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Purpose: Inflammatory bowel disease (IBD) significantly impacts patients’ quality of life
and imposes a considerable psychological, social, and financial burden. While the relation-
ship between disease activity and quality of life is well established, the subjective challenges
of living with IBD are more difficult to assess, and suggestions for improving patient
experiences are lacking. The aim of this paper was to explore the various challenges patients
encounter in living with IBD and to propose suggestions for overcoming them.

Patients and Methods: This study utilized a qualitative descriptive design with thematic
content analysis. Patients were recruited from the Gastroenterology Clinic at McMaster
University Medical Centre from December 2014 to April 2015. Data were collected over
the course of 5 focus group interviews using a semi-structured interview guide.

Results: Seventeen patients aged 25 to 77 years old (mean age 43 years, SD 17 years) were
interviewed. Fifteen patients were diagnosed with Crohn’s disease and 2 patients were
diagnosed with ulcerative colitis. Findings were categorized into 18 subthemes which were
grouped into 4 broader themes: awareness factor, psychosocial impacts, financial burden, and
quality of care.

Conclusion: IBD is associated with complex personal challenges across various demo-
graphics. Identifying and meeting the unique needs of individual patients may be achieved
through improving communication between patients and their healthcare providers. Family-
based education approaches, individualized psychotherapy with therapists familiar with IBD,
awareness initiatives addressed to important stakeholders, and patient involvement in com-
munity support groups may improve overall IBD care.

Keywords: Crohn’s disease, ulcerative colitis, qualitative, patient burden, psychosocial,
quality of care

Introduction

Inflammatory bowel disease (IBD) is a chronic, immune-mediated disorder char-
acterized by recurrent remission and relapse, consisting of Crohn’s disease (CD)
and ulcerative colitis (UC)." This lifelong disease has major impacts on physical
and emotional well-being and imposes considerable challenges on managing daily
activities.’

The influence of stress on gastrointestinal symptoms was first identified in the
1930s.> Later research uncovered the association between psychological distress
and severity of IBD activity.* IBD patients have an increased incidence of psychia-
tric disorders, particularly anxiety and depression.” Depression is more than twice
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as common in IBD individuals compared to healthy
counterparts® and significantly impairs quality of life.”
The unpredictable nature of IBD and frequent relapses
may further exacerbate the psychological and emotional
burden of the disease. Thus, to effectively control disease
activity, patients must find enduring coping strategies and
make significant lifestyle adjustments.

Considerable financial burdens also accompany this
condition.® The cost burden of IBD has drastically
increased over the past two decades as a direct result of
new treatment paradigms involving biologics.” With the
growing prevalence of IBD worldwide,'® these psychoso-
cial and financial burdens become a particularly pertinent
issue to address.

Social supports play an important role in influencing
patients’ perceptions of emotional and psychological
stress.'! A previous study assessing patient perspectives
of IBD care highlighted the need for increasing public
IBD

management.'> However, several studies which investi-

awareness and  psychological support in
gated the efficacy of psychotherapy in improving anxiety,
depression, and overall disease course have reported con-
flicting results."*'> Despite these findings, follow-up work
showed modest patient-perceived improvements in quality
of life and mental health, as well as significant interest in
pursuing psychotherapy in the future.'® These findings
highlight the need to explore more individualized inter-
ventions for patients and to integrate these practices into
the standard treatment algorithm for IBD.

The purpose of this study was to explore patient
experiences in living with IBD and uncover factors that
contribute to psychological distress. We also provide sug-
gestions for addressing these challenges and improving

overall IBD management.

Patients and Methods

Study Design

This study was conducted in the Gastroenterology Clinic
at McMaster University Medical Centre from December
2014 to April 2015 as part of a larger study assessing the
feasibility of telemedicine follow—up appointments.
Patients who were enrolled in the clinical trial were invited
to participate in the focus groups. Purposeful sampling
was performed to ensure diversity in participant demo-
graphics. Informed consent was obtained by a member of
the research team. Patients were provided with parking
passes and refreshments on the day of the interview. Full

ethics approval was obtained from the Hamilton
Integrative Research Ethics Board (Project Number
14-082). Participants consented to the publication of anon-
ymized responses. This study was conducted in accor-

dance with the Declaration of Helsinki.

Qualitative Approach

The study utilized a Qualitative Descriptive (QD) design,'” a
method that has been widely used in health care and nursing
in order to investigate related phenomena.'® QD design is a
particularly important tool for determining key themes in
events and experiences, and to gain insights from informants
regarding poorly understood phenomena.'” This approach
allows researchers to draw from a naturalistic perspective
and to examine a phenomenon in its natural state.*’

Theoretical Framework

This study utilized two conceptual models to inform the
interview question relating to the experiences and perspec-
tives of patients living with IBD. The first model, the
Health Belief Model, has been widely used in several
contexts for eliciting information on health behaviors rela-
tive to an individual’s attitudes and general behaviors.?! It
proposes that a person will accept or adopt a certain
behavior if they believe that this behavior will result in
either a positive consequence or help to prevent a negative

0ne.21

Secondly, we utilized Kleinman’s Explanatory
Models* to provide a framework for exploring the various
beliefs used to identify, understand, and react to a health

problem, specifically in patients living with IBD.

Data Collection and Analysis

A focus group method was used to capitalize on group
interactions and explore patients’ experiences in living
with IBD. A total of 5 sessions were led by a trained
nursing professor (S.K.) and facilitated by two members
of the research team (J.P.,, Y.F.). To minimize bias, the
researchers who were involved in gathering interview
data were not involved in the participants’ care. All mem-
bers involved in conducting the interviews were trained
and experienced in qualitative research design. A semi—
structured interview guide was used. Available literature at
the time of the study was used to inform key areas of
questioning which also addressed our research question.
The interview guide was modified across the focus groups
to better capture patients’ experiences. The following were
standard questions for all interviews:
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1. What has it been like for you to have IBD?

2. Sometimes, having IBD can affect an individual
emotionally. How does it affect you?

3. What are some financial problems you have experi-
enced since your diagnosis?

The duration of the interviews ranged from 60-90
minutes. Interviews were audiotaped, transcribed verba-
in NVivol0 QRS
International Qualitative Data Management Software.>

tim, and coded for analysis
Data were coded independently by two members of the
research team (J.P., Y.F.), and analysed using qualitative
descriptive design with thematic content analysis. Regular
meetings were conducted among the investigatory team
throughout the analysis phase to review progress itera-
tively and to ensure non-biased interpretation of the data.
In instances of disparity, a consensus was reached through
collaborative analysis with four investigators (J.P., Y.F., U.
C., S.K.). All members involved in analyzing the interview
data were trained and experienced in qualitative research
design. Changes were made to the interview guide and
codebook to reflect emerging themes throughout the ana-
lysis phase. Memoing was performed during each inter-
view and throughout the coding phase to establish unique
codes and emerging themes. Upon conclusion of each
session, recycling interpretation®* was performed, whereby
participants were asked to review a two-page summary of
key findings and provide comments relating to the accu-
racy of the investigators’ interpretations of the interview
data.

Demographic data were captured using standardized
questionnaires completed by patients on iPads (Apple,
Cupertino, CA USA) using LimeSurvey online survey
application.”> Demographic data were studied using
descriptive analysis and analyzed in SPSS.%

Results

A total of 17 patients ages 25 to 77 (mean 43 years, SD 17
years) were interviewed (Table 1). The mean disease dura-
tion was 15 years (SD 8 years). 15 patients were diagnosed
with CD and 2 with UC (8 female, 9 male). Most patients
(n=15) were on biologics (infliximab, adalimumab), alone
(59%) or in combination with other therapies (29%). The
most common occupation status was currently employed,
constituting less than half of the patient population (41%).
The second and third most common occupation statuses
included retirement (24%) and disability (18%). More than

Table | Participant Demographics

Gender M 9
F 8
Mean age; mean years (SD) 43 (17)
Diagnosis CD 88%
uc 12%
Disease duration; mean years (SD) 15 (8)
Employment status Employed 41%
Retired 24%
Housework 12%
Seeking work 6%
Disability 18%
Current income <$20,000 41.2%
$20,000-$50,000 29.4%
>$50,000 29.4%
Medications Biologics total 88%
Biologics alone 59%
Biologics + Imuran/Methotrexate 29%
Azathioprine + 5ASA 6%
Azathioprine alone 6%
Comorbidities Ankylosing spondylitis 18%
Rheumatoid arthritis 6%
Osteopenia 12%
Arthralgia 18%
Psoriasis 6%
Renal Complications 18%
Depression 24%

a third of the patients (41%) had an annual household
income of less than $20,000.

Participants identified 18 subthemes which were categor-
ized into 4 broader themes: awareness factor, psychosocial

impacts, financial burden, and quality of care (Table 2).

Awareness Factor

The awareness factor was cited by participants as “the
biggest hurdle” in living with IBD. This encompassed
eliciting empathy and understanding from family mem-
bers, teachers, and employers. Several participants
reported that their family members could not appreciate
the extent of their physical pain and fatigue during disease
flares. This lack of understanding was cited as an impor-
tant source of contention within families.

Arranging special accommodations with school and
work for frequent restroom access and clinic appointments
were also an important source of difficulty. Those who
were diagnosed in pediatric ages described challenges in

obtaining permission to access restrooms during teaching
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Table 2 Emerging Themes from Interviews

Theme Subtheme Example Quotes
Awareness Poor empathy from family “A lot of people just do not get it. Like my brother, being a paramedic, you think he would understand fully, but
Factor members no. He’s so used to being healthy.”

“That’s been the biggest hurdle: it’s just the awareness factor.”

Challenges in school

“They kicked me out of school for like three days for just getting up and leaving [to use the washroom].”

“I had to struggle initially in high school with people not understanding ... That you have all of this going on
because maybe you look fine.”

“I was having a bad flare and luckily one of the professor’s daughter had just been diagnosed with Irritable Bowel
Syndrome, and so he knew there was a scale and whatever his daughter was experiencing was so horrific and
that clearly what | was going through was a little worse than that. He understood and basically forced other

professors to let me use the bathroom. It seems like a simple request, but it was actually very stressful.”

Stigma in the workplace

“There’s no understanding of having to leave for medical appointments ... | would have to cancel them and have
them by phone on my lunch hour”
“I feel like they will hold [my diagnosis] against me because it is not cheap to have me as an employee if that is

part of your benefits package.”

Psychosocial

Impacts

Controls your life

“It's a whole diet change, whole life change.”

“It dictates your life.”

“When you do not feel well and it’s several days that you are not feeling well, you wonder if it is ever going to end.”
“The lack of control ... [You] get to a point where you feel better and then something else will come out of the disease
... It can be very exhausting and stressful.”

“Deep depression ... Powerlessness ... Because there is no cure.”

Incontinence and shame

“Just once before | leave this world | would like to go to any kind of function and just sit down and not say,
'Where’s the bathroom?"”
*“My husband has only known me with that in mind and it becomes half OCD ... You go to the washroom like five

times before you go anywhere, just in case. Then five minutes later you are in the car and you have an accident.”

Social isolation

“Family life, | do not get invited to a lot of things ... You feel excluded.”

Need for emotional support

“[H]aving good support at home helps a lot too. Somebody who understands not every day is going to be a good
day. You are going to have some bad days. When it was just myself, before | got with my current wife, it was hard
because when you have those down days and there is nobody there to help you, you wonder if it ever is going to

end, and then all it does is manifest the disease even more.”

Negative perception of self and

poor self-confidence

“I think the toughest times were when | was in hospitals and got handcuffed in surgeries. They had to remove my
large intestine and | had a temporary ileostomy for a year. | think that was the most emotional time for me ...

Even just being on the beach with the scars, | used to hate it, | used to wear T-shirts.”

Psychological burden

“It does cost you other things in the long run and | guess it’s not just money.”

Financial

Burden

Frustration with healthcare

coverage

“Coupled through this whole experience have been feelings of anger and frustration with the health care system
... Feelings of why this is happening to you ... Having to miss work and then benefits ... The very limited amount

of support there is for people.”

Burden to family

“l was completely covered under my mom’s benefits for medications ... | turned 25 and | was on [biologics] and
those injections are $800 every week. Then we went every two weeks, but still that adds up to quite a bit. Then |
had just finished my Master’s and | am only working part-time, my dad is retired, my mom is in her fifties. It [was]
still a financial strain and | felt really bad putting that on them.”

“I think it was like $22,000 for six shots. That’s almost 6 weeks for me. And my boyfriend, his health coverage
would not even cover that for my entire life! We have to live separate lives. We cannot live together and raise

our children because | am on disability right now because they are the ones that are helping me financially.”

Poor flexibility with employment

“I have taken a special teaching position where | work with students like myself ... That works for my lifestyle too

... [But] it does not pay me enough, so that’s my issue. | cannot get a job that’s enough financially for me.”

Career sacrifices

“[CD] interrupted my career ... | would have had a bigger pension if | could have worked longer.”
“There [are] so many jobs even in my [engineering] field that | know | could not do. | cannot be on site where a

bathroom is two kilometers down the road.”

(Continued)
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Table 2 (Continued).

Theme Subtheme Example Quotes
Quality of Misdiagnoses “[W]hen | got diagnosed ... they thought | had ... diverticulitis. Fever went on for a month, | could not get
Care better”

“When | was in high school and missing grade nine, my parents were taking me to psychiatrists because | had a
stomach ache all the time.”

“Growing up as a child, | always had problems with gas and bloating but | never knew what it was ... After | had
my daughter | ended up having diarrhea and vomiting and | could not figure out what was wrong ... | went to the
doctor three times and they just told me nothing is wrong with me, until | finally ended up in a hospital.”
“[Wihen | finally did get diagnosed it explained my life ... Why | missed most of grade nine ... Why | was in so

e 1

much pain ... They kept telling me it was morning sickness. It was not, it was Crohn’s.

Accused of attention-seeking

behaviour

“First, the doctors thought | was the middle child trying to get attention. The teacher made me apologize for

lying about my stomach aches in front of the class.”

Trust in healthcare providers

“[1] used to go to the pediatric clinic and then they switched to another doctor ... and the relationship was not
there. Particularly because | was so sick and back and forth and it was not someone | really wanted to talk to, or

that cared at that point.”

Poor experiences with prior

“When | was fourteen, | was in the pediatric unit and the doctor’s name —who | forget and it’s probably a good

treatments

thing—prescribed me laxatives for Crohn’s disease.”

Importance of self-advocacy

“I cc the reports to a long list of doctors. But if you do not do that, then it somehow gets lost ... | have to
actually be aware to advocate for myself.”

“That’s been my biggest issue. If you cannot advocate for yourself then nothing gets done.”

sessions which caused considerable stress with attending
school. In the workplace, several participants described
difficulties with employers granting sick days for the pur-
poses of attending clinic appointments. Thus, some parti-
cipants reported resorting to telephone follow-up
appointments during work hours.

Finally, several participants described a fear of disclosing
their valuable contributions to community support programs
for IBD in job interviews. This was attributed to concerns for
raising suspicions of their diagnosis. Most participants felt
strongly against disclosing their diagnosis to potential employ-
ers as they felt this could negatively impact their ability to be

hired due to the cost burden on employee benefits.

Psychosocial Impacts

Psychosocial impacts were the second challenge and
referred to feelings of being controlled by the disease,
incontinence and shame, social isolation, need for emo-
tional support, poor self-esteem, and the overall psycholo-
gical burden of the disease.

Psychosocial impacts were often associated with the inabil-
ity to travel and attend social events due to a fear of incon-
tinence and subsequent embarrassment. Physical pain and
persistent fatigue were also cited as important barriers to
engaging in social activities. These led to feelings of

1)

“powerlessness,” “deep depression,” and alienation from
family and friends.

Negative perceptions of self and poor confidence were
expressed by most participants. Teenage years were a
particularly challenging time as several participants
reported developing insecurities from surgical scars and
ostomies. These insecurities manifested in the form of
avoiding beaches and covering up with clothing.

Emotional supports in the form of family, friends, and
intimate partners were endorsed as important factors in mana-
ging the overall psychosocial impacts of the disease.
Participants who were diagnosed in childhood reported feeling
better supported in pediatric clinics due to increased access to
social workers and child support workers. Furthermore, most
participants reported benefits in participating in community
support groups for IBD. However, concerns were raised
regarding insufficient access to such resources for adult
patients. These personal and community supports were found
to be particularly important during initial diagnosis and disease
flares.

Financial Burden

Financial burden was the third theme and included frustra-
tion with healthcare coverage, guilt associated with costly
treatments, poor schedule flexibility with employment, and
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career sacrifices. The inability to hold fulltime employ-
ment, early retirement, and out of pocket expenses gave
rise to financial strain. Subsequent strain on marriage and
family life were also reported. Participants commonly
expressed guilt with their diagnosis and viewed them-
selves as financial burdens for their families.

Participants also described considerable challenges
with pursuing appropriate career paths which met the
unique needs of managing their disease. Several partici-
pants felt restricted by the limited employment options
available which would enable flexible scheduling for clinic
appointments and ease of access to restrooms. For most
participants, such employment options were part-time and
low income. This profoundly affected career choices and
instilled feelings of regret due to the inability to actualize
preferred career paths.

Feelings of frustration towards the high cost of health-
care and pharmacotherapy were common. For some, the
cost of medication came at the expense of living separately
from their intimate partners in order to qualify for cover-
age. Moreover, finding and maintaining fulltime employ-
ment with benefits became increasingly difficult with age,
long duration of disease, and development of multiple
IBD-related comorbidities. Some participants described
being forced into early retirement with smaller pensions
due to the inability to cope with disease activity, which
further increased the financial strain.

Quality of Care

Quality of care was the fourth theme and referred to
misdiagnoses, accusations of attention-seeking behaviour,
trust in healthcare providers, poor experiences with prior
treatments, and the importance of self-advocacy.

A common problem for participants was a long dura-
tion from the onset of symptoms to receiving the correct
diagnosis. These delays were attributed to accusations of
attention-seeking behaviour and poor acknowledgement of
symptoms by family members and providers during the
initial disease presentation. Most participants reported
frustration with frequent initial misdiagnoses and delays
in initiating treatment. These experiences instilled feelings
of isolation from family, mistrust in providers, and the
belief that patients must advocate for themselves in order
to receive adequate treatment.

Upon receiving their diagnoses, participants unani-
mously expressed a sense of relief for having an explana-
tion for their symptoms. Nevertheless, participants felt that
most of their challenges in interpersonal relationships

stemmed from a lack of understanding among providers
and the general public for the difficulties imposed by this
chronic condition. Thus, participants continued to be bur-
dened by the ongoing need to self-advocate.

Discussion

The aim of this qualitative study was to explore the impact
of IBD on various facets of patients’ lives. The open-
ended nature of focus group interviews promoted explora-

tion of opinions and attitudes?’-**

relating to the challenges
imposed on daily living throughout different stages of life.
The greatest challenge in living with IBD was cited by
participants as the “awareness factor.” This pertained to a
poor understanding of the special needs required by IBD
patients. Patients described feelings of “powerlessness,”
“deep depression,” shame, and alienation from family
and friends. The importance of strong interpersonal sup-
ports in managing the psychosocial impacts of the disease
were positively endorsed. Feelings of frustration with the
financial strain imparted by the disease were common.
Finally, participants emphasized the burden and impor-
tance of lifelong self-advocacy to ensure satisfactory
patient care.

In line with our findings, IBD has been shown to affect
patients financially, emotionally, and psychologically.?’
The chronic course of the disease imposes difficulties on
finding flexible employment, earning livable wages, and
obtaining healthcare benefits. Notably, more than a third of
the participants in this study had an annual household
income of less than $20,000 which was below the poverty
line for a three-person household in 2014.>° An association
between financial and work-related stress and increased
frequency and severity of IBD relapses has previously
been reported.®’ Thus, patients are often affected by the
inability to achieve financial independence.

Previously reported challenges and concerns in living
with IBD include fear of treatment side-effects, lack of
control over the condition, fear of incontinence, fatigue,
low self-esteem, unsatisfactory translation of information
between healthcare professionals and patients, poor public
knowledge, and fear of stigma.*>** These findings reflect
our own. These lifelong challenges contribute to poorer
outcomes, including increased anxiety and depression.>*
Thus, increasing IBD awareness and improving educa-
tional resources for patients, families, and the general
public are clearly needed.

An important suggestion brought forth by our partici-
pants was the need to implement more extensive support
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systems for adults living with IBD. A recent meta-analysis
emphasized the current gap in research for assessing
patients’ perceptions of the degree of support they receive
from healthcare professionals.’® These findings are parti-
cularly relevant as physician-patient relational empathy
has been shown to correlate with patient anxiety, sleep
quality, and inflammatory markers.*® Thus, more research
is warranted to determine IBD patients’ perceived levels of
support from medical staff and the resulting influence on
disease outcomes. This may be particularly relevant in the
adult IBD population, as access to social workers and child
support workers dwindles upon transitioning from pedia-
tric to adult clinics. Community-based support groups are
also useful in alleviating distress associated with initial
diagnosis, providing advice on coping strategies, and pro-
moting overall psychosocial benefits through social activ-
ities in the form of fundraisers which may provide patients
with a sense of purpose.®” Thus, greater emphasis should
be placed on promoting patient engagement in support
groups and increasing referrals to counsellors as an inte-
gral component of the multidisciplinary model of IBD
care.

Recent research supported patient interest in pursuing
psychotherapy, but cited high out-of-pocket expenses, lack
of referral to mental health services by providers, and
inadequate familiarity with IBD among therapists as
important barriers to such interventions.'® Interestingly,
patients of lower socioeconomic standing appear to be
more likely to positively endorse psychotherapy.'® This
may also reflect our participants’ favorable perception of
psychotherapy as more than a third of our patients had an
annual income of less than $20,000. Together, these find-
ings may highlight an increased need for counselling ser-
vices in a subset of patients with a lower annual income.

In response to the concerns raised by our participants,
we provide the following suggestions according to their
respective themes:

1. Awareness Factor: Promoting family-based counsel-
ling and IBD education may be particularly impor-
tant at the time of initial diagnosis. These should
include family education, written manuals, and
visual materials translated into common languages.
This education-based approach may reduce distress
associated with the disease, prepare patients and
families for unexpected flares in the future, and
impart patients with a better knowledge of symp-
toms to promote early intervention. It may alleviate

patients’ anxieties with treatment options, promote

active patient engagement in developing a treatment

plan, and explore healthcare coverage options

through work benefits and government assistance

programs. Such endeavors may also increase
families’ awareness of the condition and decrease
the associated stigma and fear of discrimination
among patients.

2. Psychological Impacts: Individualized psychothera-
peutic interventions may be improved by increasing
familiarity among therapists of the unique needs of
IBD patients. Therapy sessions should strive to
explore individual patient challenges in school, the
workplace, and personal life. Interventions may
include arranging special accommodations in the
form of written letters or direct communication
with teachers and employers of affected patients.
Establishing enduring coping skills would also be
an important component. Finally, providers would
need to incorporate referrals to such services as a
standard component of IBD care.

3. Financial Burden: Increasing public awareness of
the disease through various support groups and
community fundraisers may reduce stigma asso-
ciated with the disease, provide financial resources
to subsidize costly treatments, and reduce patients’
feelings of guilt associated with financial strain.
Education and awareness initiatives may also be
addressed to employers, insurance companies, and
ministries of health.

4. Quality of Care: Improving interactions between
patients and healthcare providers may be achieved
through increasing awareness and education among
physicians, nurses, and allied health professionals.
The importance of patient support systems should
be emphasized at all levels of patient care.

Limitations to this study included a small sample size
compared to previous qualitative IBD studies as we were
limited by the number of patients enrolled in the larger
trial. Nevertheless, we were able to achieve data saturation
for the themes reported in this manuscript.>® Our study
population was disproportionately more affected by CD
than UC. Thus, we were unable to make inferences based
on disease phenotype. Finally, while focus groups are the
preferred interview design for facilitating in-depth
exploration of particular phenomena, generating group

debate, and ensuring accurate interpretation of data
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through group feedback, they are not suitable formats for
performing statistical analyses or generating frequencies of
emerging subthemes.?® Thus, we were unable to organize
our themes according to frequency of participant citation.
However, the goal of this study was not to achieve con-
sensus but rather diversity of patient perspectives and
experiences.

Strengths included purposeful sampling of our study
population which ensured an equal sex distribution, a
broad range of ages, a long duration of diagnosis, various
employment statuses, and multiple comorbidities. Despite
more than a third of our participants having less than
$20,000 annual income, other income brackets were also
represented. Thus, our findings are unlikely to be biased
by particular socio-cultural circumstances or influenced by
gender-based constraints.

The challenges associated with living with IBD
reported herein underscore the need for increasing patient
supports. Improvements should be made to increase edu-
cational resources for patients and their families in order to
facilitate the implementation of suitable lifestyle adjust-
ments and to provide appropriate supports. Healthcare
providers must strive to incorporate methods of effectively
addressing the restraints imposed by the disease with
school boards and employers by seeking flexibility from
such institutions as necessitated by flares and follow-up
appointments. Family-based education approaches, indivi-
dualized psychotherapy, education and awareness initia-
tives addressed to the aforementioned stakeholders, and
expansion of community support groups are required for
improving overall IBD care.

Conclusion

This study informs the multifaceted impact of IBD on
daily living. Several themes were common among our
patients irrespective of age, gender, or other demographic
differences. Main challenges were associated with a lack
of public awareness of the disease, psychosocial impacts
in the form of social isolation and shame, financial burdens
and career sacrifices, and room for improving the quality
of IBD care. With the identification of these burdens, more
focused interventions may be implemented to improve
patient quality of life and overall IBD management.
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