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Background: Recent data have shown high rates of opioid misuse among inflammatory bowel disease (IBD) patients. We conducted a qualita-
tive study to explore IBD patient and provider perceptions and experiences with pain management and opioid prescribing.

Methods: \We conducted a focus group with IBD patients and semistructured interviews with IBD-focused physicians and nurses. \We used an
inductive approach for analysis and the constant comparison method to develop and refine codes and identify prominent themes. We analyzed
interview and focus group data concurrently to triangulate themes.

Results: Nine patients and 10 providers participated. We grouped themes into 3 categories: (1) current practices to manage pain; (2) perceived
pain management challenges; and (3) suggestions to optimize pain management. In the first category (current practices), both patients and
providers reported building long-term patient—provider relationships and the importance of exploring nonpharmacologic pain management
strategies. Patients reported proactively trying remedies infrequently recommended by IBD providers. In the second category (pain manage-
ment challenges), patients and providers reported concerns about opioid use and having limited options to treat pain safely. Patients discussed
chronic pain and having few solutions to manage it. In the third category, providers shared suggestions for improvement such as increasing use
of nonpharmacologic pain management strategies and enhancing care coordination.

Conclusions: Despite some common themes between the 2 groups, we identified some pain management needs (eg, addressing chronic pain)
that matter to patients but were seldom discussed by IBD providers. Addressing these areas of potential disconnect is essential to optimize pain
management safety in IBD care.

Lay Summary
Despite some common views between inflammatory bowel disease (IBD) patient and providers, there is a potential disconnect between how
patients with IBD and providers who treat IBD describe pain management needs and experiences and, ultimately, how they manage pain.
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Introduction IBD account for over a billion dollars annually in healthcare
costs and lost workplace productivity.®® In addition to this
economic burden, pain—as well as the fear of pain—is linked
with significant detrimental effects on quality of life and
health outcomes among IBD patients.”® Today, the impact
of pain in IBD possibly extends far beyond cost and quality
of life given that pain management with opioid analgesics
carries a higher morbidity and mortality risk®!'° and because
IBD patients may be disproportionately affected by the on-
going national opioid epidemic.''? It is perhaps unsurprising,
then, that the Crohn’s and Colitis Foundation (CCF) in 2019

Inflammatory bowel diseases (IBDs), including Crohn’s dis-
ease and ulcerative colitis, are characterized by chronic, re-
lapsing inflammation of the gastrointestinal (GI) tract.! These
diseases affect over 3 million individuals in the United States?
and their incidence continues to rise.> Across the continuum
of IBD care, pain is a frequently reported symptom among
patients. Up to 70% of IBD patients experiencing the initial
onset or exacerbations of active disease as well as up to 50%
of patients in clinical remission present with pain.* Estimates
suggest that pain and other related symptoms associated with
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highlighted the need to optimize pain management and re-
duce opioid use in IBD care among its most pressing clinical
research priorities."

To date, studies contributing toward these priorities have
been, predominantly, large quantitative analyses examining
the deleterious effects of opioids and opioid use patterns
in the IBD population. From this evidence base, it is clear
that potentially unsafe opioid use—such as chronic use—is
a significant problem in IBD care'* and is associated with
an increased risk of addiction, death, and higher health-
care costs.'"™!® Prior studies have also shown that opioid use
during an IBD flare is linked with an increased likelihood of
chronic opioid use, particularly among younger IBD patients
and those with common comorbid conditions such as depres-
sion or functional GI disorders."?! This is especially con-
cerning given that chronic opioid use is not associated with
improvements in either abdominal pain or quality of life
scores? and, instead, is tied to poorer IBD outcomes and a
broad range of serious potential harms including bowel dys-
function.?*2¢ Analyses of administrative databases have also
established that diagnoses related to opioid use disorders are
increasing among IBD patients and may be linked with longer
lengths of hospital stays.?”

These studies present important insights. They also in-
form many residual questions about current pain manage-
ment practices, existing challenges, and ways to identify an
actionable path forward. For example: What are providers’
current practices to manage pain and patient safety among
their IBD patients, particularly in the presence of comorbid
conditions? How do patients perceive their own pain man-
agement needs and to what extent are those needs met?
What are the underlying factors that contribute to opioid
use in IBD care? And what practical, evidence-based steps
can patients and providers take to manage pain safely and
effectively in IBD? Qualitative research—methods specifi-
cally designed to understand not just “how often,” but also
“why” and “how” a phenomenon occurs—has been a per-
sistent gap in the current IBD literature focused on pain man-
agement and opioid use. Few prior qualitative studies have
been conducted in this area, and, to our knowledge, these
have been limited to exploring the experience of pain among
patients with IBD.?®* To address this gap, we conducted a
qualitative study to explore patient and provider perceptions
and experiences related to pain management needs and
opioid prescribing in IBD care.

Materials and Methods

Study Design and Participants

We conducted an in-depth focus group with IBD patients and
semistructured interviews with IBD-focused physicians and
nurses from the IBD program at the Digestive Health Center
(DHC) at Northwestern Medicine. We used the Consolidated
Criteria for Reporting Qualitative Research (COREQ) guide-
line to report key study details.*

Patients who were eligible to participate in the focus group
were characterized as (1) being 18 years of age or older; (2)
previously diagnosed with IBD; and (3) having at least 1
clinic visit with a gastroenterologist in the DHC in the 12
months preceding the focus group. Patients who met eligi-
bility criteria were contacted by e-mail and invited to partic-
ipate in the study. All providers who cared for patients with
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IBD at the DHC (including gastroenterologists, nurses, and
nurse practitioners) were invited to participate in individual
semistructured interviews.

Data Collection

We conducted the focus group with patients using video-
based conferencing in April 2021. Two study team members
(S.B. and C.I.) facilitated the 90-minute focus group using a
focus group moderator guide (Appendix A). The focus group
guide was developed after a review of relevant literature on
pain management and opioid use in the IBD patient popu-
lation and with input from the study team members, all of
whom have experience with qualitative methods and research
focused on opioid safety and pain. Questions focused on
gaining insights from patients about their pain management
needs, experiences with opioid use, and potential nonopioid
pain management approaches. We also asked about patients’
concerns about opioid use. All patient participants completed
a questionnaire to obtain basic demographic information (eg,
age, sex, IBD diagnosis).

We conducted 30- to 60-minute individual semistructured
interviews with participating providers. One study team
member (S.B.), with prior training in qualitative interviewing
and input from the remaining team members with qualita-
tive expertise, conducted the interviews between March and
April 2021, using telephone and video-based conferencing.
A semistructured interview guide focused on providers’ de-
cision-making processes as they relate to managing pain
and prescribing opioid analgesics, as well as the factors
that shape their decision-making. Additionally, we focused
on providers’ clinical practices, potential challenges they
perceived in managing pain among the IBD patients they care
for, and suggestions for improvement (Appendix B). We used
the Theory of Planned Behavior (TPB), which has been used
in prior qualitative studies focused on pain management,’!
to inform the interview guide. This framework helps to ex-
plain how attitudes, subjective norms, and perceived control
can interact to influence providers’ intentions and behavior
surrounding pain management and opioid prescribing.
Attitudes, in this framework, reflect knowledge, experiences,
and information sources; subjective norms are shaped by an
individual’s social environment; and perceived behavioral
control is affected by perceptions of an individual’s ability to
perform a given behavior or access specific services in a par-
ticular setting.’>3

Data Analysis

Transcripts were audio recorded, professionally transcribed
verbatim, and prepared by the research team for analysis.
Coding was conducted by 2 study team members trained in
qualitative data analysis (S.B. and C.I.) with input from 2 ad-
ditional team members (W.S. and ].J.) across multiple rounds
to identify emerging themes. We used an inductive coding
approach for analysis and the constant comparison method
to compare data from an initial group of transcripts and
generate a preliminary patient and provider codebook.’*%
The 2 coders independently coded all transcripts, compared
codes, and then, collaboratively, refined the codebooks and
code definitions. The final codebooks (Appendices C and
D) were applied to the remaining transcripts. Discrepancies
were reconciled through consensus.?* Coded transcripts were
analyzed within and across cases to develop themes. Focus
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group and interview data were analyzed concurrently to tri-
angulate data. We used the MAXQDA software package
(Version 2020, VERBI Software GmbH) to support data
storage, coding, and analysis.

Ethical Considerations

The study was approved by the institutional review board at
Northwestern University and all participants provided verbal
consent (IRB#: STU00213896). For their participation, focus
group participants each received a $50 gift card and interview
participants each received a $10 gift card.

Results

In total, 9 patients and 10 providers participated in the study.
Patients were, on average, 40 years old, predominantly female
(78%), and mostly diagnosed with Crohn’s disease (78%).
Patients’ mean age at the time of IBD diagnosis was approx-
imately 22 years and over half (56%) had undergone IBD
surgery previously. Nearly all patients (89%) were taking 1
or more medications to manage their IBD at the time of the
focus group. Among these medications, biologic therapy was
the most frequently used with 67% of patients reporting cur-
rent use. Providers included 5 gastroenterologists, 3 nurses,
and 2 nurse practitioners, all of whom focused on IBD clin-
ical care. Participant characteristics are presented in Table 1.
Emerging themes related to pain management were grouped
into 3 broad categories: (1) current practices surrounding pain
management; (2) concerns, needs, and experiences related to

Table 1. Participant characteristics.

Mean = SD or
frequency (%)

Patients (N = 9)

Age 39.8 = 14.9
Gender
Female 7 (77.8)
Male 2(22.2)

IBD diagnosis

Crohn’s disease 7(77.8)
Ulcerative colitis 2(22.2)
Age at IBD diagnosis 21.8+9.6
Had prior surgery to treat IBD (% yes) 5(55.6)
Current IBD medications
Biologic therapy 6 (66.7)
Immunomodulator 4 (44.4)
5-ASA 2(22.2)
None 1(1.1)
Providers (N = 10)
Sex
Male 3(30)
Female 7 (70)
Profession
Physician 5(50)
Nurse 3(30)
Nurse practitioner 2 (20)

Abbreviation: 5-ASA, aminosalicylates; IBD, inflammatory bowel disease.

pain management challenges in IBD care; and (3) suggestions
to optimize the delivery and safety of pain management in
IBD care. Emerging themes, and whether they were reported
by patients, providers, or both, are denoted in bolded text in
this section.

Category 1Themes: Current Practices Surrounding
Pain Management

We identified several themes that describe patients’ and
providers’ current practices surrounding pain management.
Figure 1 presents these themes according to the group(s) that
reported them (patients, providers, or both). Table 2 includes
representative quotes related to each theme.

Reported by patients and providers

Both patients and providers reported that building long-
term patient—provider relationships and trust was an im-
portant component of IBD care and a step that they took in
their respective role as patient or provider. These long-term
relationships would sometimes play a role in their deci-
sion-making about how to address pain. For example, 1 nurse
commented that, because of her long-standing relationships
with IBD patients, she may know if a patient experiencing pain
has a history of prior depression or drug or alcohol abuse. In
this case, the nurse stated that knowledge of such risk factors,
in turn, would guide subsequent conversations with the pa-
tient, in which the nurse would try to clearly communicate
the potential harms of opioid use while showing compassion
and sensitivity to the patient’s history. The use of short-term
opioids to get through an acute flare was also reported by
both groups. Patients reported that these opioid prescriptions
included codeine, hydrocodone, morphine, oxycodone, and
tramadol. Physicians reported that while they generally
avoid prescribing opioids, they will prescribe short-term
pain medications to manage acute episodes. Beyond these
short-term opioid prescriptions, both groups reported occa-
sionally seeking pain management help outside of the IBD
clinic (including referrals to pain management specialists).
This included, for example, patients seeking out support
from Gl-focused psychologists if they felt their pain was not
fully addressed by their IBD providers. It also included IBD
providers, who reported that they occasionally felt the need
to refer patients to pain management specialists if the patient
had longer-term pain issues. Both groups also shared the be-
lief that it was important to explore nonpharmacologic pain
management strategies, such as modifying diet and using acu-
puncture, to minimize patients’ pain, although most providers
noted that they currently do not routinely implement these
strategies in their clinical practice. Both groups indicated that
they supported the use of medical marijuana as a complemen-
tary treatment in IBD care. Providers supported and patients
felt comfortable using medical marijuana, although providers
acknowledged that there are limited data documenting the
benefits of medical marijuana in reducing inflammation and
patients expressed concern over marijuana use.

Reported by providers only

Although they acknowledged that short-term opioids were
often needed for patients to get through an acute flare, providers
stated that they generally avoid prescribing opioids to IBD
patients due to the specific risks these pose to the GI system.
All providers stated that they focus on assessing and treating



PATIENTS

Using opioids for non-IBD
purposes

Taking initiative to seek
out new pain management
strategies

Seeking peer to
peer support

Appreciating “whole
person” care

Building long-term
relationships

Supporting medical
marijuana use

Using short-term opioids

Seeking pain management
outside IBD clinic

Exploring non-
pharmacologic pain
management
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PROVIDERS

Assessing and treating
underlying causes of pain

Generally avoiding
opioid prescribing

Using a decision pathway and
individualized approach to manage
pain

Accessing new information
about pain management in IBD

Figure 1. Category 1 themes: current practices surrounding pain management, reported by patients, providers, or both.

underlying causes of pain using a data-driven approach as they
consider potential pain management needs. They discussed
wanting to identify the physiologic cause of the pain (eg, in-
flammation or strictures) and treat the underlying disease,
rather than just treating the pain. They then often used a deci-
sion pathway to individualize pain management, using imaging
or other testing to characterize the causes of pain. They also
described caring for patients with IBD with a team-based ap-
proach, soliciting input and collaboration from providers with
different expertise. Providers commented, for example, on in-
formal initiatives they had implemented to minimize potential
opioid exposure among IBD patients who receive emergency
department (ED) care services for IBD. One initiative included
providing an informational card to patients to share with ED
providers, letting those providers know that both opioid and
nonsteroidal anti-inflammatory drug (NSAID) use is generally
not recommended for IBD patients. Finally, providers reported
that they continually sought out new knowledge about pain
management in IBD by reading scientific medical journals,
attending conferences, and participating on digital platforms,
such as Twitter, to ensure they were up-to-date on the most re-
cent research and guidance.

Reported by patients only

Several patients described the benefits they derived from
peer-level support through IBD patient support groups.
Throughout the focus group, patients related with one an-
other and thanked each other for sharing their stories. A few
patients described prior experiences using opioid prescriptions
for non-IBD purposes (eg, to fall asleep), in some cases, despite
their knowledge of the potential harms of opioid use. And al-
though both patients and providers agreed on the importance
of exploring nonpharmacologic pain management strategies,
we found that, most often, patients alone described taking the
initiative to proactively try out different nonpharmacologic
pain management strategies, that were often not discussed
by their IBD provider, to address their pain. These included
seeing a physical therapist, chiropractor, making lifestyle

changes such as diet modifications, doing deep breathing
exercises, and using Epsom bath salts and heating pads.
Patients described a much wider array of nonpharmacologic
pain management solutions than providers did. Patients also
described that they appreciated providers’ efforts to care for
them as a “whole person,” including showing compassion
toward patients, actively listening, and acknowledging both
IBD and non-IBD struggles (as opposed to simply treating
their IBD) throughout the continuum of their care.

Category 2Themes: Challenges Related to IBD Pain
Management

We identified several themes that reflect the concerns, needs,
and experiences of patients and providers related to pain
management challenges in IBD care. Figure 2 presents these
themes according to the group(s) that reported them (patients,
providers, or both). Table 3 includes representative quotes re-
lated to each theme.

Reported by patients and providers

Both groups discussed concerns with opioid use and opioid-
related side effects. This included general concerns, including
risk of addiction or misuse, and opioid-related side effects
that may be specific to the GI tract, and are particularly dan-
gerous for patients with IBD. Both patients and providers
also discussed having limited options to treat pain safely
and effectively due to the specific risks of opioids and other
pain medications, such as NSAIDs, to the GI system. Both
groups described challenges with pain management needs due
to patients’ comorbid illnesses beyond IBD. Although most
patients described experiencing pain from extraintestinal IBD
manifestations, particularly joint pains, others also discussed
experiencing pelvic pain and pain related to irritable bowel
syndrome.

Reported by providers only

Providers reported the importance of addressing patients’ ex-
pectations surrounding pain control. This included having
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Table 2. Current practices surrounding pain management, stratified by group.

Theme

Representative quote

Patients

Providers

Reported
by
providers
and
patients

Reported
by
providers
only

Building long-term
relationships and
trust

Using short-term
opioids to get
through an acute
flare

Seeking pain
management help
outside of IBD
clinic

Exploring
nonpharmacologic
pain management
strategies

Supporting and
using medical ma-
rijuana

Generally
avoiding opioid
prescribing

“Last week I called the office and said, ‘Hey, I need
to talk to [the IBD nurse]. I have questions.” Two
days later, [the nurse] called me. And I hadn’t talked
to her in six months, but we have that whole rapport
and I think that’s huge because what we’re dealing
with, for lack of a better word is, shitty, you know.
That’s just what it is and it’s important for me and
my team that everybody is all in and... supportive.”
[Patient]

“When [ was in my flare prior to my surgery I was
three weeks from graduating college, so, of course,
while you’re in that, it’s stressful as it is, so I was put
on Percocet and a steroid as well.” [Patient]

“For me, the [GI Pysch] Behavioral Department was
a godsend. The breathing exercises, I think, helped
my pain the most. [ would say almost every day in
my life now. Or, if I'm sitting in the car and I really
have to go to the bathroom and I know I have 10
more minutes before I'm going to make it home, that
can calm me down. Those exercises are amazing.”
[Patient]

“I’ve spent many years addressing my diet and
lifestyle and even where I live to try and get on top
of this sort of chronic pain. The diet over the years,
I've taken out gluten and dairy and processed foods
just because it didn’t sit well with me, not sort of
intentionally, and gotten to a diet where I don’t really
have a lot of GI pain anymore, but my diet’s very re-
stricted and I have a very controlled lifestyle. I have
a luxury of being able to control a lot of my lifestyle,
so that’s been helpful, I guess.” [Patient]

“I experimented trying marijuana from people be-
cause that was all I could really get by since I was
just a high school student. It’s just that wasn’t cov-
ered for colitis. I don’t think it, at least for me, truly
would help with the pain, it was just a distraction
from the pain.” [Patient]

“I wish I could take away their pain. But the good
thing about my role is having these long-term
relationships with patients, so I really do know them,
and they trust me. And so, explaining to them why we
can’t prescribe them certain medications and talking
about other like safe alternatives or things they can do
in the meantime and knowing that it’s not long-term.
Once we heal their IBD, their pain will go away. So re-
circling to that, on focusing on treating their disease...
which will subsequently treat their pain.” [Nurse]

“I feel like you have to explain to the patient and get
the buy-in. Because these are our chronic patients,

so it’s not like the ER where you're like, give them
narcotics, they’ll go disappear. So we have this ongoing
relationship with our patients. So it’s establishing that
track. Because if you give them narcotics once, you're
setting the stage for yourself, I think, in the future to
always ... this is what you did, why won’t you give it
to me again? Setting the premise before.” [Physician]

“In general, we try to treat the underlying reason
rather than give pain medication, although certainly,
some pain medication might be required temporarily.”
[Physician]

“A couple of these patients, we’ve had to refer them
to pain management clinic to try to get them some
more resources and more help beyond what we’re able
to give them. So, it’s just I think realizing that there’s
only so much that we can do for some people, and
that we need to obviously look for other resources in
collaboration with people who might be better suited
to help them.” [Nurse]

“If a patient comes in with pain from Crohn’s disease
in the hospital, just taking them off food will eliminate
the pain. So they may need an immediate relief, but
when they’re not eating they shouldn’t have pain. If
they have pain when they are not eating, there’s an ab-
scess there or a cancer or a blockage there. Okay? So,
that’s a pretty simple thing. I'll take them off food for
a little bit, treat the inflammation, whether it’s drain
the abscess or start them on steroids to control the in-
flammation. And then I don’t start them feeding again
until they’re in no pain. If they have pain, they got to
reduce their diet.” [Physician]

“I write plenty of marijuana cards... Not day-to-day,
but on a month-to-month basis. So I think that if ma-
rijuana treats their underlying GI symptoms, including
pain, and I talked to them about my expectations if
they’re going to use marijuana, then I'm certainly fine
with them using it. I'd much rather them use that than
narcotics.” [Physician]

“I'm not ignoring their pain, and I'm not trying to get
a work around to all this, I simply don’t believe that
narcotics are the answer for pretty much anything, and
so I don’t prescribe them or do I want others to pre-
scribe narcotics for them. So, I'm very open with my
patients about it. And 1 think if you ask some of my
patients with pain I'd be curious to see what they say
about me as their provider, but at the same time, I tell
people that if there’s danger to these medications. At
least my impression of myself it’s not like I say no and
ignore their pain. That’s not what I try to do. Again,
I'd be curious to hear what my patients say about this,
but I'm certainly not quick to brush off their pain with
a prescription pad.” [Physician]
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Theme

Representative quote

Patients

Providers

Reported
by
patients
only

Assessing and
treating under-
lying causes of
disease

Using a decision
pathway and an
individualized ap-
proach to manage
pain

Accessing new
information about
pain management
in IBD

Seeking peer to
peer support

Using opioids for
non-IBD purposes

Taking initiatives
to seek out new
pain management
strategies
Appreciating
“whole-person”
care

“T’ve met lovely people in [the support group|. Even
though all of our stories are different and we’re all
experiencing different things, man, it is so reassuring
and such a great piece of mind to know that if I have
to go into the hospital for something, I could call one
of them and be like, ‘Hey, have any of you guys ex-
perienced this? What’s going on?” So, that group has
been very helpful because I know we’re not the only
ones here.” [Patient]

“I had said before that the pain medicine didn’t
actually belp with my IBD cramping pain. I was
given them and you know, at the same time, you're
on prednisone, you can’t sleep. So, actually, I would
sometimes take them to help me sleep which is a slip-
pery slope... I luckily never got addicted, and I kept
it under control and all that, but I'm sure other peo-
ple have done that and how it can result in addiction
and we’re using it in ways that aren’t intended. So,
that was my experience with the opioids.” [Patient]

“T've also found a lot of relief in Epsom salt and Ep-
som salt baths and literally just laying in warm water
and just laying there and it’s very relaxing. It’s been
great for me.” [Patient]

“The biggest thing for me is when I met my doc-

tor for the first time, she’s like, I know you’re
overwhelmed and she gave me a hug. She treated me
like a person and I've had other physicians where [
left there in tears with my mom because they didn’t
believe the pain that I had and it was reassuring to
me that this person cared, legitimately cared. So, it’s
reassuring to me.” [Patient]

“The first assessment needs to be made in terms of
where their pain is, and what’s driving their pain and
if their pain is inflammatory bowel disease related,
or if it’s related to something else. That’s really where
you have to start in terms of pain within our IBD
population. Certainly if the pain is obstruction from
strictures and Crobn’s disease, or if it’s pain within
their lower abdomen because they’ve got ulcerative
colitis and it’s inflammation within their colon that’s
driving their pain, then that usually will depend
upon what we do for that pain. Because if the pain is
deriving from inflammation, then treating the inflam-
mation is what we have to do.” [Physician]

“Usually when a patient presents in clinic with, if

I think it’s a flare, there may be some diagnostic
workup, rule out infections or other things that we do,
but ... And then we, in terms of basic things for pain
management, most of us start with Tylenol. You can
take up to four grams a day. If that doesn’t work, then
we are comfortable in prescribing tramadol, Ultram,
but usually that’s after the diagnostic workup. Unless
they’re in significant pain, because if they’re in really
significant pain and they have Crobn’s, you have to
figure out what’s really going on. Because their disease
shouldn’t be causing that significant pain. And if it is,
then they probably need to be in the hospital.” [Phy-
sician]|

“Ways 1 keep up with, up to date, on new informa-
tion in the world of IBD is on Twitter. There’s a huge
Twitter presence of IBD providers across the nation.
Um, and so constantly sharing new research articles
and new information to guide our practice. So, that,
and then, you know, other, using PubMed with other
research articles and journals.” [Nurse Practitioner]

Abbreviation: IBD, inflammatory bowel disease.
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PATIENTS
Few solutions / concrete answers

from IBD providers to manage pain
safely / effectively

Chronic pain related to IBD
and its comorbidities

Living with the pain

Mental health impact of IBD

Experiencing pain from
IBD starting at a young age

Limited options to
treat pain safely
and effectively

Comorbid pain
management needs

Concerns about
opioids and their
side effects

PROVIDERS

Patient expectations
surrounding pain control

Individualized pain
management needs

Care coordination challenges: Lack of
information about other opioids

Care coordination challenges: Goals
of care can vary outside of IBD clinic

Balancing acute vs. chronic
care needs within IBD care

Figure 2. Category 2 themes: challenges related to IBD pain management, reported by patients, providers, or both. Abbreviation: IBD, inflammatory

bowel disease.

in-depth conversations with patients about treatment options
and removing expectations of a “quick fix” to their pain.
Most providers acknowledged that individual pain manage-
ment needs varied across IBD patients and that this was part
of the rationale for some of their current practices, including
conducting a detailed assessment to understand the underlying
causes of pain or inflammation. Care coordination challenges
described by providers included a lack of information about
opioid prescriptions from other providers outside of the IBD
clinic. They also discussed the idea that goals of care can vary
outside of the IBD clinic, particularly in the ED, where non-
IBD providers may not be aware of the unique risks of opioid
use among IBD patients. Providers commented, moreover,
that there currently was no formal procedure to conveniently
track opioid prescriptions received by their patients, partic-
ularly those prescribed outside of the IBD clinic. Providers
noted that these challenges—specifically a lack of information
and potentially differing goals of care outside the IBD clinic—
could contribute to patient safety issues such as unsafe opioid
use. Providers also noted that carefully balancing acute versus
chronic care needs within IBD care was important, both in
general and to prevent long-term pain management needs. In
instances when a patient may not be feeling well, for example,
providers commented on a need to work quickly to address
any acute patient needs. This may initially involve scheduling
necessary procedures or admitting the patient as soon as pos-
sible to address underlying causes of pain or other symptoms.
While providers found this to be challenging at times, they
also suggested that being responsive to acute needs can help
in minimizing longer-term issues with pain.

Reported by patients only

Patients commented that they often felt a lack of concrete
answers from their IBD provider about why their pain was
occurring and few tangible solutions to address the pain
safely and effectively. Several patients also reported that they
experienced chronic pain related to IBD and its comorbidities,

including joint and musculoskeletal pain. Patients reported
that, despite having a long-standing relationship with their
IBD provider, they sometimes felt like their pain experiences
were not well understood by providers, in part because of
the lack of tangible solutions to manage chronic aches and
pains. Many patients also described feeling a sense of hope-
lessness, accepting that they must tolerate or live with their
pain as part of their daily life. They also discussed their
perceptions around the mental health impact of their IBD. In
this context, patients described feeling fear and anxiety about
their pain returning as well as a perceived cycle of mental
health and emotional stress exacerbating their IBD outcomes.
Although providers discussed referring patients on occasion
to Gl-focused psychologists, few explicitly acknowledged
the mental health burden of IBD and how that may be tied
to pain issues. Several patients also noted the psychosocial
challenges that they experienced pain from IBD starting at a
young age. Onset of their IBD began during a formative, ado-
lescent age, making it particularly challenging to manage their
social life and growing independence with their painful early
experiences with IBD.

Category 3Themes: Suggestions to Optimize Pain
Management in IBD Care

Table 4 presents provider-reported suggestions to optimize
the delivery and safety of pain management in IBD care. As
areas of improvement, providers suggested improving pa-
tient education and recalibrating patient expectations about
pain management. Most providers commented on the need
to educate patients and help them better understand the
importance of targeting the underlying disease rather than
masking it with pain medications. Providers also suggested
enhancing non-IBD provider education on opioid safety and
safer alternatives to treat pain, especially as it relates to the
unique needs of patients with IBD. Providers recommended
adopting a multidisciplinary approach to improve patient
safety and care coordination. This included suggestions to
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Table 3. Continued

Representative quote

Theme

Providers

Patients

“The mind-gut connection of IBD and irritable bowel syndrome

[IBS] is huge. Looking back on my whole experience in the past

Mental health impact

of IBD

five to six years, having my resection, I did not know the mental

obstacles 1 would face through all of this.

.. my pains may

.. So.

not be physical joint pains or whatever. Mine has been more
psychological just through my whole experience.” [Patient]

“I was also diagnosed in high school, my junior year. I think the

pain that [ experienced at the time, I just got used to it. I just

Experiencing pain

from IBD starting at a

young age

dealt with it. Right before I had been diagnosed I was eating

Tums like it was candy. That was what I ate and so when T

fainted, I was severely anemic as well, and when I fainted my

school nurse was like, "Oh, you may have a bleeding ulcer." T

didn’t know what was going on, but that excruciating pain that

you had, it was just like the discomfort within your bowels and

everything. And, you know, you're 17, you’re trying to figure out
your own world and it’s not fun. It’s not cute at all.” [Patient]

Abbreviation: IBD, inflammatory bowel disease.

A Missing Piece of the Puzzle

leverage clinical alerts on patients’ electronic medical records
to inform providers about potential opioid safety issues, such
as polypharmacy, as well as collaborating with pain clinics
and pharmacists to address pain safely. They also commented
to the need to develop standardized approaches and tools
to address pain and patient education related to pain. Few
providers also suggested systematically expanding implemen-
tation of nonpharmacologic pain management strategies,
including acupuncture and abdominal massages, more rou-
tinely among IBD patients. Providers also suggested that pain
management efforts may be strengthened with a shift toward
a patient-centered or “whole person” care model, including
better understanding patient perspective of their pain man-
agement needs. Finally, 1 provider suggested that, as new
interventions are developed to improve pain management
safety, providers and researchers should carefully consider the
potential challenges of changing provider behavior related to
pain management.

Discussion

In this study, we leveraged the strengths of qualitative research
methods* and included patients and providers to examine
their perceptions and experiences on current practices and
challenges related to pain management in IBD care. Through
this investigation, we also obtained practical suggestions
to improve the delivery and safety of pain management for
individuals with IBD. By triangulating patient and provider
viewpoints, findings from this study underpin a novel contri-
bution that has not been previously described in the IBD liter-
ature focused on pain management or patient safety: Despite
some common themes between IBD patients and providers,
including the importance of patient—provider relationships
and concerns about opioid use, we note a potential misalign-
ment between how patients with IBD and providers who treat
IBD describe their pain management needs and experiences
and, subsequently, the steps they take to manage pain. The
management of pain in IBD patients could be improved by
better balancing acute and chronic pain management needs
and by better recognizing the overlap between IBD-related
pain and IBD-related psychosocial comorbidities. Addressing
these unique needs may go beyond IBD providers’ current
practices and resources.

The burden of pain and characteristics of opioid utilization
among individuals with IBD are well established,!'>!52737-3 ag
are the needs to improve pain management and opioid re-
duction efforts.’® This work uniquely builds on prior liter-
ature to provide depth and nuance to the current evidence
base, bringing together patient and provider perspectives in a
way that quantitative research, typically, cannot. We learned
that providers in this study often considered pain among
their IBD patients—and any needs for pain management—as
part of specific disease-related events, such as periods of ac-
tive inflammation, that invariably occur along the continuum
of IBD care. This led to a data-driven approach in which
providers usually assessed the possible underlying physiologic
causes of pain and used an informal decision pathway to treat
pain as a short-term concern. In most cases, providers’ over-
arching goals were to address the active disease or inflamma-
tion, anticipating that any pain reported by patients would
subsequently be addressed as well. In contrast, the patient
viewpoint in this study did not include many of these terms,
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Table 4. Continued

Representative quote

Theme

There’s a whole health maintenance aspect of it. There’s mental

“When you're treating an IBD patient, not only are you treating the disease...

Shift toward a patient-

health. There’s all this cancer screening that we have to do. I think it’s part of the puzzle. Rather than just treating the IBD, if we were looking at

things more holistically, it could be helpful. And then, it would help all these things that I'm like, “Well, I feel like we could do a better job with

mental health. Or, I feel like we could do a better job of taking control if it was just more of the focus.”” [Nurse]

centered or “whole per-
son” care model

It would be interesting to see from the patient’s

“My sense is a lot of our patients would tell you they’re maybe not being treated for their pain...
side, because maybe they think we undertreat pain. They probably do. I don’t know.” [Physician]

“I think as an IBD provider, you look at the patient as a whole. [ don’t know. This specific patient, I care because I care about him. That’s the
bottom-line answer. I care because I care about him as a person and as a whole. Yes, opioid dependence definitely has an impact on the colitis. It

can increase the risk for a toxic colon and so on and so forth, especially if you’re inflamed. Then we’ve talked all about that. Yeah, it impacts me

that way. The reason that I wanted him to stop was it is for the colitis, but also for himself as a person.” [Physician]

“I'm a bit cynical when it comes to resources because I've seen so many that are just not useful, websites and brochures and calculators, and phone

numbers and support groups, and all this stuff. And I just don’t think any of those things replace the one-on-one conversation with a provider.

I'm certainly willing to use those types of things, but I just don’t know how that looks.

Consider potential

challenges of changing

.. It’s hard for me to disconnect my own personal opinions

provider behavior related
to pain management

from my patients. So, if I don’t think it would help me as a person, it’s hard for me to make that leap to advise my patients use it. If [ think an app
to track whatever is silly for me, why would I then go and tell my patients to use it? So, that’s a huge barrier for me. If I don’t personally buy into

it, how do I then go and try to sell it to my patients? Part of it is me. Part of it is my own biases and my own opinions, and things like that. And

maybe, the intervention needs to be for me rather than for my patients, but that’s sort of my own issue.” [Physician]

Abbreviation: IBD, inflammatory bowel disease.

A Missing Piece of the Puzzle

including “active disease” or “treating the underlying inflam-
mation.” Patient perceptions of their own pain management
needs, instead, went beyond traditional clinical parameters,
suggesting that issues related to chronic pain and comorbid
joint pain were, often, a part of daily life as an IBD patient
and may need to be addressed even during times of clinical
remission. Some patients also felt that they had to simply “live
with” their chronic pain, either because there were no safe
and effectives remedies, or because their provider did not rec-
ognize their chronic pain. Patients’ concerns and experiences
related to pain were also closely tied to the complex inter-
play of psychosocial elements of IBD, including fatigue and
the widely recognized mental health burden associated with
having IBD.#-#

A few prior studies have observed differences between IBD
patient and provider views and expectations related, more
broadly, to IBD care delivery. We previously demonstrated,
for example, that IBD patients’ understanding of the terms
“active IBD flares” and “remission” is largely symptom
based, and often differs from clinician knowledge.** This
pointed to a need to improve patient education and, in con-
junction, increase awareness of patients’ perspectives among
IBD providers. Additionally, a recent review found that, to
improve the quality of care provided to patients with IBD,
efforts to better align patient and physician expectations
are essential.* These calls to enhance the alignment of pa-
tient and provider expectations are also corroborated in the
larger GI literature beyond IBD.* Our study findings extend
the existing evidence in this area to suggest that potential
differences between IBD patient and provider groups may
be especially prominent on the subject of pain management.
And, as suggested in the broader pain management literature,
this may contribute to a misalignment in healthcare expec-
tations, gaps in patient—provider communication, and, in
turn, possibly unsafe opioid use.**** Addressing the areas of
potential disconnect between patients and providers, as we
observed in this study, will undoubtedly be necessary for any
effort to align these groups and incorporate their voices into
future pain management and patient safety initiatives in IBD
care. And although the focus of many opioid safety research
and quality improvement studies remains on metrics such as
the number of opioid pills dispensed to a patient at a given
time, findings suggest that our efforts should—perhaps first
and foremost—shift toward understanding and bridging any
potential disconnect between patients and providers. Opioid
safety initiatives in IBD should include new strategies, such
as increasing patient engagement and shared decision-making
in pain management discussions, that have already been used
to enhance pain management and its safety in other clinical
settings.*=! It should also focus on recognizing the impact
of pain on patients’ social and emotional wellbeing, partic-
ularly for those with chronic pain. Implementation of these
strategies can easily leverage the long-standing supportive
relationships between IBD patients and their providers, which
nearly all our study participants reported enjoying.

It is likely that one starting point to better align patients
and providers in such safety initiatives will be to leverage
the common themes we found across both groups. Among
both patients and providers included in this study, for ex-
ample, there was broad recognition that (1) pain is a sig-
nificant problem in IBD care; (2) there appear to be limited
pharmacologic options to treat pain safely and effectively;
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(3) prolonged opioid use, and any related side effects, is con-
cerning; (4) there is a need to expand our understanding and
use of safe, effective nonpharmacologic pain remedies; as well
as (5) a need to engage non-IBD providers in pain manage-
ment and patient safety efforts for this patient population.
Long-term patient—provider relationships and trust, further-
more, were valued by both groups. This, perhaps, is where
an integrated, patient-centered care model, as suggested by
participants themselves, can be particularly beneficial.

Predicated on the principles of delivering comprehen-
sive, high-quality and coordinated care with a commitment
to meeting patient needs and preferences, patient-centered
care models have already been successfully implemented in
some IBD care centers.’>% Prior studies have noted that this
model, in the context of IBD, can be especially valuable in
individualizing care, improving patient engagement and edu-
cation, and addressing patients’ mental health needs as part
of their routine care.’* As adoption of patient-centered care
increases across IBD centers, these approaches can be expanded
to also include pain specialists as part of routine care, helping
to inform patients and providers about safer nonopioid pain
management options as well as nonpharmacologic options
derived from complementary and integrative medicine. Early
evidence has shown, moreover, that a patient-centered IBD
care model can support reductions in opioid use.*

This study also begins to unpack the complex challenge
faced by IBD providers to both manage IBD and relieve pain
while being attuned to a patient’s individual safety needs and
risks. Although providers in this study reported that they
generally avoided opioid prescribing in their IBD practice,
they acknowledged that they often lacked information about
prescriptions their patients receive from other providers for
comorbid conditions. Most patients in our study also re-
ported having been prescribed opioids at some point in their
experience with IBD. Given the higher prevalence among IBD
patients of mental health illnesses as well as painful non-GI
comorbidities,*®*? it is possible that a lack of coordination
of care across specialties is a contributing factor toward
the high rates of opioid use and polypharmacy observed
in recent IBD-focused analyses.'**”%* Although opioid use
monitoring through audit-and-feedback and statewide pre-
scription drug monitoring programs may help to address this
issue,'”¢! this study and our prior research demonstrate that
these interventions are seldom used by IBD providers.®> And
as some providers noted in this study, there may be a lack of
easily accessible and reliable information about IBD patients’
opioid use and risk factors for unsafe opioid use, particularly
as it corresponds to care of comorbid conditions outside of
the IBD clinic.

Providers should be aware that, for patients, pain can
permeate across the IBD continuum of care—often due to
non-IBD reasons such as a back pain or kidney stones—and
that strategies are needed to address it on an ongoing basis
safely and seamlessly. Extraintestinal manifestations and
comorbidities—including psychologic, rheumatologic, or
musculoskeletal conditions—can also impact pain and how
it is perceived. Developing and implementing safe and coor-
dinated pain management strategies will invariably require
the active engagement—not only of providers, but also—
of patients and quality improvement researchers. Beyond a
patient-centered model where pain specialists can readily
lend their expertise, providers in this study suggested a need
to address gaps in knowledge that may lead to opioid safety
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issues. These gaps may include, for example, lack of in-
formation among IBD providers about their patients’ opioid
use for comorbid conditions or a lack of knowledge among
non-IBD providers about the risks of prolonged opioid use
among IBD patients. To address these gaps, perhaps we must
draw on lessons learned from initiatives outside of IBD at the
intersection of coordination of care and opioid safety, such
as a Department of Veterans Affairs effort to use learning
health systems to track opioid use data and deliver tailored
safety information to patients and providers in a way that
supports patient education needs and providers’ clinical de-
cision-making.®*¢* Applying such an approach in IBD care
could be an especially viable strategy given the importance
of building long-term patient-provider relationships and
trust, as participants suggested in our findings.

The study is subject to several limitations. Although
participants represented patient and provider groups, they
were recruited from a single institution. Our findings may
not represent the larger population of IBD patients and
providers and may not translate to other clinical settings or
populations. The clinical and demographic characteristics of
the patient participants may have impacted their experiences
with pain and, by extension, the study findings. More than
half of our patient participants had undergone prior IBD
surgery and most were diagnosed with Crohn’s disease. The
sample was predominately female and, furthermore, may
not have captured the diverse racial and ethnic backgrounds
observed in the current IBD population.®® As described in ex-
isting methodological literature, however, the goal of quali-
tative research is, often, to investigate discrete phenomenon
in-depth and not to generalize broadly to larger populations.
To this end, smaller sample sizes, such as those in this study,
are appropriate if thematic saturation is reached.’>%® Future
research should include a greater focus on gathering the
views of individuals with IBD from racial or ethnic minority
backgrounds, as well as other types of providers, such as
emergency medicine physicians and GI surgeons, who may
not be directly involved in chronic IBD care, but often play an
essential role in the care of patients with IBD.

Conclusion

In this study, we qualitatively examined current practices and
challenges related to pain management in IBD care and en-
gaged patients and providers in a discussion about how to
tailor pain management practices to the unique needs of this
patient population. These findings suggest a misalignment
between IBD patients and providers in terms of how these
2 groups describe pain management needs and experiences,
how they perceive these topics, and the steps they take to
manage pain. Beyond expanding safe, effective pain manage-
ment options, we learned that there is a need to (1) acknowl-
edge pain as a major issue in IBD; (2) better inform providers
about IBD patients’ opioid use, particularly for comorbid
conditions; and (3) partner with patients on efforts to op-
timize pain management and patient safety to ensure their
complex and unique needs are met. Taken together, findings
from this study underscore a need to shift existing pain man-
agement and safety practices in IBD care to better address po-
tential communication gaps between patients and providers
surrounding these topics. Future efforts should focus on ac-
tively engaging patients as partners with providers and health
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systems to optimize pain management and reduce unsafe
opioid use in this population.
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