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Abstract

Background: Canada has among the highest incidence and prevalence rates of inflammatory bowel disease (IBD) in the world. While access
to IBD specialty care can have a direct impact on health-related outcomes, the complexity of accessing IBD specialty care within Canada is not
well understood and presents a barrier to implementation and evaluation of IBD specialty care.

Aim: The IBD Summit was held in partnership with Crohn’s & Colitis Canada to identify barriers and facilitators of IBD specialty care by exploring
the perceptions and experiences of key stakeholders of IBD care across Canada.

Results: A total of 20 key stakeholders attended, including gastroenterologists, patients, researchers and policymakers. Perceptions and ex-
periences of stakeholders were transcribed, coded and thematically analyzed. Three key categories relating to access to IBD care arose: (1)
inadequate system structure, (2) process inefficiencies and (3) using outcomes to guide system change. The IBD Summit identified similar per
ceptions and experiences among stakeholders and across provinces, highlighting common barriers and facilitators that transcended provincial
and health care system boundaries.

Conclusions: Key suggestions identify the clinical importance of comprehensive integrated multidisciplinary care approaches with enhanced
communication between patient and health care providers, greater information sharing among team members, streamlined referral and triage
processes, and improved incorporation of best practice into clinical care. Stakeholders across Canada and in other countries may benefit from
the suggestions presented herein, as well as the successful use of collaborative and inclusive methods of gathering the perceptions and experi-
ences of key stakeholders from diverse backgrounds.

Keywords: Access to care, Health systems research; Inflammatory bowel disease; Multidisciplinary, Patient-centred care

BACKGROUND additional visits to emergency departments or general prac-
tice which may not be appropriate for addressing IBD-related
health issues.

Access to care is a key dimension in health care improve-
ment and may include reducing wait times, creating equit-
able access for all individuals regardless of background
and improving access to specialty care (7,8). Timely ac-
cess to specialty care is important for patients living with a
chronic illness, as limited access can affect patient outcomes
(2,10,11). However, health care access for individuals with
IBD in Canada is not well understood (3). Within Canada,
the design of the health care system across provinces and
territories varies relating to specialty care delivery (12,13).
In most provinces and territories, a referral is made from a

Inflammatory bowel disease (IBD), including Crohn’s disease
(CD) and ulcerative colitis (UC) are chronic, immune-
mediated diseases that affect the gastrointestinal tract (1,2).
Patients are most often diagnosed in late childhood and
early adulthood, though symptom presentation and diag-
nosis can also occur in late adulthood (2,3). Persons living
with IBD require lifelong treatment and, therefore, lifelong
interactions with health care system to manage the disease
and its associated symptoms, and complications. IBD can
have a significant impact on a person’s employment, educa-
tion, social and psychosocial well-being, thus increasing the
overall burden of this chronic disease (2,4,5). Canada has the
highest age-adjusted incidence and prevalence rates of IBD ) ' e at
in the world, with 270,000 Canadians diagnosed with IBD primary health care prov1Fier to the spec1qhst, clinic, or de-
in 2018 (1,2,6-8). Due to compounding prevalence and the partment. Once a referral is received, the triage process often
need for long-term repeated access to the health care system Varies. T‘.) date,.there are currently no natlonallAy accep ted or
(2,8,9) persons living with IBD will face longer wait times and standardized triage processes, guidelines, or criteria in place
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for gastroenterology referrals (14). Once a patient is con-
nected with an IBD specialist, provincial and locoregional re-
sources available for patients, including advocacy initiatives
and community supports, vary. Place of residence influences
access to IBD specialty care, adding to the complexity of ac-
cessing IBD specialty care in Canada (12-17). The literature
lacks depth in understanding access through incorporation
of stakeholder perspectives on factors that influence access
to IBD specialty care. Bray et al. identified the need for fur-
ther research on optimal models of care for IBD patients
within Canada following a 2015 Summit hosted by Crohn’s
& Colitis Canada (CCC). Through this patient-centred initia-
tive, it was concluded that CCC-funded research should focus
on overall need to improve quality of life for patients living
with IBD, as well as improving access to IBD specialist care
through specialized and multidisciplinary IBD clinics (5). The
Canadian Association of Gastroenterology has determined
standards of access, mostly relating to maximum wait times
(10). It is important to recognize the influence of system struc-
ture and process variation and the impact this might have
on access to IBD specialty care across Canada. The typical
entry points into the system (e.g., for diagnosis, for treatment,
or for monitoring) may need to be re-imagined. It is equally
important to incorporate concepts relating to patient-centred
health care access dimensions when defining and developing
effective solutions to improve access to care.

What follows is a proceedings report from the first
Canadian IBD Access Summit.

Application of Theoretical Frameworks

To understand the components of health care access that are
important for IBD patients, two existing frameworks, the
Donabedian Model and Bodenheimer’s Chronic Care Model
(18,19) were applied to better understand access in the con-
text of the organization and delivery of IBD care as a chronic
illness within the Canadian health care system. A patient-
centred approach to access was facilitated by defining access
a priori for summit participants through the Levesque et al.’s
framework of access to care (5,20).

Aim

In November 2017, the first national IBD Access Summit (the
‘IBD Access Summit’) meeting was held in Toronto, Ontario
(Canada). The aim of the Summit was to engage multiple
stakeholders (beginning with patients and clinicians) in a
round table discussion aiming to better understand the bar-
riers and facilitators of access to IBD services in Canada, with
the ultimate goal of using this knowledge to improve access
to IBD services for Canadians, provincially and nationally.
Knowledge translation questions that helped guide this pro-
ject were: (1) What are the barriers and facilitators of access
to IBD services in Canada? (2) What are the potential solu-
tions to identified barriers and facilitators to access to IBD
services in Canada?

SUMMIT STRUCTURE AND QUALITATIVE
METHODS

What follows is a report of the proceedings of The IBD Access
Summit, funded by SPOR-CIHR catalyst funding, in partner-
ship with CCC, invited attendees, including clinicians (gastro-
enterologists and a nurse providing care), administrators

(policymakers) and patients. Clinicians and patients were
invited from British Columbia, Alberta, Saskatchewan,
Manitoba, Ontario, Quebec, New Brunswick, Nova Scotia
and Newfoundland to ensure reasonable geographic repre-
sentation. The meeting was co-facilitated by a gastroenterolo-
gist (J.LJ.) and research associate (C.H.) with presentations
by gastroenterologists with particular interest in access to
GI specialty services (GN, KN and GK). The Summit in-
volved two stakeholder dialogue sessions held over 1 day.
Participants were invited to join via teleconference if they
were unable to be present in person, to ensure full inclusion
of relevant stakeholders. The focus of this summit was on a
discussion of access to specialty care for IBD.

Thematic Data Analysis

The stakeholder dialogue sessions were audio-recorded and
transcribed verbatim. Coding and analysis were done using
Quirkos software. Inductive thematic analysis was performed
with the data to generate themes (21). The primary analysis
started with ‘immersion’ into the data and included mul-
tiple readings of the transcripts to create initial codes from
the data. Initial codes that showed similar patterns across the
dataset were sorted and collated into categories and subse-
quently potential themes. Data were reviewed, and themes
were defined and refined. Due to the comprehensive, multidi-
mensional nature of each theme, subthemes were developed
and are described in greater detail below.

RESULTS

Twenty attendees from across Canada were present at the
Summit (Supplementary Table 1). These included clinicians (1
nurse and 10 physicians) from Nova Scotia, New Brunswick,
Newfoundland, Quebec, Ontario, Manitoba, Saskatchewan,
Alberta and British Columbia; patient representatives from
Nova Scotia, Ontario and Alberta; 2 policymakers from Nova
Scotia and Ontario; 1 patient research partner (SZ) and 1
qualitative researcher (OK). Three major thematic categories
for consideration emerged from the data: inadequate system
structure, process inefficiencies and the need for outcomes to
guide health system change (please see Supplementary Figure
1). Within these themes were subthemes that illustrate the
complex and multidimensional nature of access to IBD care.
Supporting quotes for each of the themes are summarized
(Supplementary Table 2, Themes and Supporting Quotes) and
presented visually (Supplementary Figure 1). Themes and so-
lutions are presented in Supplementary Table 3.

Theme 1: Inadequate System Structure

Participants perceived that they understood how the health
care system was structured and how care was delivered within
this structure and was aware of the challenges associated
with access in general, particularly access to specialist care
and multidisciplinary approaches to care (Supplementary
Figure 1).

Excessive WaitTimes

Participants identified wait times as a major barrier to care
and referred to the volume of patients in the system and de-
mand for available services as a challenge. Participants ac-
knowledged that wait times could have detrimental effects
on patients and that the referral process and structure created
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additional hurdles for patients to overcome. Additionally, there
was concern that wait times were exceeding the wait times
agreed upon by consensus through the Canadian Association
of Gastroenterology practice audit paper (13,22). Wait time
barriers were also discussed in the context of traditional clin-
ical practice silos and having providers (primary health care
providers and specialists) working more effectively together
to ensure that patients were seen in a timely manner. Some
clinicians described the benefits of being able to tell patients
their actual wait time using new innovative web and software
applications, and to address wait time issues if it was deemed
that patients were waiting too long. In many instances, struc-
tural access barriers were related to referral volume and
quality (inadequate resourcing to accommodate volume and
format of incoming referrals) and appropriateness (accessing
care with the appropriate clinician in the appropriate setting
for the health challenges that patients were dealing with). For
example, the emergency department was not felt to be a place
where IBD care could be optimized and was identified as a
barrier to appropriate care. The ability to access IBD care was
perceived to be dependent on geography (rural availability of
care) and the available care provider (primary health care pro-
viders, specialists, or another type of provider).

Limited Availability and Accessibility of Specialist
Care

A large amount of discussion centred around the availability
of specialist care. Common themes were (a) the need for more
trained specialists given the number of persons living with
IBD (population need), (b) long wait times, and (c) the ex-
pected growth in the IBD patient population (compounding
prevalence). More importantly, given the limited number of
IBD specialists, some patients worried that if they had ‘ex-
hausted all options’ with one specialist, that a patient would
have to ‘start again’ with a new specialist. A few of the IBD
patients described feeling ‘compelled’ to see their specialist,
even if they did not need to, in order to avoid having to be
re-referred in order to remain on their active patient roster
and avoid being re-referred. There was a recognition of the
importance of innovation in specialty care delivery. For ex-
ample, it was suggested that primary health care providers
could be a facilitator of care and in some settings shadowing
or working together with specialists to take care of ‘complex
patients’ and in a shared care model. In this way, the patients
were seen by the primary health care providers and the spe-
cialist without having to wait through a referral process. This
strategy would also afford the opportunity for primary health
care providers to build capacity and learn about IBD health
challenges from patients and specialists.

Lack of Access to Comprehensive Collaborative
Care Models

Stakeholders described comprehensive care with respect to
the need for better system integration between primary care
and specialist care (and associated allied health care providers
including nurses, dieticians and psychologists, etc.) within or
outside of the community and was seen as a ‘cycle of care’.
Comprehensive care was felt to extend beyond the clinical
setting and was inclusive of the IBD patient’s families, care-
givers and others who worked together to address a common
problem. Access to comprehensive care models was a concern
for both patients and clinicians.

Support for primary care physicians within the community
was identified as a potential facilitator for IBD care. For ex-
ample, in Alberta, a non-urgent phone line was developed as
a resource for primary care physicians to access support and
resources through IBD specialists and to provide non-urgent
guidance to help primary care physicians support their pa-
tients. Additionally, the phone line has helped to develop a
more collegial relationship between IBD specialists and pri-
mary care providers. Similar to e-advice, this strategy also
allowed for greater geographical access for primary care pro-
viders and patients, and improved access with a simplified
strategy. Patients identified community supports as a facili-
tator to improve overall IBD care. Community supports
can include community-based allied health professionals
with knowledge and expertise in IBD, improved access in
the community to nursing support for education, as well as
interventions for mental health, nutrition and chronic pain
management. The need for community support development
for those diagnosed with IBD and their care providers has
been well documented (2,15,23).

Barriers to Health Information Sharing and
Integration

Interestingly, a common structural solution to all of these
barriers was the uptake and implementation of eHealth and
health information sharing systems in order to overcome
geographic, resource and practice-based structural barriers.
Limitations in information sharing was a commonly cited
issue, and an important concern was that information sharing
had not evolved to be aligned with the digital nature of the
present world. Most of the information shared within the
system as part of the process of interaction between clinicians,
various settings of care, and between clinicians and patients
was described as paper-based (for example, the use of fax
machines to relay information or physicians having to phys-
ically sign medical orders). Paper-based information sharing
was not only seen as ‘archaic’ and slow but also at risk for
being misplaced or lost. Provincial electronic health records
(EHRs) were seen as a step in the right direction, but still po-
tentially presenting a barrier for information sharing between
clinicians if using electronic medical record (EMR) platforms
that are not integrated or interfaceable with provincial EHRs.
Shared patient and physician portals (PHRs) were discussed
in terms of their potential to allow for patients and clinicians
to access their health care information.

Theme 2: Process Inefficiencies

When discussing system processes, specifically the steps in-
volved in interactions between patients and clinicians, par-
ticipants recognized the importance of information sharing,
streamlined referrals, centralized care coordination, virtual
care provision, and the concept of an IBD medical home
(Supplementary Figure 1).

Need for Innovation in the Referral and Triage
Process

Referral and triage processing is often viewed as an initial step
in the process to accessing specialty care. There are currently
no nationally accepted or standardized guidelines in place for
IBD consults or referrals (14). Clinicians at the Summit identi-
fied the ongoing challenges that remain with the fundamental
principle of prioritizing the acutely ill patients first, while
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recognizing the burden of disabling symptoms patients with
chronic disease experience. Through a recent review of triage
processes in Alberta, a priority has become understanding
the data as it relates to referrals/triaging and modifying path-
ways and guidelines to reflect the current population need.
Understanding how to manage long wait times, how to prop-
erly manage patients with less urgent functional conditions
like irritable bowel syndrome (IBS) as well as patients who
remain undiagnosed but with ongoing disabling symptoms
has helped guide process mapping to optimize their triage
processing system. Physicians also noted the challenges per-
taining to dissatisfaction of primary health care providers
with referral rejections and how to navigate this and still sup-
port and optimize working relationships with primary health
care providers in the community. Within Alberta and Nova
Scotia, there has been a transition from general physician-
specific referrals to a centralized referral and triage process.
This process has allowed for positive modifications in relation
to shared workflow, adjustments to overcome geographical
barriers, reviewing referral guidelines, as well as the ability to
leverage a centralized referral system in order to innovate and
to provide more timely access to specialist-facilitated advice.

Improving Centralized Care Coordination

All participants recognized that centralized care coordination
can be an important facilitator for access. Centralized care co-
ordination, from the perspective of IBD patients, meant that
someone could help them navigate the system but also pro-
vide clinical advice and direction. Nurses with IBD expertise
(i.e., nurse practitioners or nurse navigators) were referred to
as individuals with whom participants had had positive ex-
periences. Patients found it reassuring to have a consistent
‘contact person’. Centralized care coordination was also dis-
cussed in the context of patient advocacy, and that it some-
times meant that a contact person would liaise between
patients and health care providers to help relay information
about patient needs, severity of illness and urgency.

Facilitating IBD Care Through the Use of eHealth
Technology

Summit clinicians felt that utilizing eHealth solutions was a
facilitator for IBD care, specifically as it relates to overcoming
geographic and communication barriers and to improve ac-
cessibility and integration of patient information. However,
at the time, challenges with availability and implementation
of eHealth platforms remained a concern for some stake-
holders, and was a common shared perception with other
health care providers (24,25). In AB, various technological
changes have been implemented within their provincial health
care system. One access facilitator noted by Alberta gastro-
enterologists was Alberta Net Care, a provincial EHR and
E-advice platform. In Nova Scotia, a patient recognized the
lack of a shared EHR in their province as a barrier, thus
having to advocate for all medical records to be sent to all
of their specialists after every emergency visit, clinic or hos-
pital appointment to ensure their medical information was
accessible and available to their various health care providers.
In Ontario, telemedicine was highlighted by patients at the
Summit as an important support for overcoming geograph-
ical barriers to access of IBD specialty care. Telemedicine was
noted to positively impact patient experience by providing
timely patient care and reassurance in addition to removing

the financial costs associated with travel in order to access
IBD specialty care (26). E-consults (asynchronous digital con-
sultation between providers) and e-referrals (referrals to spe-
cialists received digitally via EMRs) were discussed by various
physicians, noting the trend to move away from paper copies
to optimize efficiency of online organization.

Integration of IBD Patients into a ‘Medical Home’

The concept of the evolution from traditional solo private
practice in primary care to the medical or integrated health
home was discussed by a few of the participants. A primary
care health home houses the resources to provide patients
with a consistent, integrated, holistic approach to meet their
primary care needs (including chronic disease management).
There was a perception that once patients were ‘labelled” with
an IBD diagnosis, that this served as a barrier to them re-
ceiving care anywhere other than with a specialist (versus
care received within the primary care medical home). The
ideas relating to a medical home were focused on the primary
care setting as the appropriate site for collaboration between
primary health care providers and specialists to ensure that
the provision of timely care was not hindered by labels, in-
accurate provider beliefs, or lack of knowledge related to IBD.
The medical home was seen as a ‘culture shift’ and a way
forward for providing comprehensive, specialist-facilitated
care in primary care settings.

Theme 3:The Need for Outcomes to Guide Health
System Change

Patient outcomes, or what happens to patients as a result of
the system and the processes embedded within the system,
were discussed and stakeholders focused on four important
subthemes: the high prevalence of IBD, rurality, the import-
ance of evidence-based decision making and system inefficien-
cies that needed to be addressed (Supplementary Figure 1).

Impact of Population Need on IBD Outcomes

Understanding that the high prevalence of IBD can lead to
poor outcomes was an important point of consideration. The
compounding prevalence modelling that stakeholders re-
ferred to during the Summit suggests that almost 1% of the
Canadian population will have IBD in the near future (8,27),
and also that the current ‘bottleneck’ of patients sitting on
wait lists was delaying access. The high prevalence rate of IBD
combined with existing system inefficiencies has exposed the
inadequate supply of clinicians specialized in or knowledge-
able about IBD to meet population need. Also, patient inter-
actions with other providers in other parts of the system (i.e.,
primary health care providers, ER physicians) were described
as often unproductive, and in some ways leading to delays in
care or resulting in unnecessary tests and procedures.

Rurality as a Determinant of Health Outcomes

In the context of care delivery in rural settings, health out-
comes were discussed as being influenced by a ‘lack of med-
ical management options’. For example, with limited access
to specialty care in rural settings, surgery and other invasive
treatment options were sometimes the only management op-
tions presented to patients. Living in a rural setting without
access to specialist care also meant that individuals had to
drive for significant distances to specialized centres in larger
cities (e.g., Halifax, Toronto) and were often dependent on
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caregivers for transportation logistics. This distance to care
presents significant logistical challenges and financial burden
for persons living with IBD from rural settings.

Unintended Consequences of Evidence-Based Wait
List Prioritization

Data-driven decision making relating to triage and access was
seen as advantageous for the sickest patients, as they would be
seen first. Alternatively, this prioritization process also meant
that patients who were deemed ‘healthy’ enough to wait, but
with chronic symptoms (i.e., pain or chronic luminal symp-
toms in the absence of red flags), were not seen as soon as they
potentially would have wanted to be. Clinicians traditionally
described and understood access as subjective and determined
by medical need, urgency, and whether they felt that a patient
could wait for care or not. Alternatively, patients understood
access from the perspective of their unique personal needs
(medical and non-medical). Many patients indicated they
would feel comfortable suggesting to a clinician that their
condition was urgent, even if they did not meet the medical
criteria for an urgent appointment. The issue of perceived ac-
cess was raised by participants in the context of whether they
were waiting too long (actual wait times), or whether IBD pa-
tients were seen as expected to be able to wait longer. Overall,
evidence-based decision making was seen as a facilitator for
opening up access to those who need it the most urgently, and
also as a means of assessing whether certain tests or proced-
ures actually yield useful outcomes. However, for the patient
participants, this data-driven approach to triage and access to
specialist care often led to excessive wait times and impaired
access for those with chronic symptoms which, although not
life-threatening, do severely affect the quality of life.

Impact of Health System Inefficiency on Outcomes

There was a substantive amount of discussion related to
health system inefficiencies that could impact health out-
comes (i.e., referral/triage, siloed care). In addition, the lack
of information sharing and inefficiencies in data management
meant that if patients were seen in the ER or in other settings,
clinicians would not have access to their health or medication
history, and that this may pose a challenge for accessing op-
timal care and could potentially delay care.

DISCUSSION

The results stemming from the IBD Access Summit highlight
many important barriers and facilitators for understanding
access issues related to IBD specialty care in Canada. Due to
funding and feasibility, we focused primarily on clinicians and
patients for this summit meeting. Plans to engage the critical
perspectives of a more representative group of nurses and
other allied health care professionals (dieticians, psycholo-
gists, social workers) and family members are underway. Some
findings observed in this proceedings report are consistent
with those of previous research, including inconsistencies in
access that are experienced by IBD patients and inefficiencies
in the referral process. Also, it was noted that comprehensive
care delivered by a multidisciplinary team may help create
greater efficiencies in the health care system (5,28-30). EMRs
and patient—physician portals were seen by participants as
ways to address barriers to information sharing. However, in
contrast to studies where the focus has been exclusively on

patient-related factors that pose a challenge to accessing IBD
care, the themes from this Summit meeting highlight macro
and meso system-level process and structural issues that influ-
ence access such as the need for collaborative care models like
a medical home as well as care delivery and communication
through eHealth platforms. These areas have the potential
to improve access to and act as facilitators of optimal care,
as previously demonstrated by Habashi et al. (31) Although
this Summit was conducted in the pre-COVID era, and al-
though large system-wide transformation has taken place
with respect to the rapid and widespread implementation of
synchronous virtual care delivery (medical appointments de-
livered by telephone call or video visit) most of the perspec-
tives derived from stakeholders in this IBD Access Summit
are still highly relevant. For example, although synchronous
virtual care has provided a much-needed alternative to trad-
itional, in-person clinic visits, this type of synchronous vir-
tual care option alone will not significantly impact access
overall or bend the cost-effectiveness curve associated with
health care delivery. Although geographic distance and pa-
tient cost are reduced, delivery of synchronous care virtually
takes just as much time for health care providers as in-person
care delivery. Additionally, it is not known yet to what extent
virtual care delivery will continue to be supported by provin-
cial governments. Rather, the structural and process health
system innovations that stand to improve access to care for
chronic diseases like IBD the most, are those which focus on
leveraging virtual technology to streamline referral and triage
processes and integrate specialists, primary health care pro-
viders and allied health professionals to facilitate collabora-
tive, specialty-level care within the primary health medical
home and patient’s community.

With the anticipated rise in the number of individuals
living with IBD over the next decade, results from the Summit
suggest that IBD care, as a health care system priority, lacks
clarity and consistency across health regions and provinces.
Although participants spoke of the concept of the primary
care medical home and recognized the comprehensive nature
of care that could be delivered within this context, it was un-
clear where an IBD patient’s care was most appropriately de-
livered or how resources for the care would be accessed or
shared between the medical home and what a specialist could
provide. The concept of the medical home, better understood
in the primary care literature as a patient-centred collabora-
tive health home (32,33), can also be viewed not just as a
physical space, but a conceptual approach to care, inclusive of
care that can be shared by primary health care providers and
specialists. Within the context of IBD care, the medical home
model should include the presence of specialist care providers
(i.e., gastroenterologists and nurse specialists), a multidis-
ciplinary team of providers, to provide ‘holistic’ patient care
facilitated by eHealth technology (34). Perhaps the most im-
portant point about IBD care made by a Summit participant
was that it was ‘shared work’, between patients and a number
of providers. But how exactly the work gets shared will be in-
fluenced by structural, process and cultural factors.

The uncertainty of where and how specialty care for a con-
dition like IBD is delivered makes innovation complex and
open to resistance. Understanding the scope of complex ac-
cess issues IBD patients are managing is a critical first step in
determining how systems can improve and strengthen. The
chronic nature of IBD can add to the volume of interactions
within the health care system, and virtual medicine may offer
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some solutions. Virtual medicine has shown promise in a
number of previous studies, and these studies highlight the
potential to address delays and complications that can be
avoided (35-37). Virtual medicine may be particularly well
suited for IBD disease monitoring, virtual visits for issues that
may be triaged as ‘non-complex’, and for the reporting of test
results and conduct of follow-up visits.

While historically there have been barriers to the adoption
of virtual care modalities such as privacy concerns, reimburse-
ment challenges, tech-literacy and technology (hardware,
software) issues for both patients and providers, this method
of health care delivery may help meet growing demands and
help to improve access by reducing travel-related barriers for
rural patients. One positive advance that has occurred during
the COVID-19 pandemic is the rapid uptake and support of
virtual health care technology in clinical practice. This tech-
nology has allowed for rapid implementation and, in some
cases, evaluation of innovative models of care. IBD patients
in rural and remote settings currently face inequity with re-
spect to accessing care. The consideration of rurality as a de-
terminant of health may help tailor the IBD care needs of this
population. As one Summit participant remarked, care op-
tions were sometimes limited in rural locales due to the lack
of access to specialized medical health care providers (38). As
a result of disparities tied to health care access for rural and
remote IBD patients, access to care for this population should
be prioritized as part of any new model of care. eHealth mo-
dalities may hold promise to address access issues, potentially
even creating a ‘virtual medical home’ structured as a ‘hub
and spoke” model for IBD patients leading to improvements
in outcomes for IBD patients in rural and remote settings.

Another barrier to optimized IBD care and access is prac-
tice legacy and innovation resistance. For IBD care, practice
legacy is based on the principle of continuing ‘status quo’,
and a sense of pushback from clinicians when presented with
new models of care (i.e., medical home) or approaches to care
(technology). While previous studies report that the perceived
utility and ease with which an innovation can be adopted
by clinicians plays a role, more recent data also reveal issues
around remuneration and general ‘resistance to change’ as
influencing adoption (39). What is clear from Summit parti-
cipants is that IBD patients view the adoption of technology
and innovative models of care favourably and that unmet in-
formation sharing and communication needs could also be
addressed through these platforms going forward.

The findings from this Summit have a number of impli-
cations for improving access to care for IBD patients and
identifying a challenge area for future work on how to better
integrate IBD favourable policy into existing health services
(Supplementary Table 3). To this end, the importance of com-
munity engagement and pre-implementation work cannot
be overstated. The results from this Summit should inform
future practice and highlight key areas of focus to ensure
practitioners are well positioned to respond to patient and
system challenges. The delivery of health services must readily
adopt practical guidelines and a streamlined response to
the growing number of IBD patients. Improved training of
clinicians in IBD care, not simply specialists, but those who
would be responsible for the care for this population in emer-
gency and primary care settings was identified as being of
great importance. Summit participants suggested that formal
training could be supplemented by training of primary health

care providers through collaborative work and exposure to
specialist care providers.

The policy implications of this work highlight the import-
ance of resource allocation. Resources are currently spent
on what was described by participants as ‘archaic’ means of
paper-based communication and information sharing, and
that electronic data and health management solutions may
not only improve access, but also efficiency. The efficiencies
that the health care system would derive from a move to
electronic data and health record management, could allow
resources to be reallocated to serve the needs of rural and
remote patients. Finally, Summit patients made contributions
and provided important perspectives from their lived experi-
ences. This Summit was an example of the importance of
engaging IBD patients, such that decisions can be made with
IBD patients and not for them. In this way, patients can be key
decision makers and stakeholders in their own care. As the
system evolves towards more patient-centred approaches, it
is important to understand how they can be better supported
and equipped to participate in their care.

Enhancing communication between patients and providers,
information sharing, and implementing a more comprehen-
sive integrated multidisciplinary care approach that embraces
integrated and patient-centred care can all be facilitated by
eHealth technology (e-consults, e-referrals and EHRs). These
technologies can support patients, primary health care pro-
viders, specialists and other members of the health care team
to maximize patient monitoring and improve communication
within the broader health care team. eHealth will facilitate
more streamlined triage and referral processes which could be
developed and shared at a provincial and national level, thus
incorporating best practices and guidelines into clinical care.
Future policy design for IBD care should be informed by im-
plementation and evaluation of health system innovation and
care delivery programs to ensure limited resources are being
allocated appropriately.

Strengths and Limitations

The work stemming from the IBD Access Summit has a
number of strengths and limitations that need to be acknow-
ledged. The findings, while based on a small convenience
sample, allowed for rich thematic understanding regarding
access to care and for a number of stakeholder voices to be
included. The results, while not generalizable, do provide
insights from individuals who often do not have opportun-
ities to share perspectives and knowledge in the same setting
or context. A notable exception was the absence of the pri-
mary care practitioner’s voice as well as a more representative
sample of IBD nurses, both of whom are critical players in
the provision of collaborative IBD care. Community engage-
ment with this group is being pursued as a direct result of
this Summit meeting. Finally, while the views shared cannot
account for full regional variation, regional variation is repre-
sented in the sample.

CONCLUSION

Future directions relating to access to IBD specialty care
should give strong consideration not only to the changing
complexity of patient needs, but also to the evolving dy-
namics of patient—provider interactions and system-level
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practices and policies that are ripe for innovation. Through
this initiative, an understanding of the experiences of IBD
patients and clinicians, the system-level barriers and facili-
tators, and the roles of clinicians can help move innovation
forward toward the development of new integrated models
of IBD care.

Supplementary Data

Supplementary data are available at Journal of the Canadian
Association of Gastroenterology online.
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