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G&H What are the prevalence and incidence
rates of inflammatory bowel disease by race
and ethnicity, and how have they changed?

MB The prevalence and incidence rates of inflamma-
tory bowel disease (IBD) have increased significantly
during recent decades among non-White individuals.
Data extracted from the 1999 National Health Inter-
view Survey, which included 30,801 adults with an
87.6% response rate, estimated an IBD prevalence rate
of 1.0% among non-Hispanic White individuals and
0.32% among non-Hispanic Black individuals." In the
2015 National Health Interview Survey, which included
33,673 adults with a 55.2% response rate, Dahlhamer
and colleagues found that the age-adjusted prevalence
rate of IBD increased to 1.4% among non-Hispanic
White individuals and 0.5% among non-Hispanic Black
individuals.? Aniwan and colleagues evaluated a popula-
tion-based cohort of 814 residents of Olmsted County,
Minnesota who were diagnosed with IBD between 1970
and 2010.> The adjusted incidence rate of IBD was 18
per 100,000 person-years in White patients and 6.4 per
100,000 person-years in non-White patients between
1970 and 1984. The incidence rates of IBD in White and
non-White patients subsequently increased to 21 and 9.3
per 100,000 person-years, respectively, between 1985 and
1999, and to 25 and 15 per 100,000 person-years, respec-
tively, between 2000 and 2010. The authors determined
that the incidence rate of IBD increased by 39% in White
patients and by 134% in non-White patients.

G&H Are there key differences in IBD
presentations across racial and ethnic groups?

Gastroenterology & Hepatology Volume 19, Issue 5 May 2023

Director, Division of Gastroenterology and Liver Disease

MB A number of studies have reported differences in
IBD presentations in non-White patients compared with
White patients. Shi and colleagues performed a system-
atic review and meta-analysis of population-based cohort
studies and reported that Black patients with Crohn’s
disease had less ileal disease (P=.01), more perianal disease
(P=.02), and a higher proportion of penetrating disease
(P<.05) than non-Black patients.” Barnes and colleagues
evaluated more than 5000 patients with IBD in a collabo-
ration of 7 academic medical centers and found that Black
patients were significantly more likely to present with a
Crohn’s disease complication at baseline than White
patients.’ Black patients also had a nonsignificant increase
in perianal and other Crohn’s disease—related fistulas.
In subsequent evaluation, Black patients with Crohn’s
disease were significantly more likely to develop new
abscesses or anal fissures. While there may be differences
in presentation that may modify medical management,
the primary concern is when Black patients have the same
presentation as other patients, but are not diagnosed with
IBD.

G&H How and why may the diagnosis of IBD
be delayed or incorrect in Black and Hispanic
patients?

MB Historically, it was taught that Black and Hispanic
individuals are not at risk of developing IBD. When IBD
is not considered to be a disease that can occur in these
individuals, they may not receive appropriate diagnostic
testing for symptoms that would prompt an evaluation
for IBD in White patients, leading to a delay in diagnosis
or misdiagnosis.
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In addition, the age of onset and duration of IBD
prior to diagnosis may differ by ethnicity. It has also been
reported that the country of birth can influence the age
of diagnosis, as it may impact whether IBD is consid-
ered upon initial presentation. A retrospective study of
patients with IBD found that the disease is diagnosed
later in non-US-born Hispanic individuals compared
with Hispanic individuals born in the United States and
non-Hispanic White individuals.® However, most studies
did not identify a difference in the age of presentation
of IBD in Black patients compared with non-Hispanic
White patients.”® Notably, a multicenter study reported
that Black children were more likely to be diagnosed 12
years after the presentation of symptoms, highlighting the
concern that a low index of suspicion in minority children
can delay diagnosis.’

Access to care may also result in delayed diagnosis
and progression of disease severity. Social determinants of
health and the ability to access care continue to be con-
cerns for all patients. The intersection of socioeconomic
issues, access to care, and IBD awareness may affect an
individual’s ability to advocate for an evaluation. How-
ever, racial and ethnic minorities who have access to care
may experience a delay in IBD diagnosis if there is a lack
of awareness of increasing IBD prevalence.

G&H What are the consequences of delayed
diagnoses or misdiagnoses of IBD?

MB A delay in diagnosis or a misdiagnosis resulting
in untreated IBD can lead to persistent inflammation,
development of systemic symptoms, and potential
complications from aggressive disease. The presence
and severity of systemic symptoms is dependent upon
the clinical severity of intestinal disease. The transmural
inflammation of Crohn’s disease that leads to fistuli-
zation, phlegmonous changes, abscess formation, and
stenosis may be more likely to occur in patients who are
untreated or suboptimally treated or who have a delay in
treatment. The consequences of unmanaged IBD can be
profound. The severity of initial disease manifestations
may affect long-term outcomes in some patients, mak-
ing it imperative that diagnoses are established early in
all patients.

The impact of extraintestinal manifestations should
also be considered when addressing the effects of delayed
diagnoses. With the exceptions of primary sclerosing
cholangitis, uveitis, and ankylosing spondylitis, mani-
festations involving other organs can follow the clinical
course of colitis. When intestinal disease is not managed,
the potential for extraintestinal complications becomes
an additional concern. Intestinal and extraintestinal
complications are significant issues in patients with

persistent IBD activity. Additionally, a systematic review
and meta-analyses by Knowles and colleagues demon-
strated that quality of life in adults with IBD is worse in
individuals with active disease.'

Early diagnosis and initiation of treatment optimizes
outcomes by addressing intestinal disease, extraintestinal
manifestations, and complications that can result from

disease activity.

G&H How may IBD therapy differ across racial
and ethnic groups?

MB Nguyen and colleagues found that Black patients
with IBD were less likely to receive infliximab than other
racial groups.!' However, this study did not identify dif-
ferences in the use of immunomodulators. At last year’s
annual meeting of the American College of Gastroen-
terology, Alsabbagh Alchirazi and colleagues presented
a study reporting that Black patients were less likely
than White patients to be treated with 5-aminosalicylic
acid (P<.0001), methotrexate (P<.0001), thiopurines
(P<.0001), and biologic agents, including anti~tumor
necrosis factor agents (P<.0001), ustekinumab (Stelara,
Janssen) (P<.0001), vedolizumab (Entyvio, Takeda)
(P<.0001), and tofacitinib (Xeljanz, Phizer) (P=.0044)."
It should also be noted that data on treatment out-
comes in non-White patients with IBD are limited. A
review that evaluated racial and ethnic minority enroll-
ment in IBD clinical trials reported that studies primarily
enrolled White patients, with Black patients comprising
less than 3% of study participants.”® Thus, racial and
ethnic minority groups are not well represented in out-
come-based IBD studies, which are often the basis for
guideline development. Much more needs to be done to
ensure that treatment options are available to all patients
and that treatment choice is appropriately individualized.

G&H What differences have been reported in
terms of surgical outcomes and hospitalization
across racial and ethnic groups in IBD?

MB A retrospective study using the American College
of Surgeons National Surgical Quality Improvement Pro-
gram database reported that Black, Hispanic, and Asian
patients undergoing colorectal surgery for IBD had higher
rates of postoperative complications, readmissions, and
hospital length of stay than White patients.' Hispanic
patients had the highest rate of readmission, and Black
patients had the highest rate of sepsis, bleeding requiring
transfusion, and renal impairment.

Additionally, Walker and colleagues found that Black
patients with Crohn’s disease had significantly higher
hospitalization rates than White patients."”” Another study
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found that Black patients with IBD had higher unplanned
readmission rates than White patients.’® As the incidence
of IBD continues to increase in racial and ethnic minori-
ties, disparities in health care access and surgical outcomes
require further evaluation.

G&H How can health care providers address
these disparities?

MB All health care providers must be aware that IBD can
occur in White and non-White patients. Improving edu-
cation and engaging minority communities will increase
awareness among patients and health care providers. Non-
White patients with IBD have often expressed that their
race or ethnicity likely impacted the establishment of
their diagnosis because it was assumed that IBD did not
occur in racial or ethnic minorities. Increasing awareness
of IBD and its rising prevalence in non-White patients
will reduce delayed diagnosis and prompt initiation of
early treatment. Clinicians should ensure that all patients,
including those of color, receive the resources that are
required for their health care needs. All patients with IBD
should be referred to IBD specialists for management.
Lack of referral to providers who care for patients with
IBD can result in suboptimal management, more fre-
quent complications, and increased emergency room uti-
lization and hospitalization. Patients must be empowered
to navigate the health care system to ensure optimization
of their care.

In addition, health care providers should become
familiar with and provide information about IBD advo-
cacy groups to their patients. Although patients benefit
from medications and enhanced specialty care, advocacy
groups can provide additional resources that can optimize
IBD care. Advocacy groups may also offer formal and
informal support groups that can improve the well-being
of patients and optimize their care beyond physicians’
offices.

G&H What further research is needed?

MB The incidence of IBD is increasing in minority pop-
ulations. Most IBD research has been conducted in White
patients, which has contributed to the disparity in care
that can be received by non-White patients. In addition,
there are limited data on pharmacologic, endoscopic, and
surgical outcomes in Black and Hispanic patients. More
minority patients must be included in future clinical trials.

Additionally, there should be focused efforts to
evaluate issues related to genetic factors and potential

environmental influences upon IBD expression. Contin-
ued, intentional efforts to evaluate factors that can ensure
health equity among all patients with IBD are needed.
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