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Executive Summary
Inflammatory bowel disease (IBD) is a term for two
diseases that affect all or part of the digestive tract:
ulcerative colitis (UC) and Crohn’s disease (CD).
IBD has an enormous impact on the lives of
affected people, and Canada has one of the highest
rates of IBD in the world. While we continue to
make strides in treatment, we must also ensure we
keep pace with the world’s best practices. Canadian
IBD patients deserve our best.
This report grew out of an increasing awareness,
supported by global clinical experiences and
guidelines, that Canada could provide better care
to IBD patients. There is a particular need and
opportunity to expand the use of nurses with
special training in IBD. These nurses provide high
value across several dimensions of IBD care, and
studies continue to show that an enhanced role for
IBD nurses improves the quality, outcomes, and
cost-effectiveness of care. Lacking sufficient
numbers, IBD nurses working in Canada today are
left to “put out fires,” rather than making full use of
their skills.
To capture the value of IBD nurses and identify gaps
in how this resource is being used in Canada, the
Canadian Digestive Health Foundation (CDHF)
conducted in-depth surveys and interviews with
four groups of IBD stakeholders: nurses,
gastroenterologists, patients, and caregivers.
This report summarizes the findings from this
original research, presents relevant literature from
other parts of the world, and makes
recommendations for a national strategy to
improve IBD care that includes an enhanced role
for IBD nurses.

A NATIONAL STRATEGY
TO IMPROVE IBD CARE
THAT INCLUDES AN
ENHANCED ROLE FOR
IBD NURSES.
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IBD prevalence & impact
Complications of IBD include bleeding, bowel rupture, malnutrition, and intestinal blockages. IBD
also has a profound effect on mental health and quality of life.
Canada has one of the highest rates of IBD in the world. In 2018, about 270,000 Canadians were
1
living with IBD—a figure expected to rise to 400,000 by 2030.
The disease typically strikes people in the prime of life and now affects Canadians of all origins,
including groups previously considered to be at low risk.

IBD care gaps in Canada
Awareness of IBD and access to IBD services remain inconsistent across Canada.
Excessively long waits for patients to see a gastroenterologist and receive a diagnosis lead to
treatment delays and poorer outcomes.
The shortage of IBD nurses leaves many patients without consistent access to expert care and
support.
High-cost IBD medications must be managed more equitably and sustainably.
Mental health is not consistently incorporated into IBD management.

IBD NURSES IN CANADA: FEEDBACK FROM
STAKEHOLDERS
Nurses play an integral role in IBD care, and specialized training increases their value.
The multifaceted care provided by IBD nurses may reduce the need for outpatient visits,
emergency room visits, and hospitalizations, resulting in better care at a lower cost.
IBD nurses function as a connector between patients and other health providers.
IBD nurses significantly reduce the clinical and administrative burden on gastroenterologists.
IBD nurses are ideally positioned to provide patient education, and most take on this role with
great enthusiasm.
IBD nurses have a holistic view of patients and provide care (including emotional support) that
reflects this perspective.
Nurse-centred IBD care helps enhance quality of life, which is the treatment goal most valued
by patients.
Many IBD nurses take on patient advocacy roles, helping patients secure IBD treatments and
assisting them with life challenges.
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Experience and evidence from
other jurisdictions
Multidisciplinary models with high nurse
involvement have been shown to improve
clinical outcomes.
The second N-ECCO (European Crohn’s and
Colitis Organization) Consensus Statement on
European IBD Nursing Care emphasizes the
roles of nurses as educators, coordinators,
advocates, and partners in care.

The therapeutic alliance between patient and
nurse can enhance self-management of IBD.
Research has shown that integrating IBD nurses
into the IBD care team can help expedite access
to procedures, reduce hospital and clinic visits,
and reduce medication costs.
People with IBD place a high value on the care
and support provided by IBD nurses.

RATIONALE AND RECOMMENDATIONS FOR A
NATIONAL STRATEGY
Multidisciplinary teams have demonstrated value in managing chronic diseases. A national IBD
strategy will help establish multidisciplinary teams (with nurses playing an integral role) as the
standard of care, leading to more effective and efficient management of IBD across the country.
Canadian stakeholders hold IBD nurses in high esteem and view them as irreplaceable health
professionals who provide a quality and style of care that other members of the IBD care team can’t
easily replicate. A national strategy can help establish benchmarks for IBD nurses and the steps to
achieve these benchmarks.
Centres of Excellence in Care, a recommended component of the strategy, can spearhead best
practices, concentrate research, and facilitate data collection.

The proposed strategy rests on seven recommendations:
1

Recognize IBD as a national health priority

2

Invest proportionately in the IBD space

3

Establish standards for multidisciplinary IBD care

4

Increase the number of IBD nurses

5

Allocate funds to nurse-led IBD research

6

Create IBD Centres of Excellence

7

Develop a network of provincial/territorial IBD databases

These recommendations will enhance IBD care across Canada, while making judicious use of our health-system
resources. Most importantly, a national strategy based on these recommendations will improve the quality of life
for the large community of people with IBD, enabling them to live and participate in society to their full potential.

REFERENCES
1. CROHN’S & COLITIS CANADA. 2018 IMPACT OF IBD IN CANADA. HTTPS://CROHNSANDCOLITIS.CA/CROHNS_AND_COLITIS/DOCUMENTS/REPORTS/2018-IMPACT-REPORT-LR.PDF
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1.1

part 1: the context
INTRODUCTION
Inflammatory bowel disease (IBD) is a term for two
diseases that affect all or part of the digestive tract:
ulcerative colitis (UC) and Crohn’s disease (CD).

The content of this report is grouped into three
parts, with each part further divided into several
sections:

IBD has an enormous impact on the lives of
affected people, and Canada has one of the highest
rates of IBD in the world. While we continue to
make strides in treatment, we must also ensure we
keep pace with the world’s best practices. Canadian
IBD patients deserve our best.

This part describes the clinical reality of
IBD and its distribution in the Canadian
population. Relevant papers from the
literature shine a light on key gaps and
needs in IBD care.

This report grew out of an increasing awareness,
supported by global clinical experiences and
guidelines, that Canada could provide better care
to IBD patients. There is a particular need and
opportunity to expand the use of nurses with
special training in IBD. These nurses provide high
value across several dimensions of IBD care, and
studies continue to show that an enhanced role for
IBD nurses improves the quality, outcomes, and
cost-effectiveness of care. Lacking sufficient
numbers, IBD nurses working in Canada today are
left to “put out fires,” rather than making full use of
their skills.
To capture the value of IBD nurses and identify gaps
in how this resource is being used in Canada, the
Canadian Digestive Health Foundation (CDHF)
conducted in-depth surveys and interviews with
four groups of IBD stakeholders: nurses,
gastroenterologists, patients, and caregivers.

PART 1 – THE CONTEXT:

PART 2 – THE CANADIAN
EXPERIENCE:

This part focuses on the results of the
Canadian research conducted for this
report.

PART 3 – THE VISION:

Drawing on the gaps and needs exposed
in Part 1, the Canadian feedback
highlighted in Part 2, and the evolving
role of IBD nurses in other countries, this
part makes recommendations for an IBDnurse-centred model of IBD care in
Canada.

This report summarizes the findings from this
original research, presents relevant literature from
other parts of the world, and makes
recommendations for a national strategy to
improve IBD care that includes an enhanced role
for IBD nurses.
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1.2

IBD: WHAT IT IS AND WHY IT MATTERS
IBD involves chronic inflammation of all or part of the digestive tract. The umbrella term includes two
separate disorders that cause inflammation and ulceration of the small and large intestine: ulcerative colitis
(UC) and Crohn’s disease (CD). IBD can be painful and debilitating and may even lead to life-threatening
complications. 1

ULCERATIVE COLITIS
UC affects the innermost lining of the large intestine (colon) and rectum. It
generally runs along a continuous stretch of the digestive system, rather than in
separate patches, starting in the rectum and extending proximally.

Symptoms include: 2,3
Severe and bloody diarrhea
Bowel urgency and less commonly incontinence
Abdominal pain and cramping
Nausea and vomiting
Decreased appetite
Weight loss
Fever
Anemia
In some patients: eye, joint, and/or skin symptoms
2

UC most often develops between age 15 and 35. Its cause remains unknown,
though researchers believe it arises from an interplay of genes, the
environment, and an overactive immune system.2 While UC is a lifelong disease,
many people have periods of active symptoms alternating with remission
periods.

CROHN'S DISEASE

UC TYPICALLY AFFECTS ONLY THE
INNERMOST LINING OF THE COLON
AND RECTUM

CD can cause inflammation anywhere along the digestive tract, from mouth to
anus, but typically affects the last part of the small intestine (terminal ileum).
Diseased segments often alternate with healthy ones (skip lesions), and
ulcerations may spread deep into the digestive tract.
CD can range from mild to severe. It can develop gradually or come on suddenly,
without warning. Symptoms, which vary widely depending on the location of the
disease along the digestive tract, may include: 4
Abdominal pain
Cramping
Perianal disease
Obstructions
Fistulas
Diarrhea
Nausea
Vomiting
Reduced appetite
Weight loss
In some patients: eye, joint, and/or skin symptoms
CD arises when the body’s own immune system mistakenly attacks the digestive
system. While CD can occur at any age, most people are diagnosed between age
20 and 30. 5 Risk factors include family history, smoking, Ashkenazi Jewish
descent, and living in cities and industrialized nations. Like UC, CD is a lifelong
disease that typically alternates between flare-ups and remission periods.

CD CAN CAUSE INFLAMMATION
ANYWHERE IN THE DIGESTIVE
TRACT, FROM MOUTH TO ANUS
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1.2

ULCERATIVE COLITIS VS. CROHN’S DISEASE: SIMILARITIES
AND DIFFERENCES
3,6

Attribute

Ulcerative Colitis

Crohn’s Disease

Risk factors

Former smoking

Smoking, family history, geographical location, ethnicity

Age of onset

Two diagnosis peaks: 15-40 and
50-80

Usually before 30, though global incidence is rising in people
aged 65+

Pattern of onset

Typically gradual

Gradual or sudden

Chronicity

Lifelong

Lifelong

Pattern of inflammation

Continuous along a portion of
the GI tract, always involving the
rectum

Alternating diseased and healthy segments (skip lesions)

Depth of inflammation

Usually present only in the inner
lining of the large intestine

Ulcers can penetrate the entire thickness of the intestinal
lining

Common during bowel
movements

Uncommon

Typically in lower left abdomen

Abdominal pain and cramping based on location of
inflammation, lower back pain due to small intestine
involvement

Bleeding

Pain

IMPACT OF IBD
Medical complications are a fact of life for many people with IBD, especially over time.
Complications of UC include intestinal bleeding, rupture of the bowel, malnutrition, and an
increased risk of colon cancer. 6 While surgery (total colectomy – removal of the entire large
intestine) can be used to treat UC, patients are often reluctant to choose this option as it has a
significant impact on their quality of life as patients may end up with a permanent stoma (bag on
their skin). 6

Page 09

PART 1: THE CONTEXT | IBD: WHAT IT IS AND WHY IT MATTERS

1.2

IMPACT OF IBD CONT'D
Crohn’s complications include formation of scar tissue, blocked intestines, and fistulas—abnormal
openings that form in the intestinal wall and connect to other tissues or organs. Intestinal blockages and
fistulas may require surgery.7 The list of CD complications extends to heart disease, stroke, and liver
disease, among others. 7
The effect of IBD on quality of life and mental health must also be considered. IBD often impacts young
people at a time when they are focused on working toward key life goals. The disease leads to a variety of
stressors—from poor body image and uncertain access to bathrooms to reduced employment prospects
and fear of dependency—in people’s daily lives. 7
Reminders of IBD happen every day, meaning people can’t “park it aside” and take a psychological break.
Not surprisingly, all this takes a toll on mental health. Indeed, about a third of people with IBD experience
anxiety and a quarter have symptoms of depression. 8 Even patients in remission experience psychological
distress, because the unpredictable nature of the disease makes it impossible to know how long the
remission will last.

COST
The economic impact of IBD in Canada has been estimated at $2.6 billion in 2018. This includes
direct costs of $1.28 billion, mostly attributed to hospitalizations and medications, as well as
6
indirect costs of $1.29 billion, primarily from productivity losses. With the mounting costs of
IBD drugs, the cost impact of IBD is set to rise still further.
Most people do not die from IBD—but the disease may alter the trajectory of their lives, including
having an impact on their careers and personal lives. Affected people become lifelong medical
patients, and the impact of IBD on physical and mental well-being makes the disease impossible
to forget. IBD is, in every sense of the term, a serious diagnosis.

AFFECTED PEOPLE BECOME LIFELONG MEDICAL PATIENTS,
AND THE IMPACT OF IBD ON PHYSICAL AND MENTAL WELLBEING MAKES THE DISEASE IMPOSSIBLE TO FORGET.

REFERENCES
1.MAYO CLINIC. INFLAMMATORY BOWEL DISEASE. LAST UPDATED NOV. 7, 2020. HTTPS://WWW.MAYOCLINIC.ORG/DISEASES-CONDITIONS/INFLAMMATORY-BOWEL-DISEASE/SYMPTOMS-CAUSES/SYC-20353315
2.CROHN’S & COLITIS FOUNDATIONOF CANADA. ULCERATIVECOLITIS 101. HTTPS://WWW.CROHNSANDCOLITIS.COM/CONTENT/DAM/CROHNSCOLITIS/PDFS/ULCERATIVE_COLITIS_101.PDF
3.LANGAN RC. FAM PHYSICIAN2007;76:1323.
4.MAYO CLINIC. CROHN’S DISEASE. LAST UPDATED OCT. 13, 2020. HTTPS://WWW.MAYOCLINIC.ORG/DISEASES-CONDITIONS/CROHNS-DISEASE/SYMPTOMS-CAUSES/SYC-20353304
5.CROHN’S & COLITIS FOUNDATION. OVERVIEW OF CROHN’S DISEASE. HTTPS://WWW.CROHNSCOLITISFOUNDATION.ORG/WHAT-IS-CROHNS-DISEASE/OVERVIEW
6.CANADIAN DIGESTIVE HEALTH FOUNDATION. ULCERATIVE COLITIS VS. CROHN’S DISEASE: WHAT’S THE DIFFERENCE? HTTPS://CDHF.CA/DIGESTIVE-DISORDERS/CROHNS-DISEASE/ULCERATIVE-COLITIS-VS-CROHNS-DISEASEWHATS-THE-DIFFERENCE-INFOGRAPHIC/
7.CROHN’S & COLITIS CANADA. 2018 IMPACT OF IBD IN CANADA. HTTPS://CROHNSANDCOLITIS.CA/CROHNS_AND_COLITIS/DOCUMENTS/REPORTS/2018-IMPACT-REPORT-LR.PDF
8.BARBERIO B ET AL. LANCET GASTROENTEROL HEPATOL 2021;6:359.
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WHO, WHY, AND HOW:
IBD EPIDEMIOLOGY.
DIAGNOSIS,
AND MANAGEMENT
TOO COMMON FOR COMFORT
Canada has one of the highest rates of IBD in the
world. In 2018, about 270,000 Canadians were living
with IBD: 135,000 with CD, 120,000 with UC, and the
1
remainder with unclassified disease.
The 21st century pushed the prevalence of IBD on a
steep upward curve, and if the current trend
continues as predicted, the number of affected
Canadians will rise to 400,000—about 1% of the
population—by 2030. 1
While IBD typically strikes people in the prime of
life, seniors (aged 65+) represent the fastest-growing
1
group of Canadians with the disease.
Rates of IBD have also surged in children, and over
7,000 Canadians under 18 now live with the disease. 1
In the past century, IBD primarily affected
Caucasians of Western European ancestry, but the
pattern has shifted in recent years. While
immigrants from developing countries are less
likely to have IBD than people born in Canada,
those who arrive at younger ages have a higher risk
than those who arrive later in life. What’s more,
children of immigrants from Africa, South Asia and
the Middle East develop IBD at the same rate as
children born to Canadian residents.1 In brief, IBD
now affects Canadians of all origins, including
formerly low-risk groups.

SENIORS (AGED 65+)
REPRESENT THE
FASTEST-GROWING
GROUP OF CANADIANS
WITH THE DISEASE.
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HOW IBD IS DIAGNOSED
Diagnosing IBD poses a challenge because symptoms often overlap with those of other digestive disorders.
There is no single test to diagnose CD or UC, and health providers use a combination of approaches to arrive at
2,3
a diagnosis. These include:
Personal and family history of digestive disorders and symptoms
Detailed questions about the frequency and severity of current symptoms
Endoscopic tests: Upper endoscopy allows the health provider to view the upper digestive tract, while a
colonoscopy provides a view of the colon (large intestine), terminal ileum (small intestine) and rectum.
Endoscopic tests are considered the gold standard of IBD testing. As our standard endoscopes do not
visualize much of the small intestine, video capsule endoscopy is sometimes used to assess the small
intestine.
Blood tests: the doctor may order tests that detect inflammation or help rule out other possible causes of
symptoms, such as microbial infections or nutritional deficiencies.
Stool tests: A test called fecal calprotectin offers a further indication of intestinal inflammation. Additional
stool tests can rule out infections such as C-difficile (a bacterial infection causing mild to severe diarrhea).
Other imaging techniques: Ultrasound, CT and MRI scans enable more detailed visualization of the
digestive tract. MRI scans are particularly useful in assessing for perianal disease. Examination under
anaesthesia (EUA) is a procedure done by general surgeons (colorectal) to assess and manage perianal
abscesses and fistulas.

HOW IBD IS MANAGED
While people with IBD often turn to over-the-counter medications to manage symptoms such as pain,
diarrhea, and bloating, prescription medications that reduce intestinal inflammation lie at the heart of IBD
treatment. Some have been around for years, while others offer new hope for more severe disease. The most
commonly prescribed IBD medications fall into five classes: 4
Aminosalicylates: Most often used to treat mild-to-moderate UC, these medications inhibit certain
biochemical pathways that lead to inflammation.
Corticosteroids: This class of medications, which includes prednisone and budesonide, short-circuits the
body’s ability to mount an inflammatory response. While steroids can be very effective for short-term
disease control, their serious side effects place limits on long-term use.
Immunomodulators: These medications modify the immune system to prevent it from causing ongoing
inflammation (maintain remission).
Biologic therapies: Indicated for moderate-to-severe disease, these bio-engineered medications target
specific proteins that cause inflammation. Many biologic drugs for IBD are now available as biosimilars:
molecules that closely approximate the structure and function of the originator or reference biologic.
These are used for both induction and maintenance of remission.
Oral small molecules: These new inhibitor and receptor-modulator medications act quickly to reduce
inflammation.
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While medications are the mainstay of IBD treatment, surgery can help restore digestive function and
relieve symptoms. In some cases, surgery is required to manage complications such as a perforation,
abscess, or blockage in the intestine.4 A total colectomy—complete removal of the colon and rectum—
may cure some cases of UC. However, IBD patients who opt for surgery can’t count on a cure: even if
surgery removes the diseased sections of the digestive tract, the disease can recur in unaffected areas. 5

IBD AND DIET
IBD affects the gut, so patients naturally wonder if the disease arises from eating the wrong foods—or if
eating better foods can help control it. Ongoing research is exploring the potential role of diet in
regulating the inflammatory process behind IBD. In its most recent (2019) guidelines for managing CD,
the Canadian Association of Gastroenterology advises against dietary modification or use of probiotics to
control symptoms. 6
That said, researchers believe that manipulating the gut microbiome (the trillions of bacteria, viruses and
fungi in the digestive system) through diet or other strategies may help, and are investigating this
5
strategy in numerous studies.

REFERENCES
1.CROHN’S & COLITIS CANADA. 2018 IMPACT OF IBD IN CANADA. HTTPS://CROHNSANDCOLITIS.CA/CROHNS_AND_COLITIS/DOCUMENTS/REPORTS/2018-IMPACT-REPORT-LR.PDF
2.CROHN’S & COLITIS CANADA. GETTING DIAGNOSED. HTTPS://CROHNSANDCOLITIS.CA/ABOUT-CROHN-S-COLITIS/IBD-JOURNEY/DIAGNOSIS-AND-TESTING/GETTING-DIAGNOSED
3.WALSHAM NE, SHERWOOD RA. CLIN EXP GASTROENTEROL 2016;9:21.
4.CROHN’S & COLITIS FOUNDATION. UNDERSTANDING IBD MEDICATIONS. HTTPS://WWW.CROHNSCOLITISFOUNDATION.ORG/SITES/DEFAULT/FILES/LEGACY/ASSETS/PDFS/UNDERSTANDING-IBD-MEDICATIONS-BROCHURE-FINAL.PDF
5.CROHN’S & COLITIS FOUNDATION. SURGERY. HTTPS://WWW.CROHNSCOLITISFOUNDATION.ORG/CAMPUS-CONNECTION/SURGERY
6.CANADIAN ASSOCIATION OF GASTROENTEROLOGY (CAG) CLINICAL PRACTICE GUIDELINES. JCAG 2019;2:E1.
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FROM HERE TO THERE: GAPS & NEEDS IN
IBD CARE
AWARENESS AND ACCESS
Despite the high prevalence of IBD in Canada, awareness
1
of its impact remains low. Raising awareness helps
reduce the stigma associated with IBD and expedite
diagnosis.1 Children with IBD may exhibit more subtle
signs of the disease, such as unexplained fevers and poor
growth, and lack of awareness about these atypical
symptoms may further delay the time to diagnosis. 1 In its
comprehensive 2018 report on IBD, Crohn’s & Colitis
Canada recommended a national campaign to raise
awareness of IBD, among both health professionals and
the general public. 1

Awareness won’t lead patients to a diagnosis unless
accompanied by timely access to IBD services and
specialists. Unfortunately, Canadians with IBD continue to
face disparities in access.1 For example, those in rural or
underserviced areas are less likely to be managed by a
gastroenterologist, which increases their risk of
hospitalization and poor outcomes. 1 Reducing these
inequities can help improve quality of life and
productivity for all affected Canadians.

KEY NEEDS
National campaign to raise awareness of IBD among health professionals and the public
Reduce inequities in access to physicians and nurses specialized in IBD care

DELAYS IN DIAGNOSIS AND TREATMENT
Long waits for a diagnosis of IBD persist in Canada and
elsewhere. While people with IBD report significantly
more gastrointestinal symptoms to their doctors than the
general population, sometimes for many years, these
reports do not reliably lead to a diagnosis. 2 In a 2019
Canadian survey of IBD patients, 68% of respondents
reported an excessive delay before diagnosis, with close
to half of this group waiting more than two years. 3
Most survey participants attributed the delay to an
uncertain or mistaken initial diagnosis. Indeed, they
reported seeing an average of 3.5 doctors before receiving
a correct diagnosis. 3

The challenge of diagnosing IBD reflects both the
complexity of the disease and the delays in access to a
colonoscopy and other diagnostic tests.
As expected, delays in diagnosis lead to delays in
treatment, which can significantly alter the course of the
disease and put a ceiling on treatment outcomes. In
children, delaying the diagnosis of IBD can have an
especially severe impact. A 2021 Canadian prospective
study of 1,399 children with IBD found an association
between delayed diagnosis and fistulizing complications
as well as growth impairment,4 and other studies of
pediatric IBD have uncovered similar links.

KEY NEEDS
Establishing national benchmarks for time to diagnosis and a strategy to achieve those benchmarks
Study the impact of timely IBD treatment on long-term outcomes
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SHORTAGE OF IBD NURSES
There are more than 270,000 people with IBD in Canada and fewer than 90 IBD nurses to serve them. 5 To put
this figure in context, Crohn’s & Colitis UK recommends 2.5 full-time IBD nurse equivalents per 250,000 patients. 6
This translates to 380 IBD nurses for the Canadian population of 38 million, over four times more than the
current total.

NURSE PRIMER: TYPES OF NURSES

Licensed practical nurse (LPN)
Has a 2-year college diploma and has passed
the Canadian Practical Nurse Registration
Exam
Manages chronic, stable patients
Reinforces health education and medication
management
May provide some medication management
depending on training and jurisdiction

Registered nurse (RN)
Has graduated from an accredited nursing school
or university and completed the Canadian
Registered Nurse Exam
Conducts full physical assessments
Monitors drug therapy
Provides all levels of patient education
Manages acute and chronic health conditions

Clinical Nurse Specialist (CNS)
Has a Master’s degree
Provides evidence-based nursing care for
specialized population
Develops clinical practice guidelines and
protocols
Provides advanced education
Conducts independent research

Nurse practitioner (NP)
Has a Master’s degree
Can carry out all the CNS functions
Can autonomously diagnose, interpret diagnostic
tests, and prescribe medication
Can perform specific procedures within the scope
of practice
Works in collaboration with physicians

The shortfall in IBD nursing in Canada can affect
patients’ experience in both hospital and
community settings. For example, IBD patients
admitted to a mixed hospital ward are often
placed far from a bathroom.7 Nurses without IBD
training may not understand that these patients
require bathroom access up to 20 times a day
and can’t stand in a long lineup for a toilet. 7
For younger patients, who often hesitate to
speak up for themselves, the lack of IBD nurses
on the ward can lead to deep shame and
embarrassment if an “accident” happens.

In the community, patients without access to an
IBD nurse may not get timely guidance on
managing challenges that arise in the course of
treatment.
Not only are IBD nurses in short supply, but their
distribution across Canada varies widely. This
disparity exists even in tertiary centres
dedicated to gastroenterology: one study of 12
gastroenterology centres found the IBD nurse1
to-patient ratio varied from 1:150 to 1:900.
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WHAT DO IBD NURSES DO AND WHY ARE THEY
IMPORTANT?
The literature has reported the significant contribution of IBD nurses in the management of
the disease. Roles of IBD nurses may include education, counselling and support, and (with
advanced practice nurses) investigating, diagnosing, monitoring or even prescribing
therapy. 8
Children with IBD, who generally have closer and more frequent contact with IBD nurses, may face specific
challenges when they transition to the adult care model. Indeed, an Ontario study found that adolescents
transitioning to adult care visit emergency and outpatient departments more frequently than before, with the
1
scarcity of phone support from IBD nurses as a possible contributing factor.

KEY NEEDS
Benchmarks for number of IBD nurses in Canada and consultation with IBD nurses to establish a path
toward these benchmarks
Robust transitional plan for children transitioning to adult care, including IBD nurse support
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MANAGING NEWER MEDICATIONS
The advent of more targeted IBD medications,
notably biologics, JAK inhibitors and sphingosine
1-phosphate (S1P) receptor modulators, has made
IBD treatment both more effective and more
complex. 1 In line with clinical evidence and expert
opinion, clinicians are now introducing these
medications earlier in the treatment arc, which also
raises the costs of IBD management.
Many biologic drugs are now available as
biosimilars—molecules designed to work like
previously approved biologics, but less costly
because they are not developed “from scratch.”

Many jurisdictions have implemented policies that
require physicians to prescribe biosimilars
preferentially.
The cost savings from using biosimilars represents
an opportunity to invest in the IBD space as a whole
and especially in IBD nurses, who can make a real
difference to an underserved community. IBD
nurses can help patients on biologics in a variety of
ways, from monitoring and education to
administrative support. They also play a critical role
in helping patients transition from originator
9
biologics to biosimilars.

KEY NEEDS
More specialized health providers trained to manage today’s complex treatments for IBD
More specialized health providers, such as IBD nurses, with expertise to guide patients through medication
transitions

MANAGING THE WHOLE PATIENT
Physical symptoms only scratch the surface of IBD.
The disease’s profound effect on mental health,
quality of life, and life planning makes it critical to
include psychological well-being in IBD care. In
2018, a multidisciplinary working group of IBD
experts in Spain drafted a series of
recommendations for managing the psychological
aspects of IBD.10 The working group recommended
watching for signs of anxiety and depression in IBD
patients and formally evaluating them for these
conditions.10 They also noted that doctors may not
have the training or comfort level to address such
personal issues.

Patients themselves prioritize overall well-being
over symptom reduction as a goal of treatment. In a
2018 Canadian survey of people with IBD, more
respondents regarded quality of life (37%) than
remission (32%) as the ultimate treatment goal, and
close to four out of ten expressed a desire for
greater support from the healthcare team. 11
A UK patient survey reached similar conclusions:
respondents called for a more holistic approach to
IBD care, including integration of psychological
support and counselling.12

KEY NEEDS
Focused attention on depression and anxiety in IBD patients
Integration of psychological well-being into the IBD care pathway
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2.1

part 2: the canadian experience
RESEARCH METHADOLOGY
As detailed below, the CDHF conducted systematic qualitative research to ensure the recommendations in this
report are grounded in Canadian experience and evidence.

PREPARATORY WORK
The CDHF organized a development team to drive stakeholder engagement and data collection, including
survey design and deployment. The team included one patient engagement researcher, one health system
researcher, the CDHF's director of Research and Patient programs, two IBD patients, one IBD caregiver, and a
survey design methodologist. The group created eight themes to guide the development of this report: QOL,
costs, access, management, support, nursing role, patient education, advocacy, and communication.

LITERATURE REVIEW
The CDHF hired an information specialist to conduct a review of relevant literature on IBD care, based on the
criteria listed below. Articles were further limited to English-language publications published between January
1, 2013 and May 25, 2020.

QUANTITATIVE STUDIES

QUALITATIVE STUDIES

Inclusion Criteria
All study designs except case reports & series
Studies describing roles of, or led by, IBD nurses
Consensus statements or recommendations from
professional organizations regarding IBD nurses
IBD health service requirements for nurses
IBD care & care coordination involving nurses

Inclusion Criteria
Studies capturing patient, caregiver or healthprofessional perspectives on IBD nursing
Qualitative studies and qualitative evidence collected
as part of a quantitative study

Exclusion Criteria
Comments or editorial articles
News articles on recent events in IBD nursing
Case reports and case series
Reviews/conference abstracts older than 1 year

Exclusion Criteria
Studies that did not mention IBD or nursing in either
the methods or results sections
Meeting/conference abstracts published in 2019 or
earlier

Fifty-five publications (51 quantitative, 4 qualitative) met the inclusion criteria. Among these, 23 included
surveys/questionnaires in the study design, of which 5 were deemed to align with the report’s aims. An additional
publication, the Second-N-ECCO 2018 Consensus Statements on the European Nursing Role in Caring for Patients
with Crohn's and Ulcerative Colitis, was added to the list of relevant publications.
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2.1

STAKEHOLDER SURVEYS
The team created four separate surveys, respectively targeting:

1. NURSES/NURSE PRACTITIONERS MANAGING IBD PATIENTS
2. GASTROENTEROLOGISTS
3. PATIENTS WITH IBD
4. CAREGIVERS OF IBD PATIENTS
Based on the literature review, the team identified 67
statements that could help them develop survey
questions. In an iterative process, the team drafted a series
of questions for each survey and removed the less relevant
ones. All surveys were pilot-tested, using a group of
volunteers who represented the target survey audience,
and revised based on feedback from the test groups. Once
finalized, the surveys were launched on the Abacus Data
survey platform and promoted on the CDHF website,
social media channels, relevant professional associations,
and stakeholder networks.
25 nurses, 20 gastroenterologists, 80 IBD patients, and 10
caregivers completed the surveys.

STAKEHOLDER
CONSULTATIONS
The team conducted one-on-one semi-structured virtual
interviews with 8 nurses working in IBD settings, 8
gastroenterologists, 6 patients with IBD, and 5 parents of
IBD patients. Participants were recruited via email.
Interviewers used guidance documents with suggested
questions to ask during the hour-long interviews. The
interviews were transcribed.

THEMATIC ANALYSIS
The interview transcripts were analyzed to extract salient
themes, with assistance from the Canadian Hub for
Applied and Social Research (CHASR) at the University of
Saskatchewan. The data analysis involved a series of
reviews, each one with a different focus. The broad
categories resulting from this process were segmented
into specific themes.
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2.2

FEEDBACK FROM NURSES
This summary combines the results of the nurse survey (n = 25) with the qualitative feedback from the semistructured interviews with 8 nurses.
Most of the survey respondents were registered nurses (80%) and/or nurse practitioners (52%). The remainder
were clinical nurse specialists (n =3), licenced practical nurses (n = 2), and one research nurse. Over two-thirds of
respondents (68%) reported spending the majority of their time on direct clinical practice, while 12% allocated
most of their time to administrative duties and 8% to research.

Time allocated to various activities

% of
respondents

Proportion of Time

KEY ROLES
Most survey respondents viewed patient support and education as their key roles. Primary support functions
included management of diarrhea or constipation (100%), fatigue (96%), mental health (96%), pain (80%), and
pregnancy/fertility issues (72%). About half of respondents provided support for ileostomy/colostomy surgeries
and sexual issues.
Almost all nurses (96%) regarded evidence-based information as a central aspect of patient education. The vast
majority informed patients about common symptoms (100%) and possible side effects of medication (96%). A
smaller proportion shared information about social programs (68%) and surgical procedures (52%).
Most surveyed nurses also counted coordination of care among their duties, and almost all followed up on
abnormal test results at least some of the time.

How IBD Nurses Support Patients
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2.2

POINT OF CONTACT
Patients seeking advice are far more likely (96%) to contact an IBD nurse than another member of the
healthcare team. This typically happens by phone (88%) or email (68%).
All survey respondents agreed that virtual access to an IBD nurse improves follow-up care and helps patients
self-manage their IBD. Three-quarters maintained that it reduces the need for hospitalization—a perception that
aligns with research. 1

IBD nurse survey: benefits of virtual access to IBD nurse

SPECIFIC BENEFITS TO PATIENTS
Patients rely on IBD nurses for emotional support and confide in them about their symptoms and other concerns.
According to survey respondents, patients feel especially comfortable talking to IBD nurses about medications
(88%) and medication changes (84%). A smaller proportion of patients feel a high level of comfort discussing their
sexual health (48%) or complementary therapies (40%).
When asked to describe the specific benefits they provide, the surveyed nurses emphasized unhurried
consultations, empathy, and continuity:
Time to listen to patient concerns
Time to teach and help
Empathic patient care
Continuity of care
Opportunity to discuss the emotional side of IBD
A point of contact who gets to know the patient well and understands their journey
Source of both medical and psychosocial support
Comprehensive care that includes mental health, crisis support, and family planning
Easier and quicker access during flares
Holistic approach to chronic disease
Education on COVID-19 infection and vaccination for people with IBD

“There is that almost in-between space where patients don’t need professional
psychological or psychiatric treatment, but need a person who can validate,
listen, and acknowledge what they are going through.”
-IBD NURSE INTERVIEWEE
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2.2

IBD NURSE AS PARTNER
More than any other member of the IBD care team,
the IBD nurse serves as a clinical, logistical, and
psychological partner to patients. One of the
interviewed nurses eloquently captured the value of
this partnership: “IBD is a really complex disease,
and the way it manifests within an individual can
be very unique,” she said.

“If you just take a therapeutic approach, the patient
either gets better or they don't, and then you just
keep rifling them through more drugs.” Nurses
“interact with patients at the level of experience,
not just symptoms. Some patients suffer from
anxiety, depression, post-traumatic stress disorder
related to hospital stays, or bad endoscopic
procedures. And if you don't consider these things,
you miss the boat.”

IBD NURSE AS ADVOCATE: A CASE STUDY
Following a colectomy, an 18-year-old man initially
rejected his nurse’s attempts to connect him to
peer support for patients with stomas. “He said he
hated his stoma and was absolutely not interested
in embracing it,” the nurse recalls. Following a
surgical revision some years later, the patient ran
into financial difficulties. His nurse told him about a
retroactive disability tax credit and helped him
complete the application form.

The young man used the money to start a small
business manufacturing ostomy bags and helping
patients get coverage. “He has really found his
purpose and vision,” his nurse reports, adding that
“we nurses are connectors. We make sure people
have the right opportunities and know when to get
out of their way.”

BENEFITS TO THE HEALTHCARE SYSTEM
The current and anticipated shortage of gastroenterologists in Canada calls for strategies that use public
money responsibly while maintaining high standards of care. Survey respondents and interviewees agreed
that IBD nurses can carry out many routine clinical duties, which spares patients who just need basic care
from having to arrange a visit with a gastroenterologist—and wait weeks or months for the appointment. In
their estimation, judicious use of IBD nurses also enables gastroenterologists to handle a larger patient load,
thus mitigating the shortage problem.

“There are not enough specialists to deal with all the Crohn’s disease
patients who will be diagnosed in the next 10 years. The IBD nurse can
step in to fill the gaps.”
-IBD NURSE INTERVIEWEE
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UNMET NEEDS
Most patients do not have access to an IBD
nurse, and nurse stakeholders agreed that access
needs to become more consistent. Ideally, IBD
nurses should be available both during and after
business hours, which can only happen if more
IBD nurses enter the system. Existing nurses
already have excessive patient loads and
responsibilities, and burdening them with extra
commitments would erode their effectiveness.
Only 28% of nurse survey respondents reported
participating in IBD research, with lack of time
identified as the chief barrier. As one respondent
observed, “I spend a large majority of my time
seeing patients and following up on results and
filling out their paperwork, so I don't have time
to engage and develop research projects. [There
is] no protected time for research.”

“I would love to see an IBD
help line, where patients can
call in and nurses can start
the assessment early so we
can get a flare under control
quickly.”
-IBD NURSE INTERVIEWEE

Overall, nurse stakeholders noted several
opportunities to use IBD nurses more effectively
and comprehensively within the IBD care
ecosystem.

Their suggestions included:
Raising awareness of how nurses contribute
to chronic disease management in general
More postgraduate programs dedicated to
IBD nursing
Outreach to new or future graduates of
nursing programs
More IBD nurses dedicated to mental
wellness in IBD
More health-economic studies evaluating the
cost savings from involving more nurses in
IBD care
Creating IBD administrator positions so IBD
nurses can devote less time to clerical duties
and more time to clinical care
Help lines

"It would be amazing to have
more nurses dedicated to
mental healthcare in IBD
with specialized training in
cognitive behavioural
therapy.”
-IBD NURSE INTERVIEWEE

REFERENCES
1. MARTINEZ-VINSON C ET AL. BMJ OPEN 2020;10:E036929.
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FEEDBACK FROM GASTROENTEROLOGISTS
This summary combines the results of the gastroenterologist survey (n = 20) with the qualitative feedback from
the semi-structured interviews with 8 gastroenterologists.
Respondents to the survey were running busy practices, with 35% managing more than 100 IBD patients at any
point in time. Of the 55% with an IBD nurse providing direct care in their clinic, 90% reported that the nurse
participates in monitoring treatment plans.

Patient access to IBD Nurse

Does access reduce need for appointments?

About two-thirds (65%) of respondents said their patients can access care outside scheduled appointments
without too much difficulty. An equal proportion believed that having between-visit access to a member of the
healthcare team (whether a nurse or another health provider) reduces patients’ need for appointments.
Respondents with an IBD nurse in their clinic unanimously identified the IBD nurse as the most accessible team
member.

“Half or more of IBD care is provided within a community setting—a
doctor with administrative support and that’s it. We need to establish
regional hubs where patients have access to nursing care, virtual
education, and peer support.”
-GASTROENTEROLOGIST INTERVIEWEE
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2.3

PERCEIVED BENEFITS OF IBD NURSES
Overall, survey respondents regarded IBD nurses as
highly skilled educators who, in the words of one
respondent, “have the time for unrushed
discussions with patients that can support
treatment success.” The majority viewed IBD nurses
as highly competent in sharing evidence-based
information about IBD (72%), managing flares
(63%), and providing access to urgent care (62%).
Eighty-two percent identified “managing diarrhea
and constipation” as one of IBD nurses’ key support
functions, while 73% counted “asking about IBDrelated mental health needs” as key.

When asked about the benefits of IBD nurses in
individual interviews, gastroenterologists reiterated
the themes of extra contact time and access
between appointments. They maintained that
ready and consistent access to an IBD nurse boosts
patients’ confidence and reduces their stress,
increases adherence to treatment, improves followup care, and supports the implementation of
accelerated treatment protocols, among other
benefits.

Benefits of an IBD nurse: specialist perceptions

Specialists who lacked an IBD nurse unanimously agreed that adding an IBD nurse to the team would improve
follow-up care and patient self-management. A strong majority (89%) also felt that the addition of an IBD nurse
would reduce patient visits to the emergency department.
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2.3

UNMET NEEDS
The gastroenterologists consulted for this report
called for more robust multidisciplinary teams for
all IBD patients, not just those affiliated with
academic centres. They suggested that
governments provide funding to train more nurses
and nurse practitioners to obtain a formal “IBD
nurse qualification.”
Echoing the feedback from nurses,
gastroenterologist stakeholders hoped to see more
mental health support for IBD patients and
regarded the IBD nurse as the logical choice for this
type of support. Equitable access to medications
also ranked high on their wish list. Finally, they
expressed concern about the time spent filling out
forms and checklists, especially for patients starting
biologic medications, and agreed on the need to
streamline and standardize these processes.
On an institutional level, gastroenterologists
supported a greater investment in IBD nurses from
governments, noting that more studies to assess
the impact of IBD nurses on patient outcomes and
costs will help build the case. In a private interview,
one gastroenterologist emphasized the “need to
shift the government’s view so they recognize IBD
nurses as essential, rather than just added value.”
While gastroenterologist stakeholders hoped to see
the same shift happen within the private-pay
landscape, they saw publicly funded nursing as less
prone to bias. To support the argument for public
investment in IBD nursing, one interviewee
suggested that “patients reach out to provincial
health authorities to talk about the impact IBD
nurses have had on their life, while another
envisioned “a national advocacy plan that makes
the case through data and anecdotes and involves
all stakeholders.”

SPECIALISTS WHO LACKED
AN IBD NURSE
UNANIMOUSLY AGREED
THAT ADDING AN IBD
NURSE TO THE TEAM
WOULD IMPROVE FOLLOWUP CARE AND PATIENT
SELF-MANAGEMENT.
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2.4

FEEDBACK FROM PATIENTS
This summary combines the results of the patient survey (n = 80) with the qualitative feedback from the semistructured interviews with 6 patients.
Over half (57%) of surveyed patients described managing IBD as extremely or very stressful, although the 28%
with access to an IBD nurse reported marginally less stress. Among patients without an IBD nurse, 79%
expressed a desire to have one.

ROLE OF IBD NURSE
According to the surveyed patients, IBD nurses primarily provide support for the management of
diarrhea/constipation (36%), fatigue (27%), and pain (23%). Close to two-thirds of patients (64%) also included
“coordination of care between the patient and other team members” as an IBD nurse role.
When asked for specific details about the role, survey respondents highlighted the themes of clinical support,
administrative support, and education:
Coordinates my infusion schedule
Schedules tests
Helps to provide information as needed between appointments
Is instrumental in helping me managing flares between appointments
Helps me understand abnormal blood work
Connects with my doctor on my behalf to get answers to questions she can’t address
Prepared me for surgery and let me know the tools available before and after surgery

BENEFITS OF ACCESS TO AN IBD NURSE
Patients with an IBD nurse identified the nurse as the most accessible health professional on their healthcare
team. A solid majority of patients agreed that access to the IBD nurse helps them manage their disease (91%)
and improves their overall care (77%). Most respondents also cited a “boost in confidence” as a benefit of access.
A smaller proportion of patients (51%) maintained that access to an IBD nurse reduced their need for scheduled
visits or hospitalization (45%). “[Access to an IBD nurse] allows me to get requisitions for lab work and
prescriptions between appointments without waiting to see the gastroenterologist,” one patient said, and
another reported that their IBD nurse “has helped me get flares under control without having to wait ages until
my next appointment.”

“Usually I meet with the nurse first, and then I meet afterwards with
my doctor. The nurse asks me a whole variety of questions on how I'm
feeling, then [the doctor sees me] just to confirm everything.”
-IBD PATIENT INTERVIEWEE
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2.4

BENEFITS OF ACCESS TO AN IBD NURSE CONT'D
In open-ended responses, surveyed patients highlighted knowledge and holistic support as the qualities they
most appreciate in IBD nurses:
Very knowledgeable and aware of the latest trends in care
With their depth of knowledge, they can often prevent issues and emergencies
Has set me up to thrive within the confines of the disease
Makes me feel more supported and less alone in my medical journey

Benefits of access: patient perspectives

One of the patient interviewees explained how the
IBD nurse can bridge the gap in access to
gastroenterologists: “To be honest, I would have to
wait forever and ever to talk to my GI doctor, and
the nurse clinician is a very good intermediate
resource,” he reported. “If I can catch her on a good
day and leave her a message in the early morning,
she will often get back to me the same day.” For this
reason, “she is automatically the person I think
about first. I talk to her. I tell her what is going on.”
The ease and rapidity of access holds special value
for patients who live far away from large urban
centres with specialized IBD care services. One
patient living in a remote area of British Columbia
described how access to an IBD nurse led to a
medication change that might otherwise have
taken a lot longer to implement. Recalling the
previous winter, he spoke of having “the worst flare
I’ve had in a few years. Things were not good.
Thankfully I was able to fire off an email to the
nurse, telling her I had blood, urgency, frequency, all
the symptoms of a flare. The nurse was able to
check in with the doctor, send in the appropriate
requisitions, and get my medication changed.”

For emotional support, survey respondents relied on
IBD nurses more than on any other member of the
healthcare team, with 87% commending the nurses
for their empathy and 86% for their knowledge of
IBD management. They used strong terms of
appreciation to describe the special connection
they felt with their IBD nurses, such as “priceless,”
“lifeline,” and “peace of mind.” One patient reported
that his IBD nurse “makes it seem as though she has
an infinite amount of time, which promotes
sharing.”
In a private interview, a patient with fistulizing CD
conveyed the importance of working with a nurse
trained in IBD, rather than a general nurse. After
getting a fistulotomy, the Franco-Ontarian patient
had to take care of her wound every time she went
to the bathroom. “At one point I was doing fistula
wound care every ten minutes,” she recalled. “It was
exhausting and I almost passed out on the floor.”
She contacted her IBD nurse, who advised her on
next steps and provided the emotional connection
she desperately needed. “A regular home care nurse
would never had understood what was going on or
have the bedside manner to take care of me at that
low point,” she said.
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2.4

Sources of emotional support

UNMET NEEDS
For patients, the first six months after diagnosis
require the greatest amount of guidance and
support, and access to an IBD nurse starting at
diagnosis would help meet this need. As one
patient noted, “it would help me ask quick
questions and get advice without waiting days for
the gastroenterologist to get back to me.” In
another patient’s view, “weekly communication
during a flare would be ideal.” Patients also
maintained that ongoing communication with a
nurse and/or dietitian would help them stay on
track with diet and lifestyle.
Integrated IBD centres that house various
specialists under one roof would help reduce the
logistical burden on patients. “I currently have to
see doctors in various centres and have trouble
getting in when a new abscess forms due to my
active fistula,” one patient reported. Some patients
suggested setting up after-hours treatment teams,
or perhaps having various team members on call, to
help reduce the burden on hospital emergency
services. At the same time, they called for better
awareness of IBD from ER doctors. In one patient’s
experience, “the level of care and understanding in
the ER is not what it should be, considering the
number of individuals with the disease.”

“We need a better set-up for
educating new patients
about what IBD signs to look
for and what to do when
symptoms occur.”
-IBD PATIENT INTERVIEWEE

“It would be great to have
some sort of patient portal
that would allow us to
communicate directly with
staff and get questions
answered on an on-call
basis.”
-IBD PATIENT INTERVIEWEE
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FEEDBACK FROM CAREGIVERS
This summary combines the results of the caregiver survey (n = 10) with the qualitative feedback from the semistructured interviews with 5 caregivers. Note: the word “caregiver” refers to parents or other people responsible
for the care of children with IBD.
The majority (70%) of the surveyed caregivers found it at least somewhat stressful to manage IBD in their
affected children, of whom most were on a biologic medication. Half of the caregivers had access to an IBD
nurse providing direct care to the child and the remainder wanted to have this option, maintaining it would
improve follow-up care (100%) and self-management (80%). “Having an IBD nurse we could contact with
questions as they arise would eliminate a great deal of stress,” one survey respondent stated.

Caregiver stress

Respondents with access to an IBD nurse viewed the nurse as the most available member of the healthcare team,
and four out of five connected between-visit access to a reduced need for appointments. One respondent
contended that access to an IBD nurse had enabled them to avoid a hospital visit.

ROLE OF IBD NURSE
When asked to describe the role of IBD nurses, caregivers painted a holistic picture:
Tells us what to expect and when to be alarmed
Provides reassurance
Helps keep us calm
Gives us the knowledge we need to take care of our child.
Answers quick questions that don’t require an appointment
Quickly responds to my questions, consults the doctor, and follows up with next steps
Helps us recognize flare symptoms
Explains basic test results
Acts as an information bridge between patient and doctor
Without exception, caregivers viewed the IBD nurse as the most suitable team member for discussions about the
variety and severity of IBD symptoms. They also sought emotional support from IBD nurses more readily than from
gastroenterologists.
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BENEFITS OF IBD NURSE
Caregivers largely echoed the feedback from
nurses, gastroenterologists, and patients. They saw
rapid access and communication of evidencebased information as key benefits of an IBD nurse.
In their experience, access to an IBD nurse improves
follow-up care, increases their confidence in
managing their child’s IBD, and reduces their stress
levels. Like other stakeholders, the majority of
caregivers felt comfortable talking with IBD nurses
about most IBD-related topics and viewed the
nurses as competent or highly competent in
managing flares (80%), facilitating access to urgent
care (80%), and showing empathy (60%).

“Our IBD nurses were
amazing. They helped me
understand the disease, and
if I understand it, I can help
my child understand it.”
-IBD CAREGIVER INTERVIEWEE

UNMET NEEDS
Caregivers saw mental health support as a crucial
need for the young people in their charge. One
caregiver disclosed that the adolescent in their care
“prefers to avoid [the disease] with substances and
video games” and wished the young person had
access to a face-to-face or online support group.
Another caregiver expressed a similar desire for
guidance: “He needs a plan for life. He needs
structure and support.” Survey respondents also
identified personalized nutrition and continuity
when transitioning to adult care as areas of need.

“For a family with a child who
has a complex condition like
IBD, the nurse is the anchor.
Having full access to an IBD
nurse keeps us sane.”
-IBD CAREGIVER INTERVIEWEE
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PUTTING IT ALL TOGETHER: INTERPRETING
THE COLLECTIVE FEEDBACK
The feedback from the different stakeholder groups converged on several themes. As detailed below, Canadian
stakeholders hold IBD nurses in high esteem and view them as providing a quality and style of care that other
members of the IBD care team can’t easily replicate.

Value of the IBD nurse: themes identified by CHASR iterative analysis

PHYSICAL HEALTH

Accessibility
Coordination of care
Clinical care and health advice
Education and resources

QUALITY OF LIFE

Emotional support
Mental health

CLINICAL CARE
All stakeholders recognize the IBD nurse’s role in clinical care. IBD nurses can carry out many routine clinical
duties, thus sparing patients who just need basic care from having to see a gastroenterologist. Most IBD nurses
help manage disease exacerbations, answer questions about medications, and review test results. Depending
on their training and experience, they may also conduct clinical assessments, manage response to biologic
medication, and make clinical decisions.

ACCESS POINT
Access to a specialized IBD nurse elevates the quality and continuity of care. IBD nurses can either provide
immediate care or expedite patients’ concerns to the doctor. They often communicate by phone or email with
patients in between scheduled visits. Caregivers of children living with IBD also view access to nurses as an
integral part of their child’s care, and rely on the nurse to quickly reach the doctor in urgent situations.

COORDINATION AND ADMINISTRATION
Effective IBD care requires connecting patients with health providers across disciplines. This role generally falls
to nurses, who also take on a number of other administrative tasks such as completing lab requisition forms and
other paperwork. Patients place a high value on these forms of support. IBD nurses also alleviate the
administrative burden on gastroenterologists and primary care physicians, while streamlining the flow of care.
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PATIENT-FRIENDLY EDUCATION
As the interface between patient and other health
providers, IBD nurses are ideally positioned to
educate patients about IBD management, and
most take on this role with great enthusiasm.
Patients often feel confused and bewildered when
first diagnosed, and having a nurse who prepares
them for what to expect gives them a measure of
stability.

In tandem with direct patient education, the nurse
informs patients about resources that can “help
patients help themselves,” such as medication
handouts or mental-health management tools.
Some nurses also offer guidance on general health
promotion in the context of chronic disease.

HOLISTIC SUPPORT
Patients appreciate nurses for their ability to listen and for their focus on the whole patient, rather than a
collection of symptoms, and hold mental health support in especially high regard. A diagnosis of IBD can
cause a great deal of anxiety, and the emotional support provided by IBD nurses acts as a counterweight to
this near-universal distress. Nurses may either support mental health directly or guide patients toward
appropriate support channels.

ADVOCACY
IBD nurses welcome the opportunity to advocate for their patients and view advocacy as a logical extension
of their official responsibilities. Their holistic perspective gives them a unique understanding of patient
needs, above and beyond alleviation of IBD symptoms. Along with advocating for access to treatments, IBD
nurses may provide assistance or resources to patients facing challenges with finances, housing, or
addiction.

REMAINING CHALLENGES
All stakeholders agree: the field of gastroenterology
suffers from a marked shortage of dedicated
nursing staff. They would like to see more
government funding for IBD nurse positions, which
would help raise the level of IBD care to the
standard seen with other chronic conditions.
As a corollary to the IBD nurse shortage, existing
IBD nurses face an excessive workload that
threatens to dilute their effectiveness. Despite their
best intentions, they may not have the capacity to
meet a goal they all share: supporting patients in a
timely manner. IBD nurses’ heavy workload also
cuts into their personal time: to keep up with new
advances in IBD care, many have no choice but to
study the literature outside work hours.

By the same token, very few of them can carve out
time for conducting their own research, despite a
keen interest in doing so.
Nurses themselves note several opportunities to
make better use of IBD nurses in Canada. These
include raising awareness of IBD nurses’
contribution, increased training, more IBD nurses
dedicated to mental wellness, and the creation of
IBD administrator positions to allow nurses to do
less administrative work and more of what they do
best: patient care.
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part 3: the vision
GLOBAL TRENDS: EVOLVING ROLE OF
NURSES IN IBD MANAGEMENT
In other parts of the world, multidisciplinary models with high nurse involvement are demonstrating the value
of this approach. These models often position the IBD nurse as the primary point of contact for the patient and
the other health professionals on the team. The primary goal of a multidisciplinary IBD care team is to improve
1
patient outcomes by sharing expertise to create a clear treatment plan and resolve clinical dilemmas.

NURSING NUANCES: SOME DEFINITIONS
IBD nurse: These specially trained nurses provide clinical inpatient and outpatient care, telephone advice,
transitional care, and biologic therapy support.
IBD nurse practitioner: These advanced nurses have a broader scope of practice, which may include some
responsibilities in assessing, diagnosing, and managing patients.
Clinical nurse specialist (CNS): Along with providing clinical care, the CNS serves as an emotional support
and mentor to patients and an advocate for better care.

TEAM STRUCTURE
In an expert-consensus study published in the British Medical Journal, most participants favoured a singlecentre model, in which each institution sets up its own team, rather than a “hub and spoke” model that links
2
satellite centres to an IBD hub.
Core members of the team should include, at a minimum: 1
Gastroenterologist
Colorectal surgeon
IBD nurse specialist
Dietitian
Team coordinator
To facilitate more structured discussion among team members, many teams hold regular meetings for the
management of patients with complex IBD. Eligible cases for discussion include new diagnoses, patients on
biologics, post-operative patients, and complex cases. 1

ONE FOR THE TEAM
The value of multidisciplinary
team meetings (MDTMs) was put to the test in a retrospective review of MDTMs
3
in an Australian hospital. In the analysis, a MDTM was considered successful if implementation of top-level
meeting recommendations occurred within 6 months. Of 146 patients with a successful MDTM, 58% were in
clinical remission at the last review, compared to only 15% of patients with an unsuccessful MDTM.
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RANGE OF NURSING ROLES
To function most effectively, the multidisciplinary team should have a designated lead member or coordinator
—a role that falls easily within the IBD nurse’s scope of practice.4 Indeed, the 2018 N-ECCO consensus statement
on nursing roles in IBD care positions IBD nurses as key agents of communication between the patient and the
rest of the care team.5 The therapeutic alliance between patient and nurse can enable patients to take a more
active role in their own treatment. 6
Specific IBD nurse roles may include: 5,7,8
Assessment of laboratory results
Reinforcement of medical indications
Assisting in the management of IBD-related pain and fatigue
Educating patients with fistulizing IBD about fistulae, protecting skin integrity, ensuring patient comfort,
and managing complications
Helping to screen patients for eligibility for biologic or biosimilar therapy
Educating patients on potential side-effects of biologics and biosimilars
Educating patients transitioning from originator biologics to biosimilars
Referring patients with suspected nutritional deficiencies to the dietitian on the team
Advocacy: representing patients’ interests and needs, and protecting their dignity
Advanced IBD nurses (nurse practitioners or clinical nurse specialists) may also participate in treatment
evaluation, care planning, research, service development, and leadership activities.5

A NEW POSITION: IBD NURSE FOCUSED ON BIOLOGICS

9

The challenge of managing IBD patients on biologic medications prompted the Southampton General
Hospital, a centre serving a population of 650,000, to develop and deploy a specialist-nurse-led program. The
program involved creating a new position called biologics clinical nurse specialist (BCNS). Roles of the BCNS
included: maintaining a database of patients on biologics, screening for opportunistic infections, injection
training, monitoring therapy for appropriateness, and patient/carer counselling and education, among others.
The initiative led to more judicious use of biologics and to significant savings in drug costs.

Patients’ intimate and sustained connection with their IBD nurses enables them to broach delicate subjects
they may find harder to discuss with physicians. As an example, patients rarely mention fecal incontinence to
their doctors, despite being very concerned about it. 6 IBD nurses can encourage patients to disclose problems
with incontinence and sexual difficulties, and support or refer them as needed. 7
IBD nurses can also inform patients about advocacy and support groups, which serve an especially critical role
6
for people with a new diagnosis or with a complicated disease course.
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THE ASK: A NATIONAL STRATEGY FOR IBD CARE
WITH AN ENHANCED ROLE FOR NURSES
Canadian stakeholders have spoken, and their message is clear: we can and we must provide better care to
people living with IBD. Other parts of the world, notably Europe, have demonstrated the effectiveness of IBDnurse-centred care models. To import and adapt this model to Canada, the CDHF proposes a national strategy for
IBD care with an enhanced role for nurses.

RATIONALE FOR THE STRATEGY
IBD nurses represent a powerful and underused resource in Canadian IBD care, and multidisciplinary teams are
an effective organizational structure for the assessment and management of chronic diseases. Indeed, such
2
teams have been gaining ground in most health disciplines. A national strategy will help establish nursecentred multidisciplinary teams as the standard of care, thus improving the quality and efficiency of IBD care
across the country. It will also facilitate the development of best practices, enhance research and data collection,
and catalyze the cross-pollination of ideas.

EXPANDED ROLES FOR NURSES
In Canada, IBD nurses generally divide their time between inpatient care, outpatient care, virtual care
(including telephone advice), rapid-access clinics, transitional care, and biologic service management.
Multidisciplinary teams often rely on nurses to provide education, counselling, and physical and emotional
3
support to patients. A national strategy will help formalize and expand the roles of IBD nurses, thus optimizing
3
IBD care.

HOW PATIENT SUPPORT PROGRAMS FIT INTO THE MODEL
In Canada, manufacturers of biologics and biosimilars for IBD typically offer comprehensive patient support
programs (PSPs). While PSP services vary widely, nurses often play key roles in these programs, ranging from
administration of medication to supportive communication with patients. In a study of 10,857 Canadians
participating in a PSP, those receiving nurse-initiated phone calls were much more likely to start and follow
the treatment regimen properly and 72% less likely to stop therapy.4 With their concentration of nursing
expertise, PSPs represent a unique opportunity to establish and improve standards of IBD care.

NURSE-LED RESEARCH
Nurse-led research can help shape the future of IBD care. However, many
IBD nurses do not have dedicated time to lead research studies or
5
opportunities to enhance their research skills. A survey of IBD nurses
representing 13 European countries identified five research areas of special
interest to the profession: 6
· Interventions to improve self-management
· Interventions for symptoms of frequency, urgency, and incontinence
· Role of IBD nurse in improving outcomes and quality of life
· Interventions to improve IBD fatigue
· Care pathways to optimize clinical outcomes and patient satisfaction

“NATIONAL HEALTH POLICIES,
STRATEGIES AND PLANS PLAY AN
ESSENTIAL ROLE IN DEFINING A
COUNTRY'S VISION, POLICY DIRECTIONS
AND STRATEGIES FOR ENSURING THE
HEALTH OF ITS POPULATION.”
- WORLD HEALTH ORGANIZATION ON
NATIONAL STRATEGIES 1
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While Crohn’s & Colitis Canada’s annual research grants for nurses have led to several innovative projects, IBD
nurses’ research capacities remain underdeveloped in Canada. A national strategy can help support a robust
nurse-led IBD research program and allocate funds to this initiative.

CONCENTRATION OF EXPERTISE
A key component of the proposed national strategy is the Centre of Excellence in Care (CoE)—a specialized
service that concentrates expertise and resources and delivers advanced care. CoEs have already proven
themselves in many areas of medicine, including allergy and immunology, arthritis, stroke, and stem cell
research. 2 As a chronic,complex disease requiring sophisticated treatment, IBD lends itself especially well
7
to the CoE model. The PACE network has demonstrated the viability of the model, but a national strategy
would help scale it up.
CoEs are organized around three pillars of health care excellence: patient care, research and education. By
centralizing resources and capabilities, CoEs can improve: 2
Effectiveness: Health services are based on the most up-to-date scientific knowledge
Efficiency: Resources are optimally used to achieve desired outcomes
Safety: Standardized best practices mitigate risks and harmful effects
Acceptability: Health services are responsive to user needs, preferences and expectations
Accessibility: Health services are provided in a suitable setting and timely manner
Research: Every patient is a potential research subject, enabling a seamless blend of clinical and
research capabilities.

GLOBAL SUPPORT FOR A NURSE-CENTRED MODEL
SUPPORTIVE STATEMENTS

DOCUMENT

N-ECCO consensus statement

8

Nurse-centred services…have been demonstrated to be cost-effective and
beneficial to patients and healthcare providers
Prompt access is the most frequently cited benefit of an IBD nursing service

British Society of
Gastroenterology guidelines 9

The role of the IBD specialist nurse is integral to provision of services
The IBD nurse is well placed to fulfill [the coordinator] role in the
multidisciplinary team

UK IBD Standards 10

A personalised care plan should be in place for every IBD patient, with
access to an IBD nurse specialist and telephone/email advice line

Polish working group guidelines 11

The assumption of the physician-nurse partnership is to optimize care
[The nurse-centred model] contributes to improving the quality of life of
patients and has a positive impact on the process of treatment
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A RATIONAL INVESTMENT: THE CLINICAL
AND HEALTH-ECONOMIC CASE
Introducing more IBD nurses into the system—and using them to their full capacity—makes sense from both a
clinical and economic standpoint. It lifts the burden on gastroenterologists and primary care physicians while
enabling a high level of continuity. As detailed below, studies continue to show that enhancing the roles of IBD
nurses improves the quality, outcomes, and cost-effectiveness of IBD care.

IMPACT ON QUALITY OF CARE
In 2014, University Hospitals Leuwen in Belgium
sought to document the impact of introducing an
IBD nurse position on the quality of care, with a focus
on faster access to procedures and avoidance of ER
and outpatient visits. 1 In the first 6 months of the
program, nurse-patient contacts increased threefold
—a testament to high-touch care delivered by IBD
nurses. The researchers calculated that the program
enabled the IBD service to avoid 133 clinic visits and
30 ER visits over the course of a year. An estimated
136 patients also had faster access to procedures.
To evaluate the impact of an IBD nurse on quality of
care, researchers in Finland surveyed 49 physicians
and 88 nurses. About 80% of the respondents listed
patient support and follow-up as the most important
functions of IBD nurses. Among physician
respondents, 92% agreed that having an IBD nurse
frees up their own time and resources. 2

Telephone lines led by IBD nurses can achieve similar
objectives. In a nurse-led telephone service
introduced in Barcelona, Spain, covering over 7,000
patients, nurses fielded questions ranging from
suspicion of relapse and doubts about treatment to
medication monitoring and side effects. In close to
two-thirds of cases, the nurses could address the
patients’ questions without assistance from a
gastroenterologist.3
A recent Canadian study arrived at a similar
conclusion: Among the 572 nurse-patient
interactions (by phone or email) analyzed in the
study, 61.4% resulted in nurse-managed
interventions and only 19% required a scheduled
appointment in the IBD clinic. 4

CASE STUDY
A 27-year-old man with active UC begins taking the immunomodulator azathioprine (2.0 mg/kg/day) and
prednisone (60 mg/day). After an initial improvement, his symptoms worsen again, with frequent liquid stools
and blood with each bowel movement. His gastroenterologist suggests the biologic vedolizumab, but the patient
has concerns about side effects.
How can the IBD nurse help? “An important responsibility in managing IBD patients is to… communicate [risks]
effectively to patients so they understand the trade-off between the risks and benefits of their treatment options,”
says nurse practitioner Sharon Dudley-Brown in her report on this patient. “Discussions about risk are best
presented with multiple formats that include numbers and pictorial displays of data.”
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IMPACT ON OUTCOMES AND PATIENT SATISFACTION
IBD impacts a person’s entire life, not just their digestive
tract, and routine nursing care (i.e. by nurses without IBD
training) is not sufficient to manage IBD patients. To make
a meaningful difference, nursing interventions must
target IBD-specific needs. As a case in point, in a Chinese
study of UC, subjects had a significantly lower rate of
relapse when nurses provided guidance on medication
and diet as well as psychological support, compared to
those receiving routine care. 6
Adherence (taking medication as prescribed) can reduce
the risk that IBD will relapse, but an estimated 20% to
40% of patients do not adhere to their prescribed
7
regimens.

By communicating the rationale for taking medication
and identifying adherence barriers, nurses can
significantly influence adherence to medication in
patients with IBD. 8
Experts and regulators increasingly recognize patient
satisfaction as a clinically meaningful outcome:
satisfaction fuels motivation to follow treatment
protocols, which in turn leads to better outcomes and
greater satisfaction. In a Scottish survey of 777 IBD
patients, participants with an IBD nurse reported greater
9
satisfaction with their care.

IMPACT ON HEALTH-SYSTEM COSTS
Studies throughout the world have confirmed the costeffectiveness of adding an IBD nurse to the care team. In
2014, Southampton General Hospital in the UK introduced
an IBD nurse devoted to biologics to its IBD service. The
initiative led to a savings of 15% of annual biologic costs,
which the service invested in additional outpatient
appointments and colonoscopies. 10
An IBD unit in a tertiary hospital in Australia calculated
that interventions from the IBD nurse led to 27 fewer
hospital admissions (representing a savings of 171
occupied bed days) over a 12-month period.

QUALITY UP, COSTS DOWN

Outpatient reviews and ER presentations also declined.
After deducting the nurse’s salary and associated costs,
the hospital saved an estimated $136,535. 11
In Madrid, incorporation of an IBD nurse into an IBD care
unit yielded both health-economic and research benefits.
Attending to 1,558 patients, the nurse monitored biologic
and non-biologic agents, followed up on diagnostic tests,
educated patients on drug administration, and
participated in 25 research projects.12 The journal article
reporting on the initiative concluded that “the
incorporation of a specialised nurse in an IBD unit had
major economic, healthcare and research benefits.”

11

“IBD nurse positions provide sustained direct cost reductions to health
services via reducing hospital attendances. This is additional to
benefits that accrue through better patient knowledge, earlier
presentation and increased compliance.”
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ROADMAP FOR CANADA: KEY
RECOMMENDATIONS FOR A NATIONAL
STRATEGY
SEVEN PRIORITIES
Based on the literature review, stakeholder surveys, qualitative
interviews, and thematic analyses conducted for this report, the
Canadian Digestive Health Foundation recommends creating a
Canadian IBD strategy with the following priorities:

1.

RECOGNIZE IBD AS A NATIONAL HEALTH PRIORITY
This initial priority, which will drive all the others, begins
with raising awareness. Despite the high prevalence of
IBD in Canada, both the public and primary care
providers lack awareness of the impact of the disease. A
national education program targeting these groups,
reinforced with regional and local educational initiatives,
will help demystify the disease, reduce its social stigma,
stimulate innovative treatments, and facilitate
accommodations for affected Canadians.

2.

INVEST PROPORTIONATELY IN THE IBD SPACE
The prevalence of IBD in Canada, already well above the
global average, continues to rise. Meeting the growing
need for care will require increased funding for IBD
research, specialized health providers, dedicated
treatment centres, and investment in IBD research.
Research that can help guide health policy and practice
is of special interest.

3.

ESTABLISH STANDARDS FOR
MULTIDISCIPLINARY IBD CARE
Studies have confirmed the clinical and healtheconomic value of a multidisciplinary care model for
IBD. National standards for multidisciplinary care, based
on the literature, global experience, and expert
consensus, will help ensure a high quality and uniformity
of IBD care across the country. The IBD nurse should
serve as a point of connection between team members,
in keeping with the body of research supporting this
approach. The team structure and workflow should
ensure that patients awaiting a diagnosis or treatment
have timely access to the specialists they need.
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INCREASE THE NUMBER OF IBD NURSES
Canada currently falls far short of the recommended 2.5
full-time IBD nurse equivalents per 250,000 population.
Achieving this objective will require a commitment to
train IBD nurses and additional funding for their
education and employment. The government can work
with nursing institutions to set benchmarks, establish
training programs, and create opportunities for IBD
nurses in Canada.

5.

ALLOCATE FUNDS TO NURSE-LED IBD RESEARCH
Nurses are ideally positioned to conduct research that
address the physical, psychological, and social impacts
of IBD and the outcomes of front-line interventions.
Regular investment in nurse-led IBD research, such as
annual research grants, will have a direct impact on the
quality of life of people living with IBD. With the general
shift toward virtual healthcare, research into the value
and feasibility of IBD telehealth is of special interest.

6.

CREATE IBD CENTRES OF EXCELLENCE IN IBD
CARE
By concentrating expertise and resources, Centres of
Excellence (CoEs) can improve the quality, consistency,
outcomes, and cost-effectiveness of IBD care as well as
accelerate research. In partnership with the CDHF and
with Crohn’s & Colitis Canada, the government should
create a critical path for establishing CoEs in strategic
locations across the country.

7.

DEVELOP A NETWORK OF IBD DATABASES
IBD research depends on robust, shareable data from
clinical trials, electronic health record databases,
patient-reported outcome databases, and other sources.
Such data also enables regulators to make equitable
decisions that support a sustainable healthcare system.
Investing in creating and connecting these datasets will
enable medical researchers to advance our knowledge
about IBD and optimize clinical practice.
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PROPOSED TIMELINE

*Projected Start

QUICK WINS
The CDHF recognizes the time and effort required to implement the seven key recommendations. An
initial focus on simple, high-yield action points within the recommendations can help launch the
strategy and generate momentum.
Possibilities for such “quick wins” include:
Create a public awareness campaign on traditional and social media
Increase funding for nurse-led IBD research and care in the next fiscal year
Create an IBD expert team to establish benchmarks for multidisciplinary care and map out an
implementation path
Decide on location and funding for future Centres of Excellence in Care
Set goals for training the appropriate number of IBD nurses to support Canada’s IBD community
over the next 5 years

Page 42

looking to the future
Canada already has the expertise and
infrastructure to deliver world-class
care to people living with IBD. With a
national strategy and a commitment to
strengthen the IBD nurse role, the
country can meet the growing needs
and demands of the Canadian IBD
community.
A national strategy will not only
improve the quality of life for countless
Canadians living with IBD, but will
decrease the burden of IBD on our
health system and economy. We owe it
to the large community of Canadians
affected by IBD to move these
recommendations forward.
The CDHF calls on our federal and
provincial/territorial governments,
academic institutions, the
pharmaceutical industry, and
foundations to take this vital step, and
will be honoured to support the
initiative.
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