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Background: Canada has the highest global age-adjusted incidence and prevalence rates of inflammatory bowel disease (IBD). Due to IBD pa-
tient volumes and limited resources, challenges to timely access to specialty care have emerged. To address this gap, the aim of this paper was
to understand the experiences and perspectives of persons living with IBD with a focus on accessing health care.

Methods: Using a qualitative descriptive approach, patients diagnosed with IBD (>18 years of age) were purposively sampled from rural and
urban gastroenterology clinics and communities across Canada. Co-facilitated by a researcher and patient research partner, 14 focus groups
were recorded, transcribed, and coded for themes. Thematic analysis was used to ascertain the congruence or discordance of IBD specialty
care access experiences.

Results: A total of 63 individuals participated in the study. The majority of participants were female (41/63, 65%) and from urban/suburban re-
gions (33/63, 52%), with a mean age of 48.39 (range 16-77 years). The analysis generated three main themes: (1) need for patient to be partner,
(2) adapting IBD care access to individual context, and (3) patient-defined care priorities should guide access to IBD care.

Conclusions: The complexity of specialty care access for IBD patients cannot be underestimated. It is vital to possess a robust understanding
of healthcare system structures, processes, and the impact of these factors on accessing care. Using a patient-centered exploration of barriers
and facilitators, IBD specialty care access in Canada can be better understood and improved on provincial and national levels.

Lay Summary

Canada has more people living with inflammatory bowel disease (IBD) than anywhere in the world. Patients feel that their journey is harder
when first diagnosed. Timely, appropriate, shared, “whole person” care with a team that provides quality education is most valued by patients.
Key Words: inflammatory bowel disease, access to care, patient-oriented research, patient engagement, barriers

Abbreviations: CCC, Crohns & Colitis Canada; CD, Crohns disease; IBD, inflammatory bowel disease; NS, Nova Scotia; UC, ulcerative colitis

Introduction interactions leading to a high patient, familial, and societal
burden.>1°

Canada has the highest observed IBD prevalence rates in
the world.® Due to compounding prevalence, the rates of IBD
are expected to increase by 2.39% per year over the next
decade. By 20235, close to 1 in 100 Canadians of all ages will
have IBD with direct healthcare costs expected to increase

The complexity of treating and managing chronic medical
conditions like inflammatory bowel disease (IBD) is an area of
concern for patients and healthcare providers.'* Despite the
rise in the need for specialty care services, limited resources,
and system-level challenges persist. Given the chronic na-
ture of IBD, many individuals face a lifetime of health system
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exponentially. Rising prevalence rates and costs will continue
to strain an overburdened system, further exacerbating health
system access barriers.

Delays in accessing IBD care can have profound effects
on quality of life, disease prognosis, and psychosocial
wellbeing.!>!> Both patient-centered, as well as health
system factors, must be considered when conceptualizing
access to care.'® Prompt access to care has been associated
with reductions in diagnostic delays, fewer disease-related
complications, and expedited access to therapies and IBD
monitoring.'»121% 18 Providing timely, coordinated access to
care has the potential to improve health outcomes and may
yield cost savings.!®-2!

Disjointed healthcare delivery systems can lead to
deficiencies in care quality for chronic diseases like IBD.??
There is limited research on IBD healthcare access using a
person-centered framework that acknowledges the complex
nature of access.”> Previous publications in this area have
demonstrated significant gaps in care for IBD patients in
Canada.** A recent study reported that 70% of patients re-
ported relying on emergency department services and walk-in
clinics for treatment and management of their IBD. Wait times
and limited resources were identified as the largest access
barriers to receiving IBD care.? To gain a comprehensive per-
spective of the patient experience of accessing IBD specialty
care in Canada, the aim of this paper was to use a patient-
centered framework for access to care to better understand
the experiences and perceptions of persons living with IBD,
and their caregivers, relating to accessing specialist health-
care for IBD. The objectives of this study were to (1) gain
an in-depth understanding of the patient perceived IBD care
access barriers and (2) assess the impact that access barriers
have on the physical and emotional wellbeing of persons
living with IBD.

Methods

An exploratory, qualitative descriptive design was
used.?*?” Given limited research in this area, an explora-
tory design was most appropriate to gather insights from
participants.?¢28

Setting, Sample and Recruitment

Research ethics approval was obtained prior to recruit-
ment and data collection. Participants were recruited using
purposive sampling between September 2018 to December
2018. Adults Canadians with IBD (aged 18 years or older)
were recruited from gastroenterology clinics during rou-
tine clinical care and communities, through advertising in
collaboration with Crohn’s and Colitis Canada (CCC), and
through national social media campaigns directed at CCC
national membership. Patient participants received support
(logistical and financial support for travel) to participate in
planning activities and meetings. Patient participants were
encouraged to have caregivers attend during data collec-
tion, as they were often present during clinical visits. This
method was responsive to the experiences of IBD patients
who may have been diagnosed in the pediatric system and
was as a result not fully autonomous in their care and ac-
cess journey before transitioning to the adult healthcare
system.

Access to IBD Care

Data Collection

Participant data were generated via focus groups to en-
courage interaction between participants in order to explore
in depth their thoughts, attitudes, and experiences in relation
to accessing healthcare for IBD.?*3° All study materials were
co-designed with patient research partners, physicians, and
academic researchers. The development of the focus group
script was guided by existing literature on IBD access and
was an iterative process. Grounded in the research objectives,
the focus group questions and prompts were guided by the
Levesque framework (Appendix C). Focus groups were
conducted and co-facilitated by a researcher (initials redacted
for blinded manuscript review) and patient research partner
(initials redacted for blinded manuscript review). Five to
seven participants attended each focus group that allowed for
a range of perspectives to be heard and for participants to re-
spond to other group members’ thoughts and experiences.?!
To ensure geographic representation, focus groups were
held in both rural and urban regions in Nova Scotia, New
Brunswick, Quebec, Ontario, Manitoba, Saskatchewan, and
British Columbia.

Data Analysis

All focus groups were audio recorded and transcribed ver-
batim, deidentified and transcripts double-checked for accu-
racy and completeness. Coding and analysis were completed
using Quirkos software (Version 2.3.1,2020). The data were
examined using inductive thematic analysis.?’ Transcripts
were re-read leading to the development of codes, categories,
and themes creating a coding framework. A complete list of
themes reflecting the experiences of focus group participants
was developed.’? Data analysis was reviewed by two other
members of the research team (initials redacted for blinded
manuscript review), and patterns and themes were discussed
collaboratively. The Levesque framework of patient-
centered access to care!® was applied after themes were
identified. The Levesque framework helps to reconceptualize
access through both a patient-centered and health system
lens by examining access from five patient-centered
domains: Approachability, Acceptability, Availability and
Accommodation, Affordability, and Appropriateness (see
Figure 1) (Appendix A). The framework also presents corre-
sponding patient and community “abilities” for each domain
of access. The patient and community domain suggests that
these abilities should be present when each of the domains
of access has been addressed. We do not focus on the patient
and community abilities in this article; however, they may
a useful reference for service providers to assess improved
accessibility of care.

Ethical Considerations
Ethics approval was obtained for each clinic recruitment site.

Results

About 63 participants responded and consented to participa-
tion in one of 14 focus groups across 8 Canadian provinces
(Nova Scotia, New Brunswick, Quebec, Ontario, Manitoba,
Saskatchewan, Alberta, and British Columbia), as summarized
in Table 1. Three main themes were identified: (1) patient as
partner; (2) adapting IBD care to context; and (3) patient-
defined IBD care priorities (Figure 2). Under each of the main
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Figure 1. Levesque access framework.

Table 1. Participant demographics

Health care
reaching

utilisation
*Primary access
sSecondary access

consequences
*Economic
sSatisfaction
*Health

Province Participants Gender Mean age Ethnicity Rurality
Nova Scotia Patients: 3/4 (75%) Male: 3/4 (75%) 44.67 years White: 3/4 (75%) Urban: 3/4 (75%)
Caregivers: 1/4 (25%) Female: 1/4 (25%) (range 36-56 years) Middle Eastern: 1/4 (25%) Rural: 1/4 (25%)
New Brunswick  Patients: 4/4 (100%) Male: 1/4 (25%) 37.75 years White: 4/4 (100%) Urban: 0/4 (0%)
Female: 3/4 (75%) (range 24-55 years) Rural: 4/4 (100%)
Quebec Patients: 6/6 (100%) Male: 3/6 (50%) 50.67 years White: 3/6 (50%) Urban: 4/6 (67%)
Female: 3/6 (50%) (range 28-67 years) Undisclosed: 3/6 (50%) Rural: 2/6 (33%)
Ontario Patients: 15/15 (100%)  Male: 5/15 (33%) 46.27 years White: 13/15 (87%) Urban: 12/15 (80%)
Female: 10/15 (67%) (range 23-67 years) Undisclosed: 2/15 (13%) Rural: 3/15 (20%)
Manitoba Patients: 4/4 (100%) Male: 3/4 (75%) 46.00 years White: 3/4 (75%) Urban: 3/4 (75%)
Female: 1/4 (25%) (range 35-66 years) Undisclosed: 1/4 (25%) Rural 1/4 (25%)
Saskatchewan Patients: 5/5 (100%) Male: 1/5 (20%) 42.33 years White: 5/5 (100%) Urban: 5/5 (100%)
Female: 4/5 (80%) (range 30-61 years) Rural: 0/0 (0%)
Alberta Patients: 1/1 (100%) Male: 0/1 (0%) 49.00 years White: 1/1 (100%) Urban: 1/1 (100%)
Female: 1/1 (100% (range NA) Rural: 0/1 (0%)
British Columbia  Patients: 22/24 (92%)  Male: 6/24 (25%) 54.14 years White: 21/24 (87.5%) Urban: 5/24 (21%)

TOTAL

Caregivers: 2/24 (8%)

Female: 16/24 (67 %)

Undisclosed: 2/24 (8%)

Male: 22/63 (35%)
Female: 39/63 (62%)

Undisclosed: 2/63 (3%)

(range 29-77 years) Aboriginal: 3/24 (12.5%) Rural: 19/24 (79%)
White: 53/63 (84.1%)
Middle Eastern: 1/63 (1.6%)
Aboriginal: 3/63 (4.8%)

Undisclosed: 6/63 (9.5%)

Urban: 33/63(52%)
Rural: 30/63 (48%)

49 years
(range 23-77 years)

themes, multiple subthemes were identified to further contex-
tualize patient-identified access domains (Figure 2 and Tables
2 and 3). Many of the subthemes were related to multiple

domains of access from the Levesque et al. framework; there-
fore, instead of organizing the findings by the domains, we
have classified the subthemes by domain in Table 2 and have
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Figure 2. Thematic analysis from the IBD access focus groups (N = 63).

Table 2. Project subthemes and Levesque framework domains.

Subthemes Levesque health services domain Levesque patient and community domains
2A. Diagnostic Journey Approachability Ability to perceive
2D. Psychosocial Support Includes: Transparency Includes: Health Literacy
3B. Disease education Outreach Health beliefs
Information Trust and Expectations
Screening
1B. Autonomy & Power Acceptability Ability to seek

Dynamics

2A. Diagnostic Journey
2D. Psychosocial Support
2E. Coping Strategies

2F. “Right Care” by
“Right Person”

3B. Discase education

2A. Diagnostic Journey
2C. Comorbidities
2D. Psychosocial Support

2A. Diagnostic Journey
2D. Psychosocial Support
2F. “Right care” by
“right person”

3C. Trial and error

1A. Lived Experience
2A. Diagnostic Journey
2D. Psychosocial Support
2F. “Right Care” by
“Right Person”

3A. Medical Information
Management

3B. Disease education
3C. Trial and error

Includes: Professional values
Norms
Culture
Gender

Availability & Accommodation
Includes: Geographic

location

Accommodation

Hours of Opening
Appointments

Mechanisms

Affordability
Includes: Direct Costs
Indirect Costs
Opportunity Costs

Appropriateness
Includes: Technical and
Interpersonal

quality

Adequacy
Coordination and
continuity

Includes: Personal and social
values

Culture

Gender

Autonomy

Ability to reach
Includes: Living environments
Transport

Mobility

Social support

Ability to pay

Includes: Income

Assets

Social capital

Health insurance
Ability to engage
Includes: Empowerment
Information

Adberence

Caregiver support
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Table 3. Quotes for themes and subthemes.

a: Quotes for themes and subthemes

Theme 1: Patient

as Partner

Lived Experience

...because I was younger and also female, I was just like talked
down to a lot. (Ottawa, Ontario)

This gastroenterologist [...] said yeah I know it’s not typical to see
IBD in this area but [...] at that point in time there was only three
black males in the world that had Crohn’s and they all lived in Hali-

fax. (Halifax, Nova Scotia).

... after some really bad experiences a doctor said to me, “don’t
come here”. We don’t know IBD ... go directly to [hospital name]
... the first thing I learned was go to the hospital that is not neces-
sarily the closest to you but the one that really knows about IBD,
and the second one, if the nurse gives you her extension number,
you keep it close to your heart. (Montreal, Quebec).

b: Quotes for themes and subthemes.

Theme 2:
Adapting IBD
Care to Context

Diagnostic Journey

[In] 2011, [my condition]
was dismissed as IBS and
it was not until 2015 un-

til it [IBD] was diagnosed.

(Halifax, Nova Scotia).

Psychosocial Support

I just couldn’t stop crying
and at some point I told
my mom, “I think I have
to go see a shrink” and
she was shocked and then
she said “well, I guess if
you have to” and it was
the best thing I could
have ever done because

it helped a lot. It did not
ease my symptoms, but it
eased the way I lived with
my disease. (Montreal,

Quebec).

¢: Quotes for themes and subthemes.

Theme 3:
Patient-Defined
IBD Care
Priorities

Medical Information
Management

Keeping record of all
your symptoms and
medications, timelines,
doctors, pictures ...
have so many records on
my computer [...] you’re
going to have to access so
many dates and records.
(Vancouver, British Co-
lumbia).

Living with IBD

I think it is more about the day-to-day
stuff. Understanding that you are still
having to go to work or you are still
having to try to get to work on time
even though you have got things to
deal with in the washroom, like fifteen
times, before you leave the house ...
(Barrie, Ontario).

Coping Strategies

I have [IBD], fine I can deal with this.

I just force myself and do more and

try to play with it and turn the neg-
ative feeling into positive actions but
sometimes you’re broken, and you are
exhausted from being exhausted and
feeling pain [...] even though it is like
being in a dark room sometimes, again
I always also think that it could be
worse. (Halifax, Nova Scotia).

I have since met some people [who]
have since gotten the disease which is
weird and so that is useful just to know
“Yeah, this works” or “This doesn’t
work” or “You’re in misery” and so

am I that’s just wonderful like. That
you are not the only one trying to go to
work with this, right? (Barrie, Ontario).

Disease Education

I was diagnosed and left on my own,
like “Good luck and take your pills
and you’ll get better”. I don’t have any
education on what Crohn’s is, what’s
available. I just wish there was a little
more. (Ottawa, Ontario).

I was diagnosed and left on my own,
like “Good luck and take your pills
and you’ll get better”. I don’t have any
education on what Crohn’s is, what’s
available. I just wish there was a little
more. (Ottawa, Ontario).

Autonomy and Power
Dynamics

It [the transition] was
rude and abrupt, it was
hard on everybody... You
don’t want to say any-
thing. Your biggest fear

is upsetting somebody

in the medical system so
you worry that you won’t
get the care that you are
entitled to. (Vancouver,
British Columbia).

Changing Expectations

I think that my expec-
tations changed. I think
that my gastroenterolo-
gist has done a spectac-
ular job in following my
progress and ... when |
think ’'m doing well, he’s
the guy who usually says,
“You’re way too optimis-
tic” ... your inflamma-
tory markers are still way
too high, so we are going
to try something else.
(Ottawa, Ontario)
“Right Care” by ‘Right
Person’

Another key thing is the
doctor. ... One thing
about [doctor’s name]

... he talks to you, he
examines you, he lays

on hands, very impor-
tant that he touches you,
examines you. He just
does not talk to you so
he’s really, really special.
It is very important and
a lot of [doctors] do

not get that. (Montreal,
Quebec).

Trial and Error

Advocacy and Support

“We were bullied [in the
hospital], and I had to get
[the healthcare providers]
to understand that you may
have some rules, but some-
times if a patient needs e-
motional care from another
person, whether it’s her
mother or not, it is none

of their damn business...
[practitioner] Kicked me
out ... because she is quiet
and does not know how to
advocate for herself. (Van-
couver, British Columbia).

Comorbidities

... not just intestinal
symptoms but ... I had
joint pains. I had nodules
on my legs, so I had ery-
thema nodosum ... which
I’ve never had since,

but just kind of strange
symptoms on top of the
intestinal symptoms and
being so sick for so long
and losing such a huge
amount of weight (Winni-
peg, Manitoba).

I guess the repetition [...] I'd get sick and then I’d go
back and there’s drugs and I get better and then I get
sick and then 'm on drugs or different drugs and get
better. For me it was every year. (Barrie, Ontario).




referenced the domains throughout our presentation of the
findings.

Theme 1. Patient as Partner

The most prevalent theme across Canada was patient as
partner. This theme was a significant component of each of
the 14 focus groups. Patients consistently expressed a desire
to be seen as a significant partner and stakeholder in their
IBD treatment and management and spoke about the need for
healthcare teams to recognize their lived experience as a form
of expertise that should be considered in clinical decisions
that will ultimately influence healthcare access.

The Role of Lived Experience in Accessing and
Navigating Access to Healthcare

Participants recognized that giving voice to IBD patients’ lived
experiences meant that sometimes a patient’s views would
be in contrast to that of the clinician. In some instances,
participants stated that clinicians did not take the time or did
not seem interested in addressing issues beyond the medical
management of the disease. A common narrative from focus
group participants was that decisions were made “for them”
rather than “with them” often leading to tension. Focus group
discussions also highlighted race and ethnicity as important
considerations. In one focus group, a participant from the
Middle East observed that some clinicians felt that IBD was
limited to certain ethnic groups and that clinicians may be
less likely to suspect IBD in a nonwhite person. This subtheme
highlights the importance of appropriateness, as per the
Levesque framework, in delivering patient-centered care.

With respect to lived experience and health system navi-
gation, individuals who had been diagnosed when they were
younger felt they gained more experience, expertise, and fa-
miliarity as they got older, as opposed to those who were
diagnosed later in life. These individuals also felt that because
of increased health system interactions, they made meaningful
connections with important stakeholders, such as doctors,
nurses, and allied health professionals in the health system
that they could rely on for access to care.

Autonomy and Power Dynamics Influence Access
to Care

The notion of patient as partner meant that IBD patients had
the same “power” and could be “autonomous”, but in actual
practice power imbalances shaped the relationships between
patients and clinicians. Patients lacked autonomy in many
ways, from being able to choose who to be referred to and
to who to ask for a second opinion. One context that was
discussed by participants was the transition from pediatric
to young adult to adult, and how this changed relationships
and shifted autonomy and power dynamics. This subtheme
highlights the impact of acceptability of care, as well as the
ability to seek when seeking access.

The Role of Advocacy and Support in Accessing
Care

Participants reported the importance of advocacy and sup-
port and ensuring their medical needs were being met when
seeking care for their IBD. Participants acknowledged not
always being physically or mentally capable of “speaking
on their own behalf” (ie, as a result of pain medications or
emotional distress as a result of acute illness). Caregivers

Access to IBD Care

recognizing the need to be an advocate was often triggered by
a negative experience or encounter. One participant described
her negative experience attending an outpatient clinic with
her daughter. The mother felt unable to advocate on her
daughter’s behalf due to the informal rules of the hospital not
allowing anyone else to attend the appointment.

Theme 2: Adapting IBD Care To Context

Despite having a diagnosis in common, patients reflected
on their unique access experiences and journeys from initial
symptom presentation to the present day. Under this theme,
six subthemes were identified.

Experience at Initial Diagnosis Influenced by
Access to Care

A major access hurdle participants reflected on during the
focus groups was the beginning of their diagnostic journey.
Differences in their experiences of receiving their IBD diag-
nosis were noted. Participants described in great detail their
diagnostic journey beginning when they knew “something
was wrong” to the time that they received a diagnosis. Getting
a definitive diagnosis was seen as especially challenging and
a time of great uncertainty and was influenced by the avail-
ability of and access to knowledgeable practitioners. Given
the expansiveness of one’s diagnostic journey, all domains of
access were relevant.

Experience Living with IBD Improves Healthcare
Access Strategies

Study participants had been living with IBD for varying
lengths of time. In some instances, the time before diagnosis
and after the diagnosis, made it difficult for individuals to
function with respect to their personal and professional
responsibilities, and this was an added stressor. Living with
and functioning with IBD, were seen as two different things.
While one could live with the disease, IBD still presented
unique challenges to daily functioning. Access to resources
that support individuals living with IBD was limited. The im-
pact of living with IBD on one’s ability to navigate and access
healthcare is often under-appreciated.

Comorbidities Complicate Access to Care

IBD patients are often faced with living with comorbidities
including extraintestinal manifestations of IBD in addition
to their IBD and require access to care for these conditions.
Patients reported concern for potential drug interactions
for treatment of co-morbid conditions, how co-morbid
conditions could impact their IBD, as well as the ability to
access care when relevant for these conditions. The presence
of comorbidities indicates the necessity of considering accom-
modation in the delivery of care to ensure that care is ac-
cessible for all patients. Availability is also important so that
those with complex conditions can receive quality care.

Need for Greater Access to Psychosocial Support

A consistent topic in each focus group involved the need for
psychosocial support. Patients who had access to psychoso-
cial support as part of their care team spoke of the invalu-
able nature of this care component to their overall physical,
psychological, and emotional wellbeing. When readily ac-
cessible, patients reported feeling like they did not have to
solely depend on their family and loved ones for this support.
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Some participants reported either not being aware of psy-
chosocial support services or being unable to access the serv-
ices due to long wait times or financial limitations. Patients
were often offered “general support” that was not tailored
to the needs of an IBD patient. This was seen as a disadvan-
tage for IBD patients who might have unique experiences and
issues that are inseparable from their chronic illness. Some
participants who did have experience with mental health care,
often treated as separate from IBD care, suggested that it was
suboptimal and that it should be integrated into IBD care to
improve accessibility and appropriateness. Emotional and
mental health challenges span a patient’s entire diagnostic
journey and, therefore, multiple domains of access. Targeting
all domains of access would be important to ensure that ac-
cess to psychosocial care is available for IBD patients, and to
limit the existence and impact of IBD-related stressors.

Patients Develop Coping Strategies to Access Care

A closely linked subtheme to psychosocial support is that
of coping strategies. Patients and their loved ones reported
needing to “toughen up” and be more assertive or de-
velop “tricks of the trade” when accessing care for their
IBD. Participants also spoke of the steep learning curve of
knowing “who to talk to” when they need to book an urgent
appointment with their specialist and, perhaps more impor-
tantly, “who not to talk to”. IBD patients were remarkably
adept at creating a unique roadmap for navigating a com-
plex system to access the care they needed. Participants also
discussed how helpful it is to meet other individuals who have
been diagnosed with IBD. IBD can be a stigmatizing and iso-
lating disease and the opportunity to connect with others can
be very beneficial. This subtheme speaks to ways in which
patients and their loved ones address barriers to care, par-
ticularly when care does not meet their needs. As such, the
acceptability of care is an important access factor.

Need for “Right Care” by “Right Person”

Receiving the “right care” by the “right person” was a
topic that participants reiterated in the context of accessing
treatments for their IBD. This was a particularly prevalent
issue for participants in rural regions who did not have a spe-
cialist in their community and relied heavily on their primary
care physician for their IBD management. Participants felt
that clinicians and IBD patients should be together, and as a
result, have to be a good “fit” for one another. Some patients
preferred a paternalistic approach, while others suggested
they needed a more collaborative approach. Perceived em-
pathy and genuine, sincere concern were important to
participants. A participant pointed out the differences in their
experiences when they were seen by the “right” person versus
the “wrong” person. Receiving care from the “wrong” per-
sons suggests challenges associated with the acceptability of
care. Further, in the case of patients without specialists in their
community, efforts to find the “right” person may impart fi-
nancial challenges (eg travel costs). Thus, the affordability of
care must also be considered.

Theme 3: Patient-Defined IBD Care Priorities

Patient-defined IBD care priorities are the areas that
patients and their caregivers perceive to be priority areas
in the context of accessing IBD care. Participants remarked
on the ambiguity of what constitutes the “correct process”

when it comes to seeking care for flare symptoms when to
seek nutrition or psychosocial support, and how to best
deal with conflicting medical information given by non-
specialist practitioners. Under this theme, three subthemes
were identified.

Medical Information Improves Access to Care

In the context of this study, information management was
used to describe the responsibility of patients to manage their
own personal medical information. The lack of coordina-
tion of health record documentation in a clinic or emergency
department setting was noted. Patients and their caregivers
reported frustration when repeatedly asked to recall their
medical history, a challenge when the medical history may
span decades or when opiates have already been administered
to manage pain. In the age of readily accessible technology,
patients reported confusion and frustration as to why such
information could not be readily available to the healthcare
team. The lack of integration of medical information resulted
in a greater burden for an already vulnerable population
when accessing care. Appropriateness of care can be meas-
ured in the technical quality of services. Therefore, improving
the integration of medical information may improve access
to care.

Need for Access to Disease Education

The uncertainty prior to the time an individual received a
confirmed diagnosis was one that was described as a phase
of discovery. In this phase, participants suggested that they
would search for answers on their own (online, in consul-
tation with others) in an informal way to try to understand
what was happening to them. Even after receiving a di-
agnosis at a time when they were very sick, participants
felt they were often left unsupported and lacked informa-
tion and education on all IBD-related topics delivered by a
team for a lay audience. Due to limited education provided
within the healthcare system, patients reflected on their
search to find alternative venues for IBD-related informa-
tion. Participants who were diagnosed in the pediatric
system reflected on the transition in care, varying informa-
tion needs, and a lack of access to adequate education and
information through the healthcare system. Limited dis-
ease education can present challenges to patients at many
milestones throughout their diagnostic journey. The pro-
vision of quality disease education may support access to
care by supporting the approachability, acceptability, and
appropriatness of care.

Need for Access to Standardized Evidence-Based
Approach to Care

Patients perceived trial and error in IBD diagnosis, treat-
ment, and management. Variability of symptom presentation,
ambiguity in deciding the “best” course of treatment for an
individual, and accepting a possible loss of response from
medications that have worked for years were all identified as
part of this experience. This variability in approach to treat-
ment highlighted the need for more consistent approaches to
all aspects of IBD care in order to ensure that patients are
gaining access to the most appropriate therapies and disease
management approaches. Standardized care may help sup-
port the appropriateness and affordability of care and, thus,
access.



Discussion

This study represents the largest, most geographically repre-
sentative sample of individuals with IBD providing a com-
prehensive understanding of the patient experience specific to
accessing healthcare for IBD. Patients’ expectations play an
important role in their assessment of care quality and delivery
of health services.’* The themes and subthemes observed in
this study span multiple domains of the Levesque framework
(Table 2), highlighting the complexity of IBD access as well
as the relevance of each of the framework domains. It also
underscores the importance of adopting a person-centered
approach to the prioritization and improvement of health
services interventions to improve access.

The themes identified in this study are central to under-
standing where the care gaps exist within IBD healthcare de-
livery models in the Canadian healthcare system. Rohatinsky
et al. interviewed persons living with IBD from rural settings
in Saskatchewan in order to understand their care experiences,
barriers, and facilitators of accessing care.** The three key
themes included communication, stressors and support sys-
tems, and coordination of care. The need for greater access
to practitioners with IBD knowledge in the community was
identified, in addition to improved communication and coor-
dination of care with specialist centers.’* Similar to themes
observed in this study, the opportunity cost of not having ac-
cess to a knowledgeable IBD practitioner in the community
resulted in significant costs as a result of the need to travel,
take time away from work, or arrange childcare.

The lifelong journeys of Canadians living with IBD have
more commonalities than dissimilarities with persons living
with IBD in other countries. Richard et al.,*> explored how
adults living with IBD in rural New Zealand manage their
condition and engage with healthcare providers. Uncertainty
at diagnosis and managing the burden of symptoms while also
navigating diagnostic testing and hospitalizations was similar
to themes observed in this study. Likewise, there was a desire
for greater local support through family and friends (emo-
tional support and stress management) and primary health-
care providers (PHCPs) (keeping care closer to community to
cut down on the cost of travel). This finding highlights a need
for greater access to knowledgeable healthcare professionals
with expertise in the interpretation and diagnosis of gastro-
intestinal symptoms, high quality and accessible education,
as well as improved communication between PHCPs and
GI specialty providers. This finding also ties in the observed
subtheme of right care by the right person observed in the
current study.

Access to emotional and psychological support is needed
to help to normalize the IBD experience as well as to develop
coping skills. This need was observed in the current study as
well as the Rohatinsky and Richard studies. The desire for a
strong therapeutic alliance with specialists was noted in each
study, including among patients residing in urban locales in
our study. Patients valued a strong relationship built upon
a foundation of trust, continuity, empathy, holistic care, and
shared decision-making.

The theme of patient as partner and its relevance to the
experience of accessing medical care deserves consideration
when developing approaches to improving access to IBD
care. Patients often felt their lived experience of IBD was
devalued or not taken seriously by clinicians. The perceived
power imbalances between healthcare providers and patients
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resulted in a need for strong advocacy in order to be “heard”
to ensure that appropriate care was provided. Factors leading
to such perceptions likely arise from healthcare policy, med-
ical culture, physician reimbursement policies, differing pro-
vider and patient expectations and valuations, and health
system structures and processes. The current remuneration
structure for physicians in healthcare incentivizes a focus
on procedures and volume, not quality and complexity. This
structure leads to shorter appointments that do not always
provide the time required for adequate communication.
Although the creation of multidisciplinary teams can help to
overcome these shortcomings, limited support exists within
public healthcare systems with which to fund allied healthcare
professionals.’ Even if funding does exist, it can often be chal-
lenging to overcome traditional roles as well as professional
and cultural norms to facilitate the development of a high-
functioning team providing integrated care in a cost-efficient
way. A Spanish study evaluating IBD healthcare providers’
views of the experiences of individuals living with Crohn’s
disease demonstrated a poor understanding of the impact
of IBD on the psychological and social function of patients
and their caregivers.’ It also revealed that IBD care providers
perceived a lack of professional skills and clinical resources or
tools to adequately address the multifaceted needs of persons
living with IBD throughout their journey. Lack of time, re-
sources, training, and consistent application of standardized,
evidence-based approaches to disease monitoring were all
cited as deficiencies in real-world practice. In fact, Spanish
healthcare providers expressed feelings of dehumaniza-
tion and isolation in the management of the complexities of
IBD. Burnout occurred as a result of the lack of adequately
resourced multidisciplinary care teams.’” This sentiment has
been expressed by IBD healthcare providers within Canada
and other jurisdictions as well.>® A survey from Australia re-
vealed that IBD care often did not meet Australian quality
standards: only 32.4% of patients surveyed had access to IBD
nurses; 30.9% had access to a dietician; and 12% had access
to a psychologist.’? A Canadian survey of IBD care providers
revealed similar results suggesting a lack of robust multidis-
ciplinary care support, even amongst academic tertiary care
centers.® It is of little benefit to recommend quality standards
if there is limited capacity to implement these standards on
the frontline of IBD care.

To provide cost-efficient, holistic IBD care, incorporation
of standardized, yet individualized, approaches are needed to
guide the allocation of resources. Consistent and personalized
approaches to multidisciplinary care were a need identified
by patients. Inconsistencies in access to and knowledge
of medical, nutritional, mental health, and educational
interventions were highlighted as a major barrier. This bar-
rier is exacerbated further by the lack of medical information
sharing across health systems and providers. The prioritiza-
tion by patients of education and communication was also
observed previously.’* Lack of access to relevant personal
medical information unnecessarily burdens people living with
IBD. The need to repeat and recall the medical history may
result in important gaps in medical information critical to ap-
propriate clinical decision making, affecting the efficiency and
comprehensiveness of a medical encounter.

Although this study will help to develop a framework for a
patient-centered approach to improving access to healthcare
for IBD, research relating to how healthcare professionals
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can best help to improve access to high-quality medical care
for IBD is much more limited.*"** Previous studies highlight
the importance of reducing travel to decrease costs associ-
ated with accessing care associated with in-person specialist
appointments as well as improving the communication be-
tween community PHCPs and specialty care providers. Given
the advances that have been made in virtual healthcare de-
livery during the COVID-19 pandemic, additional flexibility
and options for accessing specialist care have been rapidly
scaled in Canada and around the world.*® IBD patients have
expressed high levels of satisfaction with virtual modalities
throughout the pandemic and these modalities have the po-
tential to overcome some healthcare access barriers relating
to the cost and time associated with travel. The creative use
of virtual platforms to facilitate improved communications
between PHCPs, specialists, and patients* may also present
another opportunity to address the communication and in-
formational concerns that Canadians living with IBD have
described in this study.

This study’s strengths include its national scope, large
sample size, the richness of data, and the geographically rep-
resentative nature of the participants residing in both urban
and rural locales from multiple provinces in Canada. The
sample also offered a broad age range and was relatively bal-
anced by gender. The focus on the patient access experience,
interpreted through the Levesque framework, is unique and
offers a multifaceted understanding of the Canadian expe-
rience in accessing IBD healthcare. Although disease-related
characteristics can affect perceptions of quality and access
to care, these data were not collected, and analyses were not
stratified by disease characteristics given that this was a quali-
tative study. Also, sample representativeness was more limited
in relation to ethnicity and gender expression.

Conclusion

This study provides a valuable source of information to help
to guide health system interventions focused on improving ac-
cess to IBD care. A patient’s perception of IBD care influences
their overall assessment of care quality, and perceived quality
of care ultimately affects a patient’s quality of life.*® Findings
from this study offer major implications for the develop-
ment of health policy and should inform targeted investments
that support patient-centered redesign of the IBD healthcare
delivery.

Supplementary Material

Supplementary data are available at Crobn’s & Colitis 360
online.
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