivery (102)

Across healthcare settings, the use of a “teach-back” has been widely recommended to increase patient
understanding of their condition and increase adherence to treatment recommendations (103)

* E.g., “We went over a lot of information today; it is not just okay, but expected that the things we discussed may not
be entirely clear. Can you show or tell me in your own words what we discussed or your understanding of what we just
discussed? When you go home and share with a loved one what we talked about today, what will be the key points
that you'll share with them?”

A teach-back can also be paired with additional questions aimed at assessing patients’ knowledge and preparedness

* E.g., “When you have an autoimmune condition like IBD, should you choose to get your flu vaccine, covid vaccine,
both or neither?”

* E.g., “If you notice blood in your bowel movements, what will be your next steps? How could you contact me?”

More broadly, while we develop patient-targeted interventions to improve patient health literacy within Gl, the
healthcare system must work to develop processes and systems to decrease burden for patients of diverse
backgrounds and improve outcomes

On a healthcare system level, Gl practices must

» Employ or contract with medically trained translator services (104)

* Request or be open to family/support people attending visits with the patient

» Recognize that some cultures make healthcare decisions as a unit (e.g., family) or with input from traditional healers

* Be mindful when providing written information following a medical appointment to not rely on direct translation to
convey patient-facing information. Input from cultural experts is advised (104) (e.g., dietary recommendations for
American diet that is directly translated to another language will unlikely be helpful for patients whose diet is primarily
comprised of culturally traditional foods)

Gl, gastrointestinal; HCP, health care provider; IBD, inflammatory bowel disease; URM, underrepresented minorities.

discrimination, stigma, depression, anxiety), behavioral (e.g.,
altered diet, physical activity, sleep, alcohol/tobacco use),
and gut-brain axis (GBA) factors (e.g., autonomic nervous
system reactivity, inflammation), which can then lead to GI
conditions and an altered microbiome (105). It is clear that
the GI field would benefit from more focused research to
explore the experiences of SGM patients.

A workforce which is representative and therefore

© AME Publishing Company.

diverse may be a promising strategy to narrow the health
equity gap (106,107), as patient/provider racial concordance
is associated with improved communication satisfaction,
information-giving, partnership building, participatory
decision making, visit length, supportiveness and respect in
conversation (106-109). While there have been increases in
providers who are underrepresented in medicine (URiM)
in many areas, URIM GI physicians are few and the field
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would benefit from focused recruitment to diversify the
specialty (110,111). Efforts to ensure that recruitment and
retention of culturally diverse trainees is a priority, as is the
support of those students in social, academic and financial
support domains to minimize attrition in the field (106-108).

The model of cultural humility has not been explored in
GIL. If opted for, cultural humility training would benefit all
staff and care providers in a GI clinic, as multidisciplinary
care (gastroenterologist, dietitian, health psychologist,
social worker) has shown to improve health outcomes for
GI patients regardless of sociodemographic status and
insurance coverage (112).

Finally, GI HCPs have a duty to continually assess how
their specialty and healthcare system may be explicitly or
implicitly contributing to inequitable care across cultural
groups and commit to a broad range of interventions to
close these gaps. Further, HCPs are on task to publicly and
formally advocate for legislative and societal change.
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