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Background: Inflammatory bowel diseases (IBDs) are incurable diseases that require lifelong access to health services. Accumulating evi-
dence of inequalities in health care access, experience, and outcomes for individuals with IBD is apparent. This review aimed to describe the
inequalities in healthcare access, experiences, and outcomes of care for adults with IBD, to identify research gaps, and to identify future re-
search priorities in this area.

Methods: A scoping review was conducted to retrieve quantitative, qualitative, and mixed methods evidence from 3 databases (EMBASE,
Medline, and CINAHL) published between January 1, 2000, and September 27, 2023.

Results: Fifty-one studies met the criteria for inclusion. The majority (42 of 51) focused on IBD health outcomes, followed by healthcare ac-
cess (24 of 51). Significantly fewer investigated patient experiences of IBD healthcare (8 of 51). Most available studies reported on race/ethnic
disparities of healthcare (33 of 51), followed by inequalities driven by socioeconomic differences (12 of 51), rurality (7 of 51), gender and sex
(3 of 51), age (2 of 51), culture (2 of 51), literacy (1 of 51), and sexuality (1 of 51). Inflammatory bowel disease patients from Black, Asian, and
Hispanic ethnic groups had significantly poorer health outcomes. A lack of research was found in the sexual and gender minority community (1
of 51). No research was found to investigate inequalities in IBD patients with learning disabilities or autism.

Conclusions: Further research, particularly utilizing qualitative methods, is needed to understand health experiences of underserved patient
populations with IBD. Cultural humility in IBD care is required to better serve individuals with IBD of Black and Asian race/ethnicity. The lack of re-
search amongst sexual and gender minority groups with IBD, and with learning disabilities, poses a risk of creating inequalities within inequalities.

Lay Summary

Inequalities in inflammatory bowel disease healthcare access, experiences, and outcomes exist. However, it is unclear what populations and
social determinants of health have been investigated in this area. This review synthesizes empirical evidence across a range of inequalities in
IBD healthcare.

Key Words: inflammatory bowel disease, health inequalities, scoping review

Introduction inequalities occur due to unequal conditions of daily life and
Background the fundamental drivers of inequity: money, power, and re-

o . : e :
. . . source.® Health inequity refers to an injustice and unfair-
Inflammatory bowel diseases (IBDs) includes Crohn’s disease hat i q dy dit is these i Justice h
(CD), ulcerative colitis (UC), and an “unclassified” IBD-U.! ness that is perpetuated, and it is these inequities that cause
Duc ;0 the chronic and un r’edictable nature of the disease; inequalities in health.” Vulnerable populations with IBD have
. ¢ unp . . . > greater rates of avoidable emergency admissions in IBD,'
people with IBD require lifelong interactions with healthcare nolvine health . v A . . f oati
services.” Upon an IBD diagnosis, an individual may expe- tmplying healthcare inequity. A previous review ob patent
rience f'requent visits to outpatier;t care for symptom man- experiences of chronic bowel conditions found cultural, re-
agement and require more than 1 acute inpatient care for !1g10us, language, and. heal.t h hterac.y barriers p r.ommently
treatment during a flare, including surgical interventions.? influenced the health inequity experienced by patients from

. Black, Asian, and other ethnic communities.!*
However, research shows that unequal access, experiences, . L .
. . ) A Much of the disparities in access and experience of IBD
and outcomes of healthcare exist for patients with IBD.*

. . . care are attributed to poor access to specialist care and
Diverse groups are also underrepresented in the trials of phar- 34 . . «
> . o S gastroenterologists.* Social determinants of health, “the
macological agents that inform clinical practice.’

} o ) ) . conditions in which people are born, grow, live, work and
Health inequalities are unfair and avoidable differences peop » BIOW, VC,

. . . age,”® are found to exacerbate existing inequalities in access
in the health and wellbeing of people that arise due to une- gd’ . § ineq h

S . s and experience of care and subsequent health outcomes for
qual distribution and access to health and social care.*” Such

patients with IBD.*'>!3 However, whilst multiple disparities
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Key Messages

What is already known?

Disparities in healthcare access, experience, and outcomes for
individuals with inflammatory bowel disease (IBD) are highly
prevalent.

What is new here?

This is the first review to synthesize IBD inequalities across is-
sues of access, experience, and outcomes of care across mul-
tiple social drivers of inequality. We identified significant deficits
in knowledge surrounding patient experiences of care across
underserved groups, and in particular, IBD populations including
the sexual and gender minority community and people with
learning disabilities.

How can this study help patient care?

Understanding of the existing inequalities amongst vulnerable
groups with IBD is important for clinicians and in the organiza-
tion of IBD services to equitably care for these individuals.

are known in the care of IBD patients, there appears no ex-
isting literature review to synthesize knowledge across social
determinants to identify research gaps and priority areas.

Traditionally, reducing health inequalities has drawn at-
tention to individuals, local authorities, public health policy,
and social care.'* Health systems arguably play a vital role in
tackling social determinants of health to reduce healthcare-
driven inequalities impacting patient access, experience,
and health outcomes.'>!¢ There is a breadth of disadvan-
tage and difference between healthcare and health outcome
inequalities, and as such, health systems are required to advo-
cate and work together to tackle health inequalities.'

There is no existing systematic review of the literature
that maps existing inequalities in IBD access, experience, and
outcomes across various social drivers of inequality. Previous
reviews have been outcomes focused!” and not on synthesizing
patient access and/or experience. The reason for focusing on
access, experience and outcome consequences of inequality
were determined from UK initiatives from NHS England in
reducing healthcare inequalities.'®

This scoping review synthesized the existing empirical ev-
idence on the inequalities relating to IBD patient access, ex-
perience, and outcomes of healthcare across a broad range of
social determinants of inequality (ethnicity/race, sexual and
gender minority, age, sex and gender, rurality, socioeconomic
factors, and culture) to help in service design and provision
and with the aim of identifying research gaps and priorities to
guide future research in this area.

Methods

This review was conducted according to PRISMA-ScR guid-
ance'® and the 5 stages framework for conducting scoping
reviews."

Eligibility Criteria

A set of inclusion and exclusion criteria was applied. To do
this, the “population, concept, and context” (PCC) mech-
anism was used.?’ Peer-reviewed, primary research articles

were eligible. We included quantitative and mixed-methods
designs that were accessible in English. Conference abstracts,
commentaries, and systematic reviews were ineligible for this
review. We did, however, manually scan reference lists of rele-
vant systematic reviews to identify relevant primary research
articles for inclusion. The PCC criteria stated:

e Population: adults (>16 years) with any diagnosis of IBD.
We excluded non-IBD populations and pediatric IBD
populations.

e Concept: Included articles investigated a broad range
of health inequalities related to access experiences and
outcomes of IBD healthcare. Studies that were focused on
IBD outcomes such as quality of life or disability without
reference to access, experience, or outcomes of care were
excluded. We also excluded basic science studies and
prognostic factor studies. Eligible articles in this review
included but were not limited to social determinants
of:0 Race and ethnicity (as reported by investigators) are
dynamic social constructs which are shaped by cultural,
geographic, and sociopolitical forces?!

o Cultural factors: Defined as beliefs, practices, and
behaviors that are defined by customs, habits, language,
and geography that groups of individuals share??

o Socioeconomic factors (including deprivation, em-
ployment status, education, and housing status)

o Gender or sex (as investigated and reported by
investigators)

o Geographic location and rurality

o Sexual and gender minority communities: Including
inequalities within the lesbian, gay, bisexual, trans-
gender, queer, intersex, asexual, and other groups
(LGBTQIA+)

e Context: We included articles from all countries focused
on access, experience of outcomes of healthcare received
by patients with IBD. If articles were not relevant to the
healthcare received by patients with IBD, these were
excluded. These included, for example, public health
interventions and health policy analyses.

Information Sources

A search was conducted in EMBASE via Ovid, Medline via
Ovid, and CINAHL from January 1, 2000, to September 27,
2023. Initial scoping searches were performed to which these
databases were identifying eligible research articles already
known to the review team. Citation searching of relevant ar-
ticles, including excluded systematic reviews, identified in the
search was also used.

Search Strategy

The search strategy was iteratively developed by 3
researchers (M.Z., R.H., and D.H.) using terms identified
from previous systematic reviews on health inequalities and
iteratively developed by piloting the search strategy until
a satisfactory number of articles was produced. One re-
searcher (M.Z.) conducted the initial search and applied a
set of search criteria to all databases. The search strategy
applied Boolean searching and combined MeSH terms for
IBD (eg, inflammatory bowel disease/crohn disease/ulcer-
ative colitis) and MeSH and free-text terms of healthcare
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access, experience, and/or outcomes (eg, healthcare dis-
parity/healthcare access/) and social inequality terms (eg,
minority group/rural healthcare/ethnic group/). A second re-
searcher (R.H.) ran the search using the same search criteria
and added LGBTQIA+ search terms to expand the scope of
the review (eg, sexual minority/“LGBT people”/exp). A copy
of the full search strategy for each database can be found in
the appendix.

Study Selection

Two independent reviewers conducted the search and
screening process (M.Z. and R.H.). Following the database
searches, records were exported to Rayyan.ai (https://www.
rayyan.ai/) for screening. In total, 1343 records were screened
in Rayyan.ai, and an additional 17 records were identified
through additional citation searching (Figure 1 PRISMA flow
diagram). Duplicates were detected and removed (7 = 59),
and the PCC criteria were applied to decide if the record was
relevant to this review.

Data Items, Extraction, and Synthesis

Data charting and extraction was conducted by2 researchers
(M.Z. and R.H.) and discussed in meetings with a third re-
searcher (D.H.). This phase involved sifting, interpreting, and
synthesizing qualitative data from the included articles by
tabulating the material.”? Discrepancies in agreements were han-
dled through these discussions and clarified by reverting back to

Hawkins et al

the eligibility criteria. A data extraction form was created using
an excel spreadsheet to capture the relevant data items for com-
parison. As recommended by Cochrane guidance,? the form was
initially piloted by one researcher (M.Z.) to test its utility. The
data items captured were tabulated by the following categories:

¢ Study information: author(s), publication date, study de-
sign, sample size, country, and setting.

e Population: IBD subtype(s), social inequality factors
investigated, overall research objective

e Concept: key findings regarding inequalities in accessing
care and/or experience of healthcare and/or outcomes of
healthcare.

The synthesis of outputs was performed by 3 researchers
(M.Z., RH. and D.H.). A data-driven approach used
predetermined themes to guide a narrative synthesis** that
described healthcare inequalities relating to (1) patient access,
(2) patient experiences, and (3) patient outcomes of IBD. This
approach then enabled relationships with and between the
studies and the development of a conceptual framework.?
We did not conduct a quality appraisal of the included ar-
ticles, as this is not required of scoping reviews.'®* Study
designs were heterogeneous (Table 1). Quality assessment
was not included, as this scoping review does not intend to
inform clinical decision-making for individuals but to inform
health policy makers, service providers, and representatives
of service users about areas where underserved IBD groups

Figure 1. Prisma flow diagram

Identification of studies (Embase via Ovid, Medline via Ovid and CINAHL) [ 'dent'f'ca"°:12ft:;‘;°:es via other
)
s Records identified from sR;c;(;l;iiig:emoved before Records identified
= databases (n = 1343) Duplicate records from:
& Medline via Ovid (n =70) - removed (n = 59) Citation searching
= Embase via Ovid (n =648) v Records marked as (n=17)
g CINAHL (n = 625) gt -
o ineligible (n = 444)
R
Records screened | 5| Records excluded Records screened
(n = 840) (n=722) (n=17)
= v
§ Reports assessed for P
g eligibility <
(n=135)
Reports excluded: 84
Reasons:
Irrelevant to access, exp. or
—> outcomes (n = 2)
Outcomes of IBD and not of
— healthcare received (n = 42)
Prognostic factor studies (n = 24)
) Wrong study design (n = 2)
v Not inequalities focused (n = 9)
g Studies included in review Not primary IBD population (n=5)
T (n=51)
g
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may need further prioritizing to improve patient access, expe-
rience, and outcomes.

Results

The following results combine the 2 independent searches
conducted (M.Z. and R.H.). The final search was conducted
on September 27,2023 (R.H.). A systematic electronic search
of the databases (Medline via Ovid, EMBASE via Ovid, and
CINAHL) produced a total of 1343 records. Of the 1343
records, 59 duplicate articles were removed, and a further
444 articles were excluded based on their titles that indi-
cated their ineligibility for this review. This left 840 articles
for abstract screening; 722 articles were then removed at this
stage. Relevant articles, including systematic reviews were
also screened in their reference lists to identify additional
articles (7 =17). One hundred thirty-five articles were sub-
ject to full-text screening, and 84 were excluded. This meant
that in total, 51 articles were included in this review. Figure 1
presents the PRISMA flowchart and reasons for exclusion of
full text articles that were assessed for eligibility.

Study Characteristics

Fifty-one studies were included with publication dates
ranging from 2000 to 2023 (Table 1). Of the included studies,
20 included patients with CD and UC,2***" 12 with UC,*-? 10
with CD,%-¢° 3 with CD, UC, and Unclassified IBD,”°7?2 with
IBD,”>7* and 1 study also referenced “other IBD” amongst UC
and CD in their sample.*! The majority (7 = 34) of studies
were from the United States,26:28-36.3839:43.48-53,55.59-61,63-68.70,72-75
followed by 7 from the UK/27#1:4257586976 5 from Can
ada, 740454671 2 from Sweden,**¢ 1 from France,®? and 1 from
New Zealand.** One study recruited across the United States,
Canada, France, and Finland.>*

A range of study designs were included. Thirty-
five studies were quantitative retrospective coho
rts.28—30,32—34,37,40,42,43,46—48,50—53,55—61,63—69,71—75 FiVC Studies utilized
survey designs,33%61:6270 6 were qualitative studies using
interviews,?»3 141444576 9 cross-sectional studies,?®! a co-
hort study,* a case-control design,®® and a prospective co-
hort.*” A range of settings for recruiting samples was also
used. Nearly half used data available from clinical dat
abaseS’28—30,32,34,37,40,43,46—53,56,59,63,64,68,71,72,74 4 used hOSpital
registers,’”°%¢%73 and 1 used national probability samples.’
Included studies also recruited through local hospit
als’26,36,38,41,42,55,61,62,65,67 tertiary IBD Centers’31,33,44,60 the com-
munity,>*#-547076 academic IBD centers,*®**¢¢ community
IBD clinics,?” and private practices.®' The lowest sample size
across the 51 studies was 14, and the highest was 41 879,
with a median of 2136. One study did not report their sample
size,* whilst 3 did not report patient sample size but reported
emergency department (ED) visits,” hospitalizations,* and
hospital discharges.”

Drivers of IBD Inequalities Across the Studies

Table 2 provides a tabulated summary of the inequalities
in access, experience, and outcomes reported across the 51
studies. The determinant (eg, race/ethnicity) is given as re-
ported in the research article. Across the included studies,
most were focused on race/ethnicity as a driver of inequalities
in access, experiences, and/or outcomes of IBD care.62%-3%
34-36,38,39,42,43,48-53,55,57,58,60,61,63-65,67-70,74,75 TWO Studies focused on

cultural factors such as immigration” and lack of cultural
competence of healthcare systems in driving inequalities in
IBD care.?”*! Seven studies reported on geographic location
or rurality and IBD inequalities,333637:#4:43:3355 6 on socioec-
onomic markers (income,**¢7° deprivation,?®*%2 educa-
tion,”® occupation,*” and financial stress’), to which 6 US
studies used health insurance status as a proxy for socio-
economic status.’*355:5%6870.73 QOther drivers of inequalities
investigated included age,*>"*7? literacy,¥” and gender.*”°
Only 1 study was found to investigate inequalities in IBD care
amongst the LGBTQIA+ population.”®

Inequalities in Health Outcomes

Inequality in outcomes for patients with IBD was the most
reported in included articles (42 of 51; Table 1). Across many
health outcomes, Black ethnic groups fared most poorly.
Black or African American ethnic groups were at higher risk
of developing postoperative complications,?$:2%:32:48:49,63-65
were more likely to develop IBD-related complications
compared with comparative white groups,®* had greater
hospital admissions,”® readmissions,® ED attendances,?®7°
and LOS.>® This was found to negatively impact quality of
life in this demographic.®® Two studies did, however, con-
tradict these findings, showing no evidence of disparities in
hospitalizations?® and LOS** between Black and white ethnic
groups.

Other ethnic groups including “Hispanics” were found to
experience postoperative problems®® and greater LOS* when
compared with white participants®® and similar extended LOS
was found in an Asian demographic.?-*! Other studies found
no differences in surgical outcomes between Hispanic and
non-Hispanics.?® Inflammatory bowel disease patients from
“ethnic minority backgrounds” (unspecified) had greater
need for intra-abdominal surgery and developed surgical
complications within 5 years.** We also found interactions
between access, experience, and outcomes. Hispanics expe-
rienced greater delays in receiving IBD medical treatments.?
Poor outcomes were also found in the South Asian popula-
tion. Studies found that South Asian individuals with IBD
were more likely to conceal their disease, and dietary in-
take worsened their IBD symptoms.?” Further, South Asian
patients with UC were over twice as likely to be discharged
from hospital compared with patients of European descent.*
Studies across different ethnic groups that were not identified
as white found lower rates, inferring lower access also of re-
section®® and colectomy.”

Socioeconomic factors were also associated with dispa-
rate outcomes for patients with IBD. Patients with IBD from
more deprived areas and from lower income quartiles had
greater ED visits?® and hospitalizations.®>®? Greater incidence
ratios for admissions were also found in people with lower
education and for males working in environments exposed to
chemicals.*” However socioeconomic factors were not found
to influence the risks or success of surgery after colectomy.*®
Some US studies that used medical insurance coverage as a
proxy for socioeconomic factors found differing outcomes
depending on the type of insurance held by individuals. This
meant that some individuals went without treatment to avoid
costs.” Delays in treatments were observed amongst those
with public insurance (eg, Medicaid) vs private insurance,®
as well as increased odds of morbidity and mortality’!5368
and increased hospital admissions.”® Further, patients with
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Table 1. Characteristics of included articles.

Hawkins et al

Study Author,  Study Design Sample Size IBD Setting Summary Of Inequality and  Studies Reporting
Year and Subtype(S) Demographics (Ethnicity/ 3
Country Race/Age/Gender and Access Experience Outcome
Sex/Sexuality/Geographic
Location/Other)
Nguyen et al.,  Cross- 286 CD and UC Hospital Inequalities in accessing v v v
(2010), USA sectional specialist care and
medications between
“African Americans” and
“White Americans”
Mukherjee et Qualitative 33 CD and UC Community IBD  Experiences of UK South v v v
al. (2021), UK interviews clinic Asian population with
IBD of gastroenterology
services
Ore et al. Retrospective 18 742 CD and UC Clinical database Postsurgical disparities v
(2022), USA cohort amongst different ethnic
groups including “Black,
Asian and Hispanic
Whites”
Dos Santos Retrospective 23 901 CD and UC Clinical database  Racial disparities in sur- v
Marques et al. cohort gical outcomes amongst
(2020), USA “Blacks, Asians and
Hispanics” compared
with “White patients”
Barnes et al. Retrospective 14 735 CD and UC Database—4 US  Racial disparities in med- v v
(2021), USA cohort states ication access between
Black and White patients
with IBD.
Dos Santos Qualitative 27 CD and UC Tertiary IBD Understand the surgical v v v
Marques et al. interviews center experience of Black and
(2022), USA White patients with IBD
Montgomery  Retrospective 14 679 CD and UC Clinical database  Racial disparities in surgical v
et al. (2018), cohort outcomes between Black,
USA White and other patients
Walker et al. Retrospective 944 CD Tertiary IBD Income, poverty level v
(2018), USA cohort centre and racial inequalities
(African Americans and
Caucasian Americans) of
IBD hospitalizations
Borren et al. Retrospective 2,136 UC and CD Tertiary IBD Distance to accessing v v
(2017), USA cohort centre specialist care and IBD
health outcomes
Rubin et al. Survey 3,608 UC, CD and Community Inequality in accessing care v v
(2017), USA Unclassi- driven by insurance cov-
fied erage and affordability
of care
Benchimol Retrospective 24 192 UC, CD and Clinical database Inequalities in prediagnosis v v
et al. (2016), cohort Unclassi- delay, accessing specialist
Canada fied care and risk of surgery
in immigrant populations
with IBD
Govani et al. Retrospective 30 456 UC, CD and Clinical database  Age disparities (elderly > 65) v
(2016), USA cohort Unclassi- in steroid use and IBD
fied complications
Gunnells et al.  Retrospective 2,523 UC and CD Clinical database  Disparities in IBD v
(2016), USA cohort readmissions following
colorectal surgery be-
tween Black and White
patients.
Sewell et al. Survey Not reported UC and CD National prob- Disparities in hospital v v

(2010), USA

ability sample
of = 500
hospitals

outcomes between mi-
nority patients with IBD
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Table 1. Continued
Study Author,  Study Design Sample Size IBD Setting Summary Of Inequality and  Studies Reporting
Year and Subtype(S) Demographics (Ethnicity/ A B P
Country Race/Age/Gender and ccess Experience Qutcome
Sex/Sexuality/Geographic
Location/Other)
Nguyen et al.  Survey 4,427 CD and UC Community, Racial and geographic v
(2009), USA hospital and ac-  inequalities in accessing
ademic medical parenteral nutrition
centers
Lietal Retrospective 6,552 CD and UC Clinical database Influence of education and v
(2008), cohort occupational status on
Sweden hospitalizations for IBD
Herman et al.  Retrospective 1,462 uC Clinical database  Ethnic disparities in surgical v
(2023), USA cohort outcomes following Ileal
Pouch Anal Anastomosis
Straus et al. Cross- 145 CD 4 hospitals and 5 Racial disparities between v
(2000), USA sectional private practices  Black and White patients
survey in access and utilisation
of care
Benchimol Retrospective 41 879 CD and UC Clinical database Disparities in accessing care v
et al. (2018), cohort between rural and urban
Canada IBD populations
Nahon et al. Survey 207 CD Hospital (6) Disparities in outcomes of v
(2009), France care between deprived
and non-deprived patients
Frieder et al. Retrospective 38 143 CD Clinical database Racial disparities in pa- v
(2022), USA cohort tient outcomes that had
undergone segmental
colectomy
McKenna et Retrospective 4,310 uC Clinical database  Racial differences in v
al. (2019), analysis pre and postsurgical
USA outcomes and preventable
admissions
Yarur et al. Case control 142 CD and UC Hospital Racial disparities in postop- v
(2014), USA erative complications
Arsoniadis Retrospective 9513 CD Clinical database Racial disparities in postop- v
et al. (2017), cohort erative complications
USA
Anyane-Yeboa Retrospective 203 CD Hospital Racial disparities in postop- v
et al. (2018), cohort erative recurrence
USA
Cohen- Retrospective 84 CD Academic IBD Disparities in delays in com- v
Mekelburg cohort centre mencement of preventable
etal. (2019), postsurgical biologics be-
USA tween patients with Medi-
care vs private insurance
Sobotka et al.  Retrospective 4,797 uC Clinical database  Racial disparities in post- v
(2018), USA cohort operative outcomes and
hospitalization
Olaiya et al. Retrospective 127 ucC Clinical database Racial disparities in post- v
(2020), USA cohort operative outcomes after
Colectomy
Jackson etal.  Retrospective 99 CD Hospital (3) Racial disparities in health v
(2008), USA cohort outcomes
Barnes et al. Prospective 5,537 UC and CD Academic centers Racial disparities in the v
(2018), USA cohort (7) treatment of Black and
White patients with IBD
Nguyen et Retrospective 21218 UC and CD Clinical database Disparities in healthcare v
al. (2015), cohort utilisation between elderly
Canada and young IBD patients
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Table 1. Continued

Hawkins et al

Study Author,  Study Design Sample Size IBD Setting Summary Of Inequality and  Studies Reporting
Year and Subtype(S) Demographics (Ethnicity/ A B P
Country Race/Age/Gender and ccess Experience Outcome
Sex/Sexuality/Geographic
Location/Other)

Alexakis et al.  Qualitative 20 CD, UC and NHS hospitals (3) Healthcare challenges faced v
(2015), UK interviews other by Black, Asian and

Ethnic Minority patients

with IBD
Lietal. Retrospective 6,934 ucC Clinical database Racial disparities in health- v
(2014), USA cohort care utilisation within

an integrated healthcare

organization
Stamatiou et Retrospective 1,620 UC and CD NHS hospital Ethnicity/race and socio- v
al. (2022), UK cohort economic disparities in

healthcare outcomes
Nguyen et al.  Retrospective 233 389 ucC Clinical database Racial and geographic v
(2006), USA cohort disparities in colectomy

rates among hospitalised

patients.
Nguyen et al.  Retrospective 41918 CD Clinical database Health disparities in CD v
(2007), USA cohort related bowel resection

related to insurance

status, ethnicity/race and

income
Galooisan et Retrospective 224 500 IBD UC and CD Clinical database  Ethnic disparities in IBD- v
al. (2020), cohort hospitalizations related hospitalization
USA outcome
Kuenzig et Retrospective 4806 UC and CD Clinical database Disparities in accessing care v v
al. (2020), cohort in IBD patients over 65
Canada years old
Odufalu et Cohort study 1000 ucC Community Healthcare disparities v
al. (2023), relating to social
USA, Canada, determinants, emotional
France and impact and patient expe-
Finland rience
Richard etal.  Qualitative 18 UC and CD Tertiary IBD Disparities in accessing care v
(2020), New interviews centre for people living in rural
Zealand New Zealand
Rohatinsky Qualitative 14 UCand CD Community Disparities in healthcare v
et al. (2021), interviews utilisation and access to
Canada care for rural adults
Greenstein Retrospective 2589 ucC Clinical database  Access to care following v
et al. (2013), cohort subtotal Colectomy in UC
USA patients with and without

private insurance
Dibley et al. Qualitative 22 CD and UC Community Experiences of healthcare
(2014), UK interviews in the gay and lesbian

community
Flasar et al. Retrospective 406 CD and UC Medical Centre Inequalities in access to v
(2008), USA cohort biologics between African

Americans compared with

Caucasians.
Bhurwal et al.  Retrospective 491 451 ucC Hospital Inequalities in access to v v
(2022), USA cohort discharges colectomy between dif-

ferent ethnic groups and

geographical areas
Nordenvall Retrospective 5969 ucC Clinical database  Socioeconomic drivers of v
et al. (2021), cohort access to surgical care

Sweden
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Table 1. Continued

Study Author,  Study Design Sample Size IBD Setting Summary Of Inequality and  Studies Reporting
Year and Subtype(S) Demographics (Ethnicity/ A B P
Country Race/Age/Gender and ccess Experience Qutcome
Sex/Sexuality/Geographic
Location/Other)
Farrukh and Retrospective 127 CD Hospital register ~ Disparities in access to v
Mayberry cohort biologics in CD be-
(2015), UK tween European and SA
ethnicities
Farrukh and Retrospective 70 uC Hospital register ~ Disparities in access to care v v
Mayberry cohort in UC between different
(2016), UK ethnicities
Farrukh and Retrospective 410 uC Hospital register ~ Disparities in access to sur-
Mayberry cohort gical care in UC between
(2022), UK ethnic groups
Axelrad et al.  Retrospective 947 IBD Hospital register ~ Disparities in accessing care v
(2019), USA cohort in socioeconomically dis-

Lin and Sewell
(2013), USA

Retrospective 26 400 visits IBD
cohort

Database

advantaged groups

Disparities in minority eth- v
nicity/race and socio eco-
nomic status in accessing
emergency care

Total studies 24 8 42

private insurance were more likely to access colectomy®>*’
and restorative surgery after colectomy.® No disparities
in the use of medications between white and Black ethnic
groups were found when patients had similar socioeconomic
backgrounds.*

Inflammatory bowel disease patients living in more rural
areas were found to have increased need for surgery, biolog-
ical therapies,* and greater hospital admissions®” as a result
of disease exacerbation. We found fewer reported studies on
inequality relating to IBD health outcomes in relation to age,
gender, and sexuality. In one study, a greater risk of ED visit
was shown for younger (under 40 years) and female patients
with IBD.” Age disparities were demonstrated in other studies,
which found the elderly IBD population (over 65) were less
likely to be prescribed steroids or steroid-sparing drugs’ and
had less overall healthcare utilization compared with younger
IBD patients.*® Although another study also found no vari-
ation in ED visits, surgical resection or hospitalizations for
CD patients over the age of 65.% One study explored health
service use and outcomes in an immigrant population with
IBD and found no difference in diagnosis, hospitalizations,
and ED visits when compared with a nonimmigrant popula-
tion.”! No studies were identified reporting on disparities in
outcomes in the LGBTQIA+ population.

Inequalities in Accessing IBD Healthcare

Approximately half (24 of 51) of the included articles re-
ported inequalities in accessing IBD healthcare (Table 1) and
were repeatedly reported in studies of people of Black and
South Asian race/ethnicity. Access inequalities in Black
and South Asian ethnic groups included lower access to
steroids and biological therapies,?*3%%75 reduced access to
surgical procedures,*” greater difficulties accessing a gastro-
enterologist,?*®! accessing specialist care,?*® and greater use
of inpatient services,” although the opposite was found in

another study.®” Studies also reported inequalities in accessing
culturally relevant information for South Asian patients.?”*!
Other studies also evidenced no disparities in access to
medications between Black and white patients with CD®!
and UC and with similar socioeconomic backgrounds.3%6%74
In emergency care settings, no differences were shown in
access to biologics when admitted to hospital for Hispanic,
Black, and Asian patients with IBD.” Other studies found
no disparities in accessing the appropriate surgery when in
a flare.’” One study found that an immigrant population
with IBD had greater access to outpatient and specialist IBD
healthcare, suggesting a responsive healthcare system.”!

Disparities in access were also found in IBD populations
living in rural areas. Living further away from tertiary IBD
care meant patients had reduced access to specialist IBD care
(eg, infusion clinics, hospitals, outpatient clinics) to effectively
manage their condition,>**** including reduced access to a
gastroenterologist’! and delayed referrals.*

Socioeconomic markers of inequality were also found to
impact access to IBD healthcare. The financial impact on
individuals meant that patients delayed accessing care due
to concerns about cost,”’ with individuals on lower income
also having reduced access to IBD education programs and
peer mentoring.* However, one study found no difference be-
tween socioeconomic status and access to biologics in emer-
gency care.”* Studies also found that the elderly were less
likely to access a gastroenterologist or have them as their pri-
mary care provider compared with young adults.***¢ Males
were also less likely to access a gastroenterologist.’* There
were no studies identified that reported on disparities in ac-
cess in the LGBTQIA+ population.

Inequalities in the Experience of IBD Healthcare

Fewer studies (8 of 51) explored inequalities in experiences
of IBD care (Table 1). Studies found that Black IBD
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patients experienced difficulties with scheduling specialist
referrals?® and delays in appointments due to greater
difficulties affording healthcare.®’ For the South Asian
community, patients experienced a lack of cultural un-
derstanding and sensitivity of healthcare providers during
appointments.?”*! This meant parents of young adults with
IBD felt limited in their capability to support them.*! Rural
patients managing their IBD also experienced challenges
with healthcare, such as experiencing fragmented care,*
describing a feeling of “falling through the cracks.”* One
study explored experiences of LGBTQIA+ individuals
with IBD, which found that individuals felt as though
they were treated differently compared with other patients
and lacked acknowledgment of their partners during
consultations.”

Figure 2 illustrates the relationships between the inter-
sectional factors of inequalities and access, experience, and
outcomes.

Hawkins et al

Discussion

Fifty-one studies were incorporated into this review in
which the majority (42 of 51) were focused on inequalities
in IBD health outcomes, followed by access (24 of 51) and
experiences of healthcare (8 of 51). We identified articles that
explored healthcare inequalities between different ethnic/ra-
cial groups, cultural factors, distance to healthcare, and ru-
rality and socioeconomic factors. Under-researched areas of
inequalities in IBD healthcare-covered factors include age,
literacy, gender and sex, and sexual and gender minority
individuals. We found no studies understanding perspectives
from bisexual, transgender, queer, pansexual, or asexual+
individuals. This is the first scoping review that synthesizes
inequities in IBD care driven across such a wide range of so-
cial inequality factors. This review expands upon previous re-
view studies that have confirmed inequalities in access and
outcomes of IBD healthcare.'>'7”7 It provides a more up to
date perspective of such inequalities in access and outcomes

INTERSECTIONAL ACCESS TO IBD EXPERIENCE OF IBD HEALTH
INEQUALITIES HEALTHCARE HEALTHCARE OUTCOMES
( ( A 4
—
bioll-:git; :(r:lzess:rtgoical Difficultg_( scheduling M<_)re IBD complicgtions
procedures appointments incl. post operative
\ \. J \.
A
D ' N
Socioeconomic — ( )

Reduced access to
gastroenterologists/
specialist care

Insurance / deprivation

education/ employment/
financial stress —

Greater ED attendances
& hospital admissions

Lack of cultural
understanding by
healthcare providers

S T

]

Male gender — Reduced access to
‘e relevant education /
information

Sexual and gender

| -
Y r N
N
Rurality Greater use of inpatient .
| hospital services Longer hospital LOS
J
\ J J
_ Fragmented care
( ) L r )
Age - Lack of culturally Treatment delays /
The elderly (over 65s) relevant information avoided treatment
\. J L y
( ' 4 )
- \I—] Experience delays in Greater mortality &
care/ referral morbidity
\. J \. J

Increased need for

[ treatment

(biologics/surgery)
7

minority
Lesbian and gay

g

L eel treated differently

Figure 2. Inflammatory bowel disease healthcare inequalities in access, experience, and outcomes. A description of the inequalities identified across
the included articles of this review. Color coding signifies each inequality variable. Lines indicate a positive relationship between the constructs.

Arrowed lines indicate intersectionality between inequality variables.
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and also incorporates more studies focusing on inequalities
of experience. However, we highlight that a significant gap
remains in research understanding disparities in experience of
IBD healthcare compared with access and outcomes. Fewer
studies were identified examining the impact of inequality on
patient experience. This may relate to a limited recognition of
experience as a concept and limited tools that measure expe-
rience of care in IBD.”

A greater body of research was found to evidence
inequalities in access, experience, and outcomes of IBD care
across Black, Asian, and Hispanic (in US studies) ethnic
groups compared with white or counterparts of European de-
scent. We found studies showing poorer health outcomes in-
cluding greater rate of IBD complications,?8:2%:32:3%:42:43:48,49,63-65
ED attendances, and hospital admissions.?3*¢070 Studies
also found reduced access to biological and surgical treat
ments?®36356%75 and specialist gastroenterology care?*%¢! in
Black and South Asian individuals with IBD. These findings
are unsurprising given evidence across healthcare showing
ethnic inequalities in accessing appropriate information,
digital exclusion,”” and experiences of discrimination and
alienation across mental®® and physical health services.®!
Other reviews focusing on ethnic/racial disparities in IBD
healthcare utilization have also noted such disparities.'® This
supports the need for cultural humility in healthcare to ap-
propriately support access, experience, and health outcomes
for underserved ethnic groups living with IBD.?”*! Cultural
humility is defined as providing care to patients with open-
ness to power-sharing, that is self-reflective, and has an un-
derstanding of the patients experience—or lack of—with
healthcare.®? It also fits with access being a complex con-
struct that reflects “best fit” between service and service
user.?® A shift to cultural humility and safety in healthcare
over cultural competence is reflective of the argued limited
impact on reducing health inequalities of cultural compe-
tence. Cultural competence frames the understanding of cul-
ture towards individuals rather than reflective assessment of
power and bias. %%

Poorer healthcare access and subsequent worsened health
outcomes were also observed for IBD patients from deprived
backgrounds. Individuals on lower income or experiencing
financial distress were found to experience reduced access to
IBD information® and delayed access to care,” including sur-
gical procedures®~** and therefore had greater ED visits*
and hospitalizations.®>® Research also finds that the most
economically vulnerable populations have greater rates of
avoidable emergency admissions outside of the IBD popula-
tion.’” However, no studies explored patient experiences of
IBD care in deprived communities—again warranting further
research in this area. Distance to healthcare and rurality was
explored across 7 studies of this review, which found similar
disparities in access and outcomes. More nuanced experiences
of healthcare for rural individuals using qualitative method-
ology described experiences of fragmented care.** Only 6
qualitative studies were identified in this review, leaving a dis-
cernible gap in understanding experiences of IBD healthcare
inequalities. We recommend further qualitative research in
this area.

Whilst findings from this review recognize that race/eth-
nicity, rurality, and socioeconomic factors are driving IBD
healthcare inequalities, research is lacking in understanding
other groups vulnerable to healthcare inequalities. Two
studies in this review evidenced inequalities for males with

IBD. Males working in chemically exposing environments had
greater incidences of admissions*” and were also less likely to
have access to a gastroenterologist.” Whilst few studies in
this review highlight this inequality, other research also shows
that men are lower utilizers of healthcare and are more likely
to adopt riskier health behaviors®®® that increase their risk
of noncommunicable diseases including cardiovascular dis-
ease and cancer.”” However, whilst older studies have found
reduced medication adherence in males with IBD,’" more re-
cent studies have found this is greater in younger women.”

Only one study was found to explore experiences of health-
care in the LGBTQIA+ population”. A lack of IBD specific
research understanding experiences in the LGBTQIA+ com-
munity is echoed in other studies.”> Epidemiological studies
from the United States demonstrate the higher prevalence rates
of CD and UC in men who have sex with men compared with
heterosexual males with similar high-risk sexual activity.”
We know that inequalities in care access, health outcomes,
and in experiencing discrimination and stigma are common
amongst patient groups identifying as LGBTQIA+ across
clinical care *°. As such, there is therefore a clear need for
more research with this community to inform service configu-
ration and delivery for LGBTQIA+ individuals. We found no
studies addressing healthcare inequalities in individuals with
learning disabilities and autism—surprising given the preva-
lence of learning disabilities and autism in the IBD popula-
tion.”” This was also true for studies addressing other physical
disabilities comorbid to IBD with no articles identified in the
search. This included additional Google scholar and PubMed
searches, undertaken for completeness. There is therefore a
significant gap in research to understand health inequalities
in individuals with IBD and comorbid learning and phys-
ical disabilities. Focusing on particular population groups
over others risks creating inequalities within inequalities.'*
Therefore, research in each of these marginalized communities
with IBD is important.

An important finding is the significant interaction be-
tween factors influencing inequality—and which frequently
coexist in the community. For example, studies found that
Black ethnic individuals worried over the costs of health-
care?®®! and difficulties travelling to appointments,®" which
together impact accessibility and health outcomes. More
economically deprived Black patients experienced greater
numbers of ED visits.2®%° Similarly, health outcomes such
as risk of postoperative complications differed between the
most and least deprived Black, Hispanic, and Asian/Pacific
Islanders individuals with IBD.®® An intersectional view of
inequalities might help avoid a reductive view by taking
into account the interacting social and system factors that
impact overall health and well-being.”® American studies
have shown that older Black ethnic populations with IBD
have disproportionately lower health literacy.” Other pos-
sible interacting factors impacted access, experience, and
outcomes of IBD care may also include language barriers.
Challenges in accessing translation services for South Asian
patients with IBD were found in a qualitative study un-
derstanding experiences of UK gastroenterology services.?”
Similar findings are demonstrated in other UK studies with
Bangladeshi native-speaking patients with IBD, further
widening inequalities in health.'® Therefore, further re-
search adopting an intersectional lens of health is needed to
uncover interacting inequalities in IBD access, experience,
and outcomes of healthcare.
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The findings of this review are important for clinicians and
in the organization of services. Recommendations in South
Asian patients have included improved psychological support
and translation support, targeted dietary advice, and meas-
ures to increase awareness in that population.'” However,
this review clearly demonstrates the need for measures across
all groups where inequality is an issue. This may need action
based on the findings but also local initiatives with individual
communities to understand issues of importance to those
communities.

Strengths and Limitations

To the authors’ knowledge, this is the only review synthesizing
the IBD literature of inequalities across healthcare access, ex-
perience, and outcomes. Previous studies have focused on
inequalities in health outcomes,'” but not experiences and
access. The findings presented in this review are aggregated
from across 7 countries, with the majority originating from
the United States (34 of 51). From a UK perspective, only
7 studies met the eligibility criteria, indicating the need for
future UK-focused research exploring healthcare inequalities
in IBD. Systemic healthcare differences in the US vs the UK
National Health Service (NHS) should be considered when
interpreting results, such as the insurance system mechanisms
which exacerbate health inequalities. However, similarities to
the Core20PLUSS initiative from NHS England'® show that
vulnerable groups (eg, the most deprived populations and
particular ethnic groups) experience inequalities in healthcare
access, experience, and outcomes and therefore are compa-
rable for literature reviews.

We acknowledge our use of “race/ethnicity” in the re-
porting of this review. Race and ethnicity are defined as so-
cial constructs—with the terms and categories describing
them having changed over time as a result of racism and
sociocultural shifts in society.!”? There are differences in the
use of these terms across different countries investigating
health inequalities. Nevertheless, use of categories for eth-
nicity and race may be very real in their impact in reinforcing
inequality. Caution is needed when interpreting the race/eth-
nicity and heritage of populations included in this review.
Many studies did not report the specific diversity within
populations. These have been included as in similar system-
atic reviews.!!

We also found that many articles in this review did not
explicitly define or differentiate between gender and sex.
Guidelines emphasize the need to define whether sex and
gender is captured and whether this was self-reported or
assigned via medical records.!®

There is also an interaction between the impacts of ine-
quality that have been assessed in this review that may not
be separated in publications. For example, it is likely that im-
paired access will result in poorer outcomes and experience
of care.

The limitations of conducting a scoping review without
a quality appraisal of the included articles is also acknowl-
edged. For example, in one study, we found no evidence of
disparities in IBD biologics including immunomodulators,
antitumor necrosis factor therapies and combination therapies
between white and Black ethnic groups in patients with sim-
ilar socioeconomic backgrounds.’* However, we acknowledge
that it may have been the study design or quality may have
contributed to this finding.

Hawkins et al

Conclusion

This review collated published evidence on healthcare
inequalities in access, experience, and outcomes of IBD
care. Research and service changes should address these
inequalities. There has been greater attention to under-
standing unequal health outcomes, with less focus on
experiences and access to care. Very few qualitative studies
exist exploring healthcare experiences across underserved
populations with IBD. Inequalities relating to race/eth-
nicity are most reported, demonstrating significant
inequities for Black, Asian, and Hispanic ethnic groups and
emphasizing the need for cultural humility in IBD health-
care. Inflammatory bowel disease patients living in dep-
rivation, on lower income, and living further away from
specialist IBD care also experience healthcare inequalities.
However, significant gaps exist in understanding healthcare
experiences and outcomes for IBD patients who identify as
LGBTQIA+ and also with learning disabilities or autism.
The lack of research in this area poses a risk of creating
inequalities within inequalities.
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