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Abstract

Adults with inflammatory bowel disease (IBD) experience debilitating symptoms that

impede their ability to engage in daily activities. In Northeastern Ontario, there is limited

access to formal specialized resources inhibiting the development of self-care strategies for

living cohesively with IBD. An interpretive phenomenological analysis was used to gain an

understanding of the lived experience of self-care among adults with IBD in Northeastern

Ontario. Semi-structured interviews were conducted with six individuals diagnosed with

IBD. Analysis resulted in the identification of two main themes: living with uncertainty and

seeking control. The four subthemes included: disease uncertainty, formal care uncertainty,

self-directed resourcefulness, and self-developed observational skills. The lived experience of

self-care found to be the actions undertaken to live with uncertainty and seek control in the

context of inflammatory bowel disease. The findings align with the Theory of Self-care of

Chronic Illness, and provide new insights into potential improvements in patient-centered

care, the importance of informal resource utilization, and describe how adults living with

IBD in Northern communities navigate their illness through self-care.
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iii



Acknowledgments
My philosophical approach is grounded in the patient as a central figure in the

professional relationship. Thus, my motivation for selecting this topic of inquiry and

examining the emic perspective of individuals with inflammatory bowel disease and their

experience of self-care in Northeastern Ontario is based upon my commitment and

philosophical approach to patient-centered care.

I would like to thank my co-supervisors, Dr. Craig Duncan and Irene Koren, and

member of my thesis committee Sharolyn Mossey, for their patience, insight, knowledge, and

dedication in the completion of this thesis. You have helped to make this study both a reality

and possibility. I feel I have grown both personally and professionally throughout this

experience with the guidance you have provided me. I would also like to thank my family and

friends for the ongoing support and encouragement throughout this process. Finally, I would

like to thank Crohn’s and Colitis Canada for supporting my research. I am thankful for being

able to work with this foundation and contribute to research that focuses on improving the

lives of those with inflammatory bowel disease.

iv



Table of Contents
Thesis Defense Committee…………………………………………………………………….ii

Abstract…………………………………………………………………………...…………...iii

Acknowledgements…....…………...…………...…………...…………...…………...……….iv

Table of Contents…………...…………...…………...…………......…………...…….….…....v

List of Tables…………...…………...…………...…………...……………….……….……...ix

List of Figures…………...…………...…………...…………...…………...…………..……....x

List of Appendices…………...…………...…………...…………...……………………..…...xi

Chapter 1……………………………………………………………………………………….1

1.1 Introduction…………………………………………………………………………….1

1.1.1  Inflammatory bowel disease epidemiology………………….………………….2

1.1.2 Northeastern Ontario Context…………………………………………………....3

1.1.3  Self-care………………………………….……………………………………...4

1.1.4  Self-care and inflammatory bowel disease……………………………..……….6

1.2 Statement of the Problem……………………………………………………………....7

1.2.1 Inflammatory bowel disease impacts…………………………………………….7

1.2.2 Healthcare guidelines…………………………………………………………….9

1.3 Significance of the Study…………...…………...…………...…………...…………...….11

1.4 Purpose of the Study……………………………………………………………………....12

1.5 Research Question and Study Methodology…………………………………………….12

v

11

12

12



1.6 Organization of Thesis……………………………………………………………………12

Chapter 2……………………………………………………………………………………………14

2.1 Literature Review Introduction…………………………………………………………..14

2.2 Literature Search Methods………………………………………………………………..14

2.3 Overview of Literature………………………………………………………………..16

2.4 Key Literature Review Findings…………………………………………………………20

2.4.1  Social self-care strategies………………………………………………………….21

2.4.2  Psychological self-care strategies………………………………………………....23

2.4.3  Physical self-care strategies…………………………………………………....25

2.4.4  Limitations………………………………………………………………………….26

2.5 Gaps in Knowledge…………………………………………………………………...27

2.6 Conclusion……………………………………………………………………………28

Chapter 3……………………………………………………………………………………………30

3.1 Research Question and Study Methodology………………………………………………...30

3.2 Design of Study………………………………………………………………………………..31

3.3 Study Setting and Participants………………………………………………………………..32

3.3.1  Setting……………………………………………………………………………….32

3.3.2 Participants……………………………………………………………………...32

3.4 Ethical Considerations and Recruitment…………………………………………………33

vi

12

14

14

14

16

20

21

23

25

26

27

28

30

30

31

32

32

32

33



3.5 Researcher Insider Perspective…………...…………...…………...…………...…………….34

3.6 Data Collection…………...…………...…………...…………...…………...…………………35

3.7 Data Analysis……………………………………………………………………………..38

3.8 Study Quality Enhancement…………………………………………………………………..39

3.8.1 Credibility…………………………………………………………………………...39

3.8.2 Transferability……………………………………………………………………….40

3.8.3 Dependability………………………………………………………………………..40

3.8.4 Confirmability…………...…………...…………...…………...…………...………..41

3.9 Conclusions…………………………………………………………………………………….42

Chapter 4……………………………………………………………………………………………43

4 Introduction………………………………………………………………………………………43

4.1 Living with Uncertainty…………………………………………………………………..43

4.1.1 Disease uncertainty………...…………...…………...…………...…………...…….43

4.1.2  Formal care uncertainty……..…………...…………...…………...…………...….47

4.2 Seeking Control………………………………………………………………………………..49

4.2.1 Self-directed resourcefulness…………...…………...………………..……...…….49

4.2.2 Self-developed observational skills…………...…………...…………...………….49

4.3 Summary of Findings…………...…………...…………...…………...…………...…………..57

vii

34

35

38

39

39

40

40

41

42

43

43

43

43

47

49

49

49

57



Chapter 5……………………………………………………………………………………...59

5 Introduction…………………………………………………………………………………59

5.1 Discussion of Findings……………………………………………………………………59

5.1.1  Living with uncertainty…………...…………...…………...…………...………….59

5.1.2  Seeking control………………………………...….…………...…………...……....64

5.2 Implications for Practice………………………………………………………………….69

5.2.1 Nursing practice…………...…………...…………...…………...…………………..69

5.2.2 Practice guidelines…………...…………...…………...…………...………………..71

5.3 Future Research……………………………………………………………………....72

5.4 Limitations of Study…………...…………...…………...…………...…………...……….73

5.5 Conclusion……………………………………………………………………………75

References…………...…………...…………...…………...…………...……………………....78

Appendices…………...…………...…………...…………...…………...…………………….101

viii

59

59

59

59

64

69

69

71

72

73

75

78

101



List of Tables

Table 1: Overview of Literature…………………………………………………………...18

ix



List of Figures

Figure 1: The Middle-Range Theory of Self-care of Chronic Illness - Three self-care

categories……………………………………………………………………………………....6

Figure 2: PRISMA flow literature search strategy………………………………………….16

Figure 3: Common themes…………………………………………………………………...20

Figure 4: Reflexive journal example………………………………………………………...38

Figure 5: Themes and associated sub-themes………………………………………………..43

x



List of Appendices

Appendix A: Recruitment Poster .....................................................................................101

Appendix B: Research Ethics Board Approval….............................................................102

Appendix C: Crohn’s and Colitis Foundation Email(s)....................................................103

Appendix D: Study Information Letter…………....…….................................................104

Appendix E: Research Protocol and Consent Form..........................................................108

Appendix F: Demographic Questionnaire...................................................................….111

Appendix G: Semi-Structured Interviews……................................................................112

Appendix H: Interpretive Phenomenological Analysis Poem…………………….…….113

xi



1

Chapter 1

1.1 Introduction
Inflammatory bowel disease is a chronic autoimmune disorder characterized by periods of

relapse and remission in inflammation of the mucosal lining within the digestive tract (Fakhoury

et al., 2014; McDowell et al., 2021). The debilitating symptoms of the disease often decrease the

ability to perform daily activities (Devlen et al., 2014; Faust et al., 2012; Pihl-Lesnoveska et al.,

2010). Further, inflammatory bowel disease is based on the location and depth of the

inflammation within the digestive tract. First, Crohn’s disease can penetrate both the mucosal and

submucosal layers anywhere along the digestive tract between the mouth and the anus (Baumgart

& Carding, 2007). In contrast, ulcerative colitis occurs primarily in the large intestine, with

inflammation starting at the anus and continuously spreading to the end of the large intestine

occurring primarily in the mucosal layer of the large intestinal wall (Farrell et al., 2016;

Gomollon et al., 2016). Both ulcerative colitis and Crohn’s disease have distinct features. Crohn’s

disease often develops in persons between ages 15-35 years and is characterized by the

occurrence of fistulas; and oral and anal sores (Seyedian et al., 2019). Ulcerative colitis often

develops in persons between ages 15-45 years, with blood during defecation being a more

common symptom related to the depth and location of inflammation (Su et al., 2019). Anemia;

blood during defecation; fatigue; weight loss; loss of appetite; fever; fecal urgency;

uncontrollable defecation; and abdominal pain and cramping are symptoms common to both

illnesses (Farrell et al., 2016; Gomollon et al., 2016; McDowell et al., 2021). In addition,

psychological symptoms impact those who live with inflammatory bowel disease correlating



2
directly with inflammatory bowel disease severity, as those with disease exacerbation experience

higher rates of anxiety and depression (Bernstein, 2016; Kochar et al., 2018; Nahon et al., 2012).

1.1.1 Inflammatory bowel disease epidemiology. In 2017, the global disease burden (GBD) of

inflammatory bowel disease was approximately 6.8 million cases (nearly 3.9 million female and

nearly 3.8 million males) with an age-standardized prevalence rate of 84.3 per 100 000

population (GBD 2017 Inflammatory Bowel Disease Collaborators, 2020). The age-standardized

prevalence rate of inflammatory bowel disease is the highest among countries with high

socio-demographic index, such as the United States of America, the United Kingdom, Canada

and Australia, and although the total number burden of the disease is relatively low, there is a

substantial non-fatal burden including substantial compromise in the physical, psychological,

familial, and social dimensions of life (GBD 2017 Inflammatory Bowel Disease Collaborators,

2020). The prevalence of inflammatory bowel disease is on the rise in Canada. According to the

2018 inflammatory bowel disease impact report 270 000 Canadians are living with inflammatory

bowel disease with numbers expecting to double within the next decade (Kuenzig et al., 2019).

By 2030 the prevalence of inflammatory bowel disease is predicted to rise to 0.95% of the

Canadian population which underscores the need for healthcare innovations to curtail the burden

of the disease (Coward et al., 2018). In Canada, the increasing use of biologic therapies and

inflammatory bowel disease care paradigms that include a gastroenterologist and frequent patient

monitoring are increasing the direct healthcare costs of the illness (Coward et al., 2018). In

Ontario one in five adults with Crohn’s disease and one in eight adults with ulcerative colitis are

hospitalized every year (Kuenzig et al., 2019). Hospitalizations most commonly occur in the first

year of diagnosis with adults aged 18 to 40 years having higher rates of hospitalization compared

to older adults (Kuenzig et al., 2019). In Ontario, the risk of intestinal resection for adult onset of
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Crohn’s disease increases to more than one in four persons with 10 years of diagnosis and the

10-year risk of colectomy following the diagnosis of ulcerative colitis rises from about 13%

among young adults to over 18% among persons 65 years of age and older.

1.1.2 Northeastern Ontario context. Northeastern Ontario spans an area of approximately 400

000 square kilometers (Health Quality Ontario, 2017) and has a population of approximately 548

449 persons with a population density of 2.0 per square kilometer (Statistics Canada, 2017).

Northeastern Ontario districts include Algoma, Greater Sudbury, Cochrane, Muskoka, Parry

Sound, Temiskaming, Nipissing, and Manitoulin (Ontario, n.d.). In this geographic sub-region of

Northern Ontario, 19.3% of the population reside in a large urban centre and 30.2% reside in a

rural area (Health Quality Ontario, 2017). By comparison, in Ontario overall 69.3% reside in a

large urban centre and 13.1% are in a rural area (Health Quality Ontario, 2017). For residents of

Northeastern Ontario, the proportion who have access to gastroenterology care in the first year of

inflammatory bowel disease diagnosis is low (38%) compared with residents of the Toronto

Central (78%) and immediately surrounding areas (67-77%) (Habashi et al., 2019). The

geographic disparities are of concern when considered in the context of a population based study

in Ontario, that found ulcerative colitis patients had a higher mortality rate under the care of a

non-specialized practitioner (1.1% non-specialized practitioner vs. 0.2% gastroenterologist)

(Murthy et al., 2012). This corresponds to the finding that there were fewer gastroenterologists

per 100 000 capita in Northeastern Ontario (1.04) compared to Toronto Central (6.21) (Habashi et

al., 2019). Thus, care providers with specialized education, diagnostics, assessments, treatment

options, health promotion strategies, and support resources are often not readily accessible when

needed in Northern areas, resulting in poor disease outcomes (Bhatt & Bathija, 2018).

In addition, persons who need to travel approximately 100 kilometers or more one-way to

access a specialized medical practitioner have access to the Northern Travel Grant, a grant
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created to improve quality of care in underserved areas of Northern Ontario by providing

financial reimbursement for transportation expenses to healthcare appointments (Habashi et al.,

2019). Annually, 200 000 people apply for reimbursement through the Northern Travel Grant,

costing Ontario an average of $53 million per year (Habashi et al., 2019).

A telemedicine cohort revealed that utilizing the Promoting Access and Care through

Centres of Excellence (PACE) telemedicine program at Mount Sinai Hospital in Toronto, Ontario,

saved an average travel of 1137 kilometers per visit for Northeastern Ontario residents (Habashi

et al., 2019). The PACE program was designed to provide consultation to patients with

inflammatory bowel disease who reside in underserved areas, thus increasing their access to

specialized care (Habashi et al., 2019). This improved health outcomes through improving access

to specialized care within a targeted two week period, as average wait times to see a

gastroenterologist is defined within the first 12 months of diagnosis for those with active

inflammatory bowel disease symptoms (Habashi et al., 2019).

Average kilometers saved varied dramatically between Local Health Integration Networks

(LHINs) as individuals who reside in Northern Ontario travel greater distances compared to those

living in larger urban centres where specialist practices are in the same area as patients location of

residence (Habashi et al., 2019). Overall, it is important to implement strategies and appropriately

equip healthcare teams with resources to improve patient-centered care for this specific

population to support self-care (Colombel et al., 2017).

1.1.3 Self-care. This study was guided by use of the Middle-Range Theory of Self-care of

Chronic Illness. Although the terms self-care and self-management have historically been used

interchangeably, the term self-care was selected for use throughout this study for consistency.

Self-care involves everyday chronic illness management, and can be used interchangeably with

self-management (Riegel et al., 2012). According to the Middle Range Theory of Self-care of
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Chronic Illness, self-care is the process through which individuals with chronic illness can

maintain and improve their health through health promotion practices and illness management

(Riegel et al., 2018; Riegel et al., 2012).  In addition, self-care has been associated with both

improved disease outcomes and life satisfaction (Plevinsky et al., 2016; Stomberg et al., 2012).

Further, in accordance with the model, support from others such as healthcare providers, family,

and friends is one of the many factors that influence self-care (Riegel et al., 2018; Riegel et al.,

2012). Understanding the process used by individuals with chronic illness to engage in self-care

can provide healthcare providers with information conducive to determine where patients

struggle. This information can be used to tailor interventions to improve patient outcomes in the

context of chronic illness (Riegel et al., 2012). In environments with limited resources and a

dearth of specialized care, self-care becomes more important as physical, psychological, social,

financial, and economic implications are negative if inflammatory bowel disease persists (Murthy

et al., 2012; Yang et al., 2009).

According to the Middle Range Theory of Self-care of Chronic Illness all healthcare

providers have a role in promoting self-care as it is an essential element in the long-term

management of individuals with chronic illness (Riegel et al., 2018; Riegel et al., 2012). Self-care

is a learned process, thus healthcare providers must identify learned experiences, provide

education about disease etiology, and facilitate the development of skills in the performance of

self-care (Riegel et al., 2018; Riegel et al., 2012). In individuals with chronic illness, self-care

involves a set of behaviours used to control the illness and decrease the burden of symptom

exacerbation (Riegel et al., 2018).

In the Middle-Range Theory of Self-care of Chronic Illness (Figure 1) self-care can be

categorized into three distinctive categories including (1) self-care maintenance, including daily

behaviours and health promotion practices such as following clinical recommendations (i.e.
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physical activity, sleep, nutrition) for the purpose of maintaining wellness (2) self-care

monitoring, including daily surveillance for changes in disease severity and manifestation (i.e.

tracking activity, stress, pain, anxiety, blood glucose, healing) and (3) self-care management,

including responding to changes in disease conditions for the purpose of obtaining a desired

outcome (i.e. response to activity changes, medication use, seeking information, consultation,

dietary changes) (Riegel et al., 2012; Riegel et al., 2018). Self-care can differ in meaning for

individuals and may not be consistent overtime, thus, self-care is individualistic (Riegel et al.,

2012; Riegel et al., 2018).

Figure 1: The Middle Range Theory of Chronic Illness - Three self-care categories

1.1.4 Self-care and inflammatory bowel disease. Self-care is a common strategy used to

manage everyday life for individuals living with inflammatory bowel disease (Conley & Redeker,

2016; O’Connor et al., 2013; Van Assche et al., 2013). According to the Middle Range Theory of

Self-care of Chronic Illness without access to care, individuals rely on informal resources such as

elders, community workers, parents, neighbours, and friends for information on how to engage in

self-care (Riegel et al., 2012; Riegel et al., 2019). However, in the absence of an appropriate

healthcare provider, illness outcomes are often poor (Riegel et al., 2019; Riegel et al., 2012;
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Marra et al., 2004). Therefore, understanding the lived experience of self-care for this particular

population will enable healthcare professionals to develop evidence-informed strategies to

improve patient-centered care, inform practice, and improve patient outcomes.

In order to understand the patient, the healthcare provider must demonstrate

patient-centered practice. According to the Registered Nurses’ Association of Ontario (RNAO)

(2006) patient-centered care involves “An approach in which clients are viewed as a whole” (p.2)

and involves a holistic approach that first identifies the patient’s concerns through understanding

individual perspectives. Thus, understanding the lived experience of self-care among adults with

inflammatory bowel disease living in Northeastern Ontario will enable healthcare providers to

gain understanding of the individual as a whole, further understand their perspective, and assist in

tailoring care to fit the needs of the patient. Overall, with an understanding of patient needs, the

healthcare provider can work with the patient to develop appropriate self-care strategies.

1.2 Statement of the Problem
1.2.1 Inflammatory bowel disease impacts. Individuals with inflammatory bowel disease

experience episodic periods of disease relapse accompanied by a wide range of debilitating and

uncontrollable symptoms (McDowell et al., 2021). As a result, individuals living with

inflammatory bowel disease experience physical, psychological, social, financial, and economic

implications.

With a limited number of gastroenterologists practicing in Northeastern Ontario, timely

access to specialty care is compromised which means individuals with inflammatory bowel

disease experience longer periods of inflammation which is associated with a higher risk of

developing colon cancer (Yang et al., 2009). In Canada, “a substantial number of patients are

dissatisfied with their wait time for consultation with gastroenterologists and report an impaired
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quality of life and decreased work productivity due to their digestive illness while waiting for

specialist care” (Paterson et al., 2010, p. 31). Limited access to specialists in Northern Ontario

has been reported to lead to increased disease relapse (Bouchard et al., 2012; Glazier et al., 2018;

MacMillian et al., 2003; Pong et al., 2011; Timony et al., 2013; Wenghofer et al., 2014). In

addition, painful physical symptoms that accompany disease exacerbation impedes daily

activities (work, school, parenting), relationships, and psychological well-being (Devlen et al.,

2014). A population based study identified anxiety and depression as the most common

psychological disorders in individuals with inflammatory bowel disease (Choi et al., 2019).

Further, physical and psychological symptoms associated with inflammatory bowel disease

contribute to decreased quality of life, impaired social interactions, and increased unemployment

(Kim et al., 2017).

Social implications of living with inflammatory bowel disease include decreased physical

intimacy and social activity (Daniel, 2002; Kemp et al., 2012). Inability to control bowel

defecation results in social isolation, as it is considered socially unacceptable to soil oneself

(Dibley et al., 2018). Due to the unpredictable onset of debilitating symptoms adults with

inflammatory bowel disease often require a leave of absence from work and school during

symptom exacerbation. This has negative impacts on personal finances and job stability (Fedorak

et al., 2010).

At a healthcare system level, the prevalence of inflammatory bowel disease leads to

financial burden. The direct cost for caring for individuals with inflammatory bowel disease is

approximately $4731 per capita, overall costing on average 1.28 billion in 2018 (Kuenzig et al.,

2019). Indirect costs such as the Northern Travel Grant for individuals with inflammatory bowel

disease costs Ontario approximately $53 million annually (Habashi et al., 2019). In addition, sick

leave, disability pension, and early retirement are common amongst those with inflammatory
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bowel disease, therefore contributing to increased burden on healthcare costs and the economy

(Bernklev et al., 2006; GBD 2017 Inflammatory Bowel Disease Collaborators, 2020; Kim et al.,

2017; Lönnfors et al., 2014). According to a public impact series report in 2010, adults with

inflammatory bowel disease took approximately 7.2 days off work per year related to their illness,

overall equating to $140 million in lost time (Fedorak et al., 2010). Overall, inflammatory bowel

disease impacts the everyday lives of individuals living with this chronic condition, especially

those with limited accessibility to specialized healthcare services such as gastroenterologists.

Thus, enhancing the importance and need for healthcare practice guidelines that focus on

patient-centered care and the utilization of self-care to improve patient outcomes.

1.2.2 Healthcare guidelines. In Canada, guidelines for treating adults with inflammatory bowel

disease are limited and commonly focus on treating the inflammation of the inflammatory bowel

disease through medication management (Bernstein et al., 2010; Bitton et al., 2012; Bressler et

al., 2015; Panaccione et al., 2019). Specifically, the Canadian Association of Gastroenterology

provides guidelines for the medical management of Crohn’s disease (Panaccione et al., 2019).

This guideline does not include a holistic approach in its parameters. For example, patient

education and emotional support in the management of this chronic illness is not addressed.

While medication management is an important aspect of managing inflammatory bowel disease, a

study by Hawthorne et al. (2008) discussed the importance of improving patient-centered care

through enhancing medical literacy and involvement in long-term management of individuals

with inflammatory bowel disease as a vital aspect in improving disease outcomes; all of which

are elements of self-care (Riegel et al., 2012).

In nursing, clinical practice guidelines for the care of patients with Crohn’s disease and

ulcerative colitis were developed in Poland (Golik et al., 2014). In this guideline nurses have a

substantive role in the care of the inflammatory bowel disease population including assessment
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and the provision of psychological, emotional, cognitive, and instrumental support (Golik et al.,

2014). Psychological and emotional support includes having an underlying knowledge base

regarding disease etiology and treatment options available, identifying individual needs, finding

resources available, communicating with patients and their families, monitoring individual state

of health, providing counselling, creating and promoting support groups, and engaging in the

transition process from pediatric to adult care (Golik et al., 2014). Cognitive and instrumental

support includes improving the knowledge base of individuals with inflammatory bowel disease

by providing educational resources regarding diet and nutrition, improving knowledge on adverse

effects, complications of the disease, pain management procedures, and the overall state of the

individual's condition (Golik et al., 2014).

In 2018 McMaster University published a report providing innovative approaches in

improving patient-centered care for individuals with inflammatory bowel disease. The first

approach consisted of supporting self-care to improve health outcomes for patients with

inflammatory bowel disease (Mattison et al., 2018, p.18). This involved: improving information

and tools; providing educational pamphlets in primary care clinics and emergency departments;

identifying trustworthy information websites; offering helpline numbers for additional resources

when needed; providing digital treatment binders to allow individuals to see treatment;

establishing peer supports; creating opportunities for one-on-one consults with trained health care

professionals in IBD; and increasing awareness of inflammatory bowel disease through initiatives

that involve improving knowledge of inflammatory bowel disease in the community (Mattison et

al., 2018).

Patient-centered guidelines specific for inflammatory bowel disease self-care in Canada

are limited, however, current literature supports the importance of patient-centered approaches to

support self-care in decreasing healthcare costs and individual impacts of inflammatory bowel
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disease for this particular population (Colombel et al., 2017; Golik et al., 2014; Mattison et al.,

2018). Further, a strong emphasis is placed on the importance of self-care to maintain remission

and improve management of disease, thus reducing hospitalization and mortality rates with

individuals with inflammatory bowel disease. Therefore, routine clinical care of patients with

inflammatory bowel disease should include discussion of self-care (Oviedo & Farraye, 2001).

1.3 Significance of the Study

Adults living with inflammatory bowel disease in Northeastern Ontario have limited

access to specialized healthcare providers, services, and formal educational and emotional

supports, therefore leading to increased incidences of disease exacerbation, hospitalization, and

mortality rates (Kuenzig et al., 2019; Paterson et al., 2010). Self-care is an important element of

addressing the impacts associated with living with inflammatory bowel disease including

physical, psychological, social, financial, and economic burden (Plevinsky et al., 2016; Stomberg

et al., 2012). In addition, responsibilities of Registered Nurses practicing in inpatient and

outpatient settings have an important role in self-care as they are responsible for teaching patients

preventative health promotion strategies in managing their illness and improving disease

outcomes through supporting self-care. Overall, no studies could be found that explore the

experiences of adults with inflammatory bowel disease in Northeastern Ontario and their

experience of self-care. Research that aims to understand how this population navigates health

using self-care can assist in improving patient-centered care, informing practice, and improving

patient outcome through identifying individual needs and tailoring patient interventions to reflect

those needs.
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1.4 Purpose of the Study
The purpose of this qualitative study is to explore the experience of self-care in adults

living with inflammatory bowel disease in Northeastern Ontario. The objective of this study is to

increase the foundational knowledge of the experience of self-care for this particular population.

Thus, providing a theoretical understanding of the shared patient experience of adults with

inflammatory bowel disease in Northeastern Ontario to inform nursing interventions and

patient-centered care to transfer into patient practice.

1.5 Research Question and Study Methodology

The core research question posed in response to the purpose of this study includes

1. What is the lived experience of self-care among adults living with inflammatory bowel

disease in Northeastern Ontario?

An interpretive phenomenological analysis methodological approach by Smith (1996) will be

used to explore this research question. This methodology allows for an interpretation of the

meaning of a lived experience of a phenomenon (Smith, 1996). Additionally, this methodological

approach is often used in healthcare research and conducive to improving service provision

(Pringle et al., 2011). Thus, this approach is appropriate for the identification of the lived

experience of self-care in adults with inflammatory bowel disease living in Northeastern Ontario.

1.6 Organization of Thesis
Chapter 1 provided an introduction of the thesis topic including the statement of the

problem, research question, and justification of why it is necessary to study this topic of inquiry

contextualized in a broader context. Chapter 2 will be to summarize the literature that is relevant

to this study including critical studies that have been conducted related to this topic of inquiry,
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thus providing background information needed to understand the problem(s). Additionally, this

chapter will provide justification for this study and the gaps and weaknesses in the existing

literature. Sections of this chapter will include 2.1 literature review introduction, 2.2 literature

search method, 2.3 overview of literature, 2.4 key literature review findings, and 2.5 gaps in

knowledge, and 2.6 conclusion.

Chapter 3 includes an explanation of the research design and methods used to conduct this

study and will provide a detailed description of the procedures. Sections of this chapter will

include, 3.1 research question and study methodology, 3.2 design of study, 3.3 study setting and

participants, 3.4 ethical considerations, 3.5 researchers insider perspective, 3.6 data collection, 3.7

data analysis, 3.8 study quality enhancement strategies, and 3.9 conclusion.

Chapter 4 will include an analysis of the data collected and themes that emerged. Sections

of this chapter will include 4.1 living with uncertainty, 4.2 seeking control, and 4.3 summary of

findings.

The final chapter will include a discussion of this study's findings using existing literature,

answering the research question, discussing implications to practice, future research, and

limitations of this study. Sections of this chapter will consist of 5.1 discussion of findings, 5.2

implications for practice, 5.3 future research, 5.4 limitations of study, and 5.5 conclusion.



14

Chapter 2

2.1 Literature Review Introduction
The reviewed literature revealed the current state of evidence of the research question:

What is the lived experience of self-care among adults with inflammatory bowel disease? Further,

literature provided insight into the beliefs and perspectives about self-care among adults with

inflammatory bowel disease. Living with inflammatory bowel disease requires maintaining health

through day-to-day management of disease signs and symptoms through health promoting

practices such as self-care maintenance, monitoring, and management (Riegel et al., 2012; Riegel

et al., 2004). Self-care maintenance involves behaviours to maintain physical and emotional

wellbeing (Riegel et al., 2012); whereas self-care monitoring involves, “the process of observing

oneself for changes in signs and symptoms” (Riegel et al., 2012, p. 196). Self-care management is

the final concept, and involves the self-management of disease symptoms through responding to

symptoms appropriately with a self-initiated response (Riegel et al., 2012). Self-care is an

essential element in the management of chronic illness and requires the patient to be an active

participant in their illness management (Riegel et al., 2012).

Overall, self-care is an important element in improving living with disease related

uncertainties, reinforcing the need for an understanding of the lived experience of self-care in a

resource limited environment such as Northeastern Ontario in this particular population. Thus,

understanding the lived experience of self-care provided a theoretical understanding of self-care

in the context of inflammatory bowel disease.

2.2 Literature Search Methods
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A comprehensive electronic search was conducted using Cumulative Index to Nursing and

Allied Health Literature, Pubmed, Embase, and ProQuest Nursing and Allied Health. An

academic librarian was consulted and the search terms were refined to include: “adult” AND

“Inflammatory bowel disease” OR “Crohn’s Disease” OR “ulcerative colitis” AND “focus

groups” OR “interview” OR “qualitative research” AND “self-care”. In addition, the search

engines included the following automatic self-care related terms: self-administration,

self-medication, and self-testing for Pubmed and ProQuest Nursing and Allied Health;

self-management, self-treatment, and self-nurturance for Embase; and, self-monitoring,

self-administration, self-care agency, self-medication, and self-management for CINAHL.

Related terms that were not automatically included in each database were added in the final

search to ensure that the search terms were identical in each database. Riegel et al. (2012)

discuss’ self-management as another term for self-care which has an important role in day-to-day

chronic illness management and therefore self-management was added as a key term in all

searches.

The search was limited to English language literature and available full text. The primary

search strategy was supplemented by a hand search in which one article was added. The initial

search of the databases yielded 1886 articles of which four were duplicates (Figure 2). Initially,

1882 titles were screened for inclusion of self-care or self-care related terms, Crohn's disease,

ulcerative colitis, and inflammatory bowel disease in their title and keywords. Abstracts of 13

articles were screened for relevance. Articles were removed if the abstracts did not include at

least one of the key terms (i.e. self-care, self-management, or self-care related terms:

self-administration, self-medication, self-testing, self-management, self-treatment,

self-nurturance, self-monitoring, self-administration, self-care agency, self-medication, and
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self-management), adult participants, and qualitative research. N=8 articles were removed. The

remaining 5 articles were retrieved for a full review. No Canadian literature met the inclusion

criteria.

Figure 2: PRISMA flow literature search strategy

2.3 Overview of Literature
Table 1 outlines the purpose, study methods, and findings of each of the primary studies

selected for this literature review and identifies a corresponding appraisal score. The appraisal

score was derived from the Joanna Briggs Institute (JBI) critical appraisal checklist for qualitative

research and is based on an assessment of methodological quality, including bias in design,
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conduct, and analysis of each study (JBI, 2020). All studies met a  minimal level of appraisal for

inclusion in this descriptive literature review.

Out of the five qualitative studies that were included in this literature review four

originated from Sweden and one from the United Kingdom. The studies selected sought to

understand or explore the beliefs or perspectives surrounding self-care (Cooper et al., 2010;

Larsson et al., 2017; Loven et al., 2016) or the need for knowledge regarding self-care (Wahlin et

al., 2019; Lesnovska et al., 2013) in adults with inflammatory bowel disease. Additionally, the

studies selected all used purposive sampling. Participants were recruited from inflammatory

bowel disease outpatient clinics (Cooper et al., 2010; Lesnovska et al., 2013) and

gastroenterology units in acute hospital settings (Larsson et al., 2017; Loven et al., 2016; Wahlin

et al., 2019). One study was specific to Crohn’s disease (Wahlin et al., 2019). All of the studies

used open-ended questions to guide semi-structured interviews. Cooper et al. (2010) used a

Systematic Framework analysis informed by the theory of personal control (Ritchie & Lewis,

2003) to support their analysis. This analysis was used to explore the beliefs regarding

self-management and personal control of adults with inflammatory bowel disease (Cooper et al.,

2010). Larsson et al. (2017), Lesnovska et al. (2013), Loven et al. (2016), and Wahlin et al.

(2019) used different forms of content analysis to arrive at findings from interviews that were

used to explore: inflammatory bowel disease related stressors, the use of coping strategies, and

the need for information and support (Larsson et al., 2017); adults who have been diagnosed with

inflammatory bowel disease knowledge needs (Lesnovska et al., 2013); self-care among patients

with inflammatory bowel disease (Loven et al., 2016), and, the disease related worries in adults

with Crohn’s disease (Wahlin et al., 2019).
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2.4 Key Literature Review Findings
Self-care is an important aspect of living with inflammatory bowel disease and associated

debilitating symptoms (Loven et al., 2016). The authors of the five studies included in this

descriptive literature review variably used the terms self-care or self-management to designate

strategies employed by individuals to maintain their well-being. All authors reported that

individuals use these strategies to gain a sense of control and cope with the manifestations and

implications of their chronic inflammatory bowel disease. Self-care was categorized into three

domains encompassing social, psychological, and physical strategies (Figure 3).

Figure 3: Common themes
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2.4.1 Social self-care strategies. Social self-care strategies focused on information seeking

(Figure 3). All authors in the reviewed literature identified that desired and required information

was sought from formal sources such as healthcare providers (Cooper, 2013; Larsson et al., 2017;

Lesnovska et al., 2013; Loven et al., 2016; Wahlin et al., 2019).  Additionally, a subset of the

authors identified that informal sources of information, such as other individuals living with

inflammatory bowel disease, were an important source of knowledge and support for self-care

(Larsson et al., 2017; Loven et al., 2016; Wahlin et al., 2019).

Disease related worries have a negative impact on the everyday life of adults living with

inflammatory bowel disease (Loven et al., 2016; Wahlin et al., 2019). In order to live with stress

related to disease uncertainties, adults with inflammatory bowel disease sought clear information

from health care providers regarding disease etiology, prognosis, treatment options, and the

management of symptoms (Loven et al., 2016). Further, they sought information about how to

live with inflammatory bowel disease from informal sources such as family and friends (Larsson

et al., 2017; Loven et al., 2016; Wahlin et al., 2019). Informal resources such as information

provided by patient organizations were also important (Larsson et al., 2017; Loven et al., 2016;

Wahlin et al., 2019).

Discussing disease related worries with individuals who have the same disease, provided

an opportunity to share personal perceptions about living with inflammatory bowel disease with

others who can personally relate (Loven et al., 2016; Wahlin et al., 2019). Further, discussing the

disease with others allowed individuals to gain additional knowledge about living with

inflammatory bowel disease such as disease etiology (Larsson et al., 2017). Further, shared

experiences allowed for feelings of inclusion in terms of relating to others with similar

experiences for this particular population. Overall, this provided a venue for participants to

discuss their diagnosis with others that understand what it is like to live with the chronic illness
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(Larsson et al., 2017; Loven et al., 2016; Wahlin et al., 2019). Further, seeking information about

how to live with inflammatory bowel disease from informal sources such as family and friends

was a common self-care strategy for adults with inflammatory bowel disease (Larsson et al.,

2017; Loven et al., 2016; Wahlin et al., 2019).

Upon diagnosis, the information needs of adults with inflammatory bowel disease focused

on practical knowledge needed to manage everyday life. This included knowledge of

medications, how to control debilitating symptoms, and how to prevent relapse (Cooper et al.,

2010; Larsson et al., 2017; Lesnovska et al., 2013; Loven et al., 2016; Wahlin et al., 2019).

Specifically, this included information regarding dietary management, and how to control

aggressive symptoms when they occur (Cooper et al., 2010; Larsson et al., 2017; Lesnovska et

al., 2013; Loven et al., 2016). More specifically, seeking information from formal resources was

viewed as an active way for participants to gain control over their worries through learning more

about the disease (Wahlin et al., 2019). Participants identified that acquiring formal disease

related information allowed for a sense of security and assisted in their ability to communicate

knowledge about inflammatory bowel disease to their significant others, family, friends, and

colleagues (Lesnovska et al., 2013). It was emphasized that healthcare providers must provide

individualized disease related information regarding disease management to enable individuals

with inflammatory bowel disease to become an active participant in their care, promoting positive

disease outcomes (Cooper et al., 2010; Larsson et al., 2017; Lesnovska et al., 2013;  Loven et al.,

2016; Wahlin et al., 2019). Both formal and informal support are acknowledged as important

upon initial diagnosis and relapse (Larsson et al., 2017; Lesnovska et al., 2013; Loven et al.,

2016; Wahlin et al., 2019).

Overall, self-care was experienced socially as individuals sought information through

peers who had inflammatory bowel disease and healthcare providers. Individuals often sought
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information regarding disease prognosis, treatment options, and how to manage disease in

everyday life (Cooper et al., 2010; Larsson et al., 2017; Lesnovska et al., 2013;  Loven et al.,

2016; Wahlin et al., 2019). Acquiring this information was important in improving disease

outcomes for adults with inflammatory bowel disease as it addressed feelings of loneliness,

communication skills with family, friends and colleagues, decreased stress, enhanced feelings of

security, and disease related uncertainties (Cooper et al., 2010; Larsson et al., 2017; Lesnovska et

al., 2013;  Loven et al., 2016; Wahlin et al., 2019).

2.4.2 Psychological self-care strategies. Four of the five studies included in this review of the

literature addressed psychological self-care strategies used by individuals with inflammatory

bowel disease. The predominant strategies included changing one’s mindset and engaging in

relaxation techniques (Figure 3).

Three studies reported that self-care was experienced as thinking more positively and

changing mindset through accepting that living with the disease was inevitable and thinking more

positively (Cooper et al., 2010; Larrson et al., 2017; Wahlin et al., 2019). Psychological self-care

strategies were used to live with physical, environmental, and societal consequences of

inflammatory bowel disease (Cooper et al., 2010; Larsson et al., 2017; Wahlin et al., 2019). It was

deemed necessary to  accept that living with inflammatory bowel disease was a normal part of

life. This involved adapting to disease uncertainties, such as the inability to control unpredictable

debilitating symptoms from occurring (Cooper et al., 2010; Larsson et al., 2017). Through

acceptance that living with inflammatory bowel disease was a chronic inevitability, adults were

better able to become accustomed to their condition and identify new ways of dealing with

symptoms (Larsson et al., 2017). In addition, a positive attitude towards disease despite

experiencing debilitating symptoms was experienced as self-care (Larsson et al., 2017; Wahlin et

al., 2019). Participants developed a strategy to change their thinking process which allowed them
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to gain control of their “worrying thoughts” (Whalin et al., 2019, p.439). This involved

distraction through thinking about things unrelated to inflammatory bowel disease (Whalin et al.,

2019). Positive attitude development related to changing mindset, was identified as self-care, and

was an important element of becoming accustomed to living with inflammatory bowel disease

(Cooper et al., 2010; Larsson et al., 2017; Wahlin et al., 2019).

Three studies reported engaging in relaxation techniques as a self-care strategies (Larsson

et al., 2017; Loven et al., 2016; Wahlin et al., 2019). Relaxation techniques involved focusing on

oneself rather than their disease (Larsson et al., 2017; Loven et al., 2016; Wahlin et al., 2019).

Self-care was experienced as finding joy in life through participation in activities that were

perceived as pleasant and enjoyable, such as reading books, listening to music, and playing

instruments (Loven et al., 2016). Further, for some adults with inflammatory bowel disease

relaxation techniques enabled them to gain control over their worrying thoughts regarding

debilitating symptoms (Wahlin et al., 2019).

Overall, self-care was experienced psychologically as changing mindset and engaging in

relaxation techniques. By changing the mindset to an acceptance of living with inflammatory

disease and thinking more positively disease adaptation occurred and new ways of living with the

debilitating symptoms were identified that allowed individuals to make the most out of living

with a chronic illness. By engaging in relaxation techniques individuals were distracted from the

debilitating symptoms of inflammatory bowel disease and able to focus on themselves. These

strategies enabled individuals to gain a sense of control and led to better disease outcomes

(Cooper et al., 2010; Larrson et al., 2017; Loven et al., 2016; Wahlin et al., 2019). Overall,

psychological self-care included changing mindset and engaging in relaxation techniques and was

an important element in improving disease outcomes for populations living with inflammatory

bowel disease.
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2.4.3 Physical self-care strategies. All five studies included in this review of the literature

identified the importance of physical self-care strategies. Physical self-care strategies focused on

anticipatory planning and dietary management (Figure 3).

Three studies identified that self-care was experienced through implementation of

anticipatory planning (Cooper et al., 2010; Larsson et al., 2017; Loven et al., 2016). This strategy

involved  anticipation of the need to address urgent bowel elimination through location of toilets

along  planned travel routes and wearing protective clothing, such as pads (Cooper et al., 2010;

Larsson et al., 2017; Loven et al., 2016). Anticipatory planning included planning toilet

accessibility, pre-packing hygiene products or extra underwear prior to traveling, planning social

activity based on disease activity, avoiding eating, and defecating prior to engaging in activities

(Larsson et al., 2017; Loven et al., 2016). In addition, anticipatory planning included avoiding

social events that would require staying overnight and refraining from hobbies that would

exacerbate symptoms (Larsson et al., 2017; Loven et al., 2016). Further, anticipatory planning

was used to address the main disease related stressors such as fear of losing bowel control in

public places and unpredictable disease relapse (Cooper et al., 2010; Larsson et al., 2017; Loven

et al., 2016). These anticipatory planning strategies allowed adults to gain control over their

unpredictable illness presentations, which was an important aspect of living as “normally as

possible” (Cooper et al., 2010, p.1507). In contrast, participants in the study by Wahlin and

colleagues (2019) identified difficulties in anticipatory planning related to the unpredictable

nature of the disease. Instead, participants revealed that anticipatory planning was a frustrating

and disappointing practice as it served as a constant reminder of the lack of control they had over

their illness (Wahlin et al., 2019).

The authors of four studies in the reviewed literature identified diet management as a

physical self-care strategy (Cooper et al., 2010; Larsson et al., 2017; Lesnovska et al., 2013;
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Loven et al., 2016). Through managing dietary irritants, adults with inflammatory bowel disease

were able to control the onset of symptoms using a trial and error approach to avoid symptom

exacerbating foods (Cooper et al., 2010; Larrson et al., 2017; Loven et al., 2016). The more

experience individuals had living with inflammatory bowel disease the better they were at

identifying what they could and could not eat (Lesnovska et al., 2013). For some individuals,

adapting to diet was an attribute of self-care and involved reducing portion sizes (Loven et al.,

2016). Other eating habits to avoid unwanted symptom exacerbation included eating healthy

meals, consuming probiotics, multivitamins and magnesium, and avoiding an empty stomach

(Loven et al., 2016). In contrast, for some participants, self-care through dietary management

included avoiding the intake of gluten, fatty foods, dairy products, eggs, fiber, junk foods, spicy

foods, coffee, tea, sugar, fried foods, and potato chips (Loven et al., 2016). Whereas others

reported, self-care through dietary management included avoiding food such as apples, oranges,

onions, turnips, and cabbage (Loven et al., 2016). Further, it appeared that diet adaptation was

diverse and depended on each individual (Cooper et al., 2010; Larsson et al., 2017; Lesnovska et

al., 2013; Loven et al., 2016).

Overall, adults with inflammatory bowel disease implemented physical self-care strategies

such as anticipatory planning and dietary management in an effort to manage their condition and

gain control and security in their everyday life.

2.4.4 Limitations. Limitations exist across literature included in this review. Loven et al.

(2016) was the only study with a clear definition of self-care. Cooper et al. (2010) did consider

the language surrounding control and empowerment in current literature used by healthcare

professionals and patients. Therefore, hindering insight into the patient as an active participant in

managing their illness and the transferability of findings (Cooper et al., 2010; Lincoln & Guba,

1985; Schloemer & Schroder-Back, 2018). Lesnovska et al. (2013) aimed to explore the
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knowledge needed expressed by patients with inflammatory bowel disease, however the

Interviewer inquired about the need for information rather than knowledge during the

semi-structured interviews about participants' need for knowledge. Thus, participants frequently

used the word information and referred to information as their need for it (Lesnovska et al.,

2013). The two concepts increased risk of confusion when used at the same time (Lesnovska et

al., 2013). Therefore, the findings may not be representative of the study purpose. Although this

was taken into consideration during data analysis, the findings may not be representative of the

study purpose (Lesnovska et al., 2013). Further, Loven et al. (2016) noted not utilizing member

checking in the study. Thus, results may not be as rigorous, as member checking improves

credibility through the accurate descriptions of the phenomenon of inquiry (Lincoln & Guba,

1985).

2.5 Gaps in Knowledge

Self-care was an important element in improving living with disease related uncertainties

and debilitating symptoms, thus the research question guiding this study includes what is the

lived experience of self-care among adults living with inflammatory bowel disease in

Northeastern Ontario? A question that has not been addressed in the published literature. Further,

this question will provide an understanding of how chronic disease is navigated and the lived

experience of self-care in a resource limited environment, allowing healthcare providers to

understand what resources are needed to improve patient-centered care and disease outcomes for

this particular population. This review identified studies based in Sweden and the United

Kingdom with participants recruited from clinics, hospitals and gastroenterology units while

under specialist care. The health literacy of these participants may be high in comparison to

individuals who reside in resource limited environments in which limited access to specialized



28
care exists. Additionally, in Northeastern Ontario, food insecurity may be a concern (Tarasuk &

Vogt, 2009). Thus, certain foods that may need to be included in an individual’s diet may not be

affordable or available. Thus, dietary habits between Sweden, the United Kingdom, and

Northeastern Ontario may differ and dietary irritants may vary between populations as diet is

unique to each individual. Therefore, the themes and subthemes of this literature review will be

explored further in semi-structured interviews in the geographical context of Northeastern

Ontario in this study.

2.6 Conclusion
The reviewed literature demonstrated that self-care is an important aspect of living with

inflammatory bowel disease. All studies in this literature review indicated a level of uncertainty

that arises from the unpredictable nature of inflammatory bowel disease. This level of uncertainty

was impactful on adults with inflammatory bowel disease causing daily stressors and further

contributed to the exacerbation of symptoms.

All studies suggested that adults with inflammatory bowel disease seek formal

information regarding self-care from health care providers and informal information from others

living with the disease to assist them develop strategies to live with daily uncertainties. Adults

with inflammatory bowel disease experienced self-care socially as they sought disease related

information about medication, managing everyday life, symptom control, and dietary

management upon diagnosis and relapse. Adults with inflammatory bowel disease required

informal peer support and ongoing support from formal healthcare providers who understood

their individual needs. Self-care was experienced psychologically as changing mindset through

engaging in positive thinking towards disease, accepting that living with inflammatory bowel

disease was inevitable; and relaxation techniques. Through these self-care strategies individuals
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were better able to adapt, understand their disease, and convey their needs to the healthcare

provider overseeing their care. Finally, self-care was experienced physically as dietary

management and planning ahead. Dietary management was highly individualized and involved

understanding one’s body. Overall, self-care was an important aspect of living with inflammatory

bowel disease and enabled individuals to gain a sense of control over their lives thus contributing

to the importance of this study. Four studies conducted in this literature review pertained to

populations that reside in Sweden and one study in the United Kingdom. Self-care may differ

based on age group, ethnicity, culture, gender, and sex. Thus, the knowledge regarding the lived

experience of self-care among adults with inflammatory bowel disease in Northeastern Ontario

will provide insight into the shared patient experience of those who reside in this particular

location.
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Chapter 3

3.1 Research Question and Study Methodology
This study uses a qualitative approach known as interpretive phenomenological analysis.

This approach renders detailed descriptions of the lived experiences of a particular phenomenon

(Smith & Osborn, 2015). Phenomenology aims to uncover the truth of being and to understand

the lived experience of a phenomena through a personal worldview (Crowther et al., 2017;

Heidegger, 2010; Orbanic, 1999). Interpretive phenomenological analysis yields an understanding

and interpretation of participants' experiences (Tuohy et al., 2013). Nursing researchers have used

interpretive phenomenological analysis as it allows problems and concerns in nursing practice to

be addressed including an emphasis on the emic perspective (Petrovskaya, 2014). Knowledge

generated from interpretive phenomenological analysis aids in uncovering the meaning behind an

individual experience through an examination of personal lived experiences. Findings lead to new

knowledge that has the potential to inform nursing practice, such as enhancing the nurse-patient

relationship, and guiding future nursing research (Munhall, 2012; Smith et al., 2016).

Interpretive phenomenological analysis was valuable to address the objective of the study

which is to increase the foundational knowledge of the experience of self-care for this particular

population to provide a theoretical understanding of the shared patient experience in the

Northeastern Ontario context. This understanding can inform nursing interventions and

patient-centered care. The core research question guiding this topic of inquiry included: what is

the lived experience of self-care among adults living with inflammatory bowel disease in

Northeastern Ontario? The interpretive nature of the selected approach used in this study was

conducive to uncovering the meaning behind the individual perspectives and experiences of
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self-care by adults with inflammatory bowel disease in Northeastern Ontario with the aim of

using the findings to inform nursing practice.

3.2 Design of Study
An interpretive phenomenological approach was used to interpret, understand, and reveal

the lived experience of self-care among adults living with inflammatory bowel disease in

Northeastern Ontario. The ideographic nature of the interpretive phenomenological analysis

allows researchers to uncover an in-depth interpretation of how individuals make sense of the

experiences within their lives (Smith et al., 2009; Peat et al., 2019). Additionally, an interpretive

phenomenological analysis approach “focuses on small and homogenous samples; the research

question being addressed must be meaningful to the participants who are purposely selected

because they have experience of the phenomena” (Peat et al., 2019, p.2).

Sammut and colleagues (2015) used an interpretive phenomenological analysis method

developed by Smith et al. (2009) to explore the lived experience of adults with ulcerative colitis.

Similarly, another study used an interpretive phenomenological analysis by Smith et al. (2009) to

explore the lived experiences of young Irish adults with inflammatory bowel disease (Horgan et

al., 2020). Three additional studies used an interpretive phenomenological analysis by Smith et al.

(2009) to guide research in contemporary nursing practice (Anderson et al., 2019; McGeechan et

al., 2018; Mjøsund et al., 2017). Overall, interpretive phenomenological analysis aims to discover

the practical wisdom of a phenomena through the interpretation and detailed examination of the

data obtained from participants (Smith et al., 2009). Thus, the findings generated from utilizing

this design will inform healthcare practice by providing an understanding of how inflammatory

bowel disease is navigated and the lived experience of self-care in a resource limited

environment, allowing healthcare providers to understand what resources are needed to improve
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patient-centered care and disease outcomes for this particular population. Furthermore, the

selected design is appropriate to uncover the lived experience of self-care among adults with

inflammatory bowel disease living in Northeastern Ontario and inform healthcare practice,

particularly nursing.

3.3 Study Setting and Participants
3.3.1 Setting. The location of the study was Northeastern Ontario. Northeastern Ontario has a

population of approximately 548 449 with a population density of 2.0 per square kilometer

according to a 2016 census report (Statistics Canada, 2017). The geographical region is divided

into the districts Algoma, Greater Sudbury, Cochrane, Muskoka, Parry Sound, Temiskaming,

Nippissing, and Manitoulin (Ontario, n.d.). Participants in this study resided in this region,

specifically, the communities of Greater Sudbury, Timmins, and Kapuskasing.

3.3.2 Participants. The population of interest included individuals >18 years of age living with

Crohn’s disease or ulcerative colitis for 2 years or more; living in Northeastern Ontario;

Participants had the ability to comprehend and converse in English; and have the cognitive ability

to understand the questions being asked (Appendix A). Those who have been living with the

disease for two years or greater were included as they have more experience living with the

inflammatory bowel disease and thus have the potential to provide greater insight into their lived

experiences of self-care then those who are newly diagnosed. Exclusion criteria included

individuals who have any other diseases of the digestive system (irritable bowel syndrome,

gastroesophageal reflux disease, celiac disease) as they often mask the symptoms of

inflammatory bowel disease. Purposive sampling was used to obtain a “closely defined group of

whom the research question will be significant” (Smith & Osborn, 2015, p.56). The aim was to

recruit individuals who have personal experiences with inflammatory bowel disease and
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willingness to discuss their lived experiences with self-care. The age range of participants was 23

- 32 years of age; all of which except one participant obtained a higher level of education; ranging

from 3-17 years of experience living with inflammatory bowel disease. For the purpose of this

study no distinction was made between the classification of inflammatory bowel disease severity,

or distinction between Crohn's disease or ulcerative colitis. Six participants were identified as an

ideal sample size for this study (Smith et al., 2009).

Six participants was an ideal sample size for this study as an interpretive

phenomenological analysis seeks an approximate sample size of 10 or less, as this size enables a

detailed analysis of an individual's experiences with the phenomena of inquiry (Smith et al.,

2009). Additionally, a sample size of six was useful in obtaining full and rich personal accounts

of the lived experience of self-care for adults with inflammatory bowel disease in Northeastern

Ontario. Obtaining in-depth accounts of the personal experiences of a phenomena is what an

interpretive phenomenological analysis intends to do (Smith et al., 2009). Thus a sample size of

six was appropriate for this study as it contributed to the rich and in-depth collection of the

personal lived experiences of each participant regarding self-care.

3.4 Ethical Considerations and Recruitment
Ethical approval was obtained from Laurentian University Research Ethics Board

(Appendix B). The Ethics approval certificate was sent to Crohn’s and Colitis Canada Foundation

who supported advertisement of the study by posting the participant recruitment poster

(Appendix C) on the social media platforms. Full recruitment was achieved on September 22,

2020. After recruitment of participants, a study information letter (Appendix D) was sent with

consent forms (Appendix E) and demographic data (Appendix F) electronically by email.
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3.5 Researcher Insider Perspective
An insider and outsider perspective is an epistemological matter as it has a direct impact

on the knowledge generated from interpretations of participants' experiences (LaSala, 2003;

Griffiths, 1998; Watts, 2006). In this study, the principal investigator considers herself primarily

an insider because both she and the study participants were similar ages, reside in Northeastern

Ontario, are female, and have inflammatory bowel disease. The principal investigator

acknowledged the literature (Gair, 2012; Labaree, 2002; Miller & Glassner 2004; Perry et al.,

2004; Richards & Emslie, 2000) that discusses the value in the role of having a perspective that is

common to participants. Further, through an insider perspective, a greater ability exists to

understand and make sense of participants' worldviews and uncover greater meaning in text

during data analysis (Bridges, 2001; Labaree, 2002), an important element in interpretive

phenomenological analysis studies (Smith et al., 2009).

To decrease the risk of personal misconceptions of shared experiences influencing

participants’ discussions during data collection and analysis the principal investigator engaged in

reflexive journals (Figure 4). This is important, as shared understanding can lead to unfinished

sentences during data collection efforts (Kanuha, 2000). In addition, an insider perspective may

be problematic as the researcher may “challenge or criticize their accounts rather than simply

validate and legitimate them” (Kitzinger & Wilkinson, 1997, p.566). Acknowledging this, the

principal investigator ensured that her findings were reflective of participants' unique experiences

through member checking and engaging in reflexivity throughout this data collection and

analysis.
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3.6 Data Collection
Six females provided written and verbal consent to participate in the study. Data was

collected using semi-structured interviews (Appendix G) and took place from September 29th,

2020 to November 7th, 2020. Semi-structured interviews allowed for an in-depth discussion with

the utilization of probing questions regarding the phenomena of the lived experience of self-care

among adults with inflammatory bowel disease living in Northeastern Ontario. According to

Smith et al. (2015) Initial questions are modified depending on participant’s responses and

probing is used as a technique to further investigate and gain an in-depth understanding of

important areas or topics that arise during the interview (Smith et al., 2015). Probing questions

included: “what made you think that?”, “why did you do that?”, “how did this affect your

experience?”.

All interviews were one-to-one, scheduled over email, and conducted via telephone at a

time most convenient to participants. Telephone interviews were required given the dispersion of

eligible participants over an expansive geographical area not conducive to travel for face-to-face

interviews. In addition, telephone interviews were chosen over virtual platforms as unstable

internet connections are common across Northeastern Ontario communities, thus, not allowing

for dependable completion of interviews through these platforms. The dependability of

telecommunications is described in the literature (Ryu, 2012). Further, in order to obtain

participants' lived experiences, interviews lasted between 45 to 70 minutes depending on the

information provided by participants.

In conducting interviews, the principal investigator used pre-written questions to guide

conversations with participants in uncovering their lived experience of self-care. The Theory of

Self-care of Chronic Illness by Riegel et al. (2012) and the themes and subthemes of this study’s
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literature review were used to guide pre-written questions asked and topics addressed. Topics

addressed included the lived experience of self-care, effects of chronic illness on family, friends,

healthcare providers, and strategies used to live with inflammatory bowel disease.

Semi-structured interviews enable new concepts to emerge with their flexibility and open-ended

nature (Hussey & Hussey, 1997; Pietkiewicz & Smith, 2012). This process facilitated the

principal investigator to obtain emerging and unknown knowledge regarding the lived experience

of self-care among adults living with inflammatory bowel disease in Northeastern Ontario. The

pre-written questions were open-ended and created to reflect the study purpose and served as a

starting point with the use of additional questions in response to the participant’s answers.

In this study, efforts were undertaken to reach data saturation by asking participants the

same interview questions and probing questions until no new data emerged during the

semi-structured interviews. Data saturation is an essential component of the quality of the

research conducted (Fusch & Ness, 2015; Guest et al., 2006), and is obtained “once the responses

(interview or written texts) to a research question are saturated and no longer yield anything new

then you do not have to pursue the qualitative meaning any further” (van Manen et al., 2016, p.4).

Data saturation can be confirmed in interpretive phenomenological analysis through the

utilization of probing questions (Amerson, 2011; Bucic et al., 2010) and asking participants the

same interview questions until data is fully explicated (Guest et al., 2006). According to Legard

et al. (2003) “Probing needs to continue until the researcher feels they have reached saturation, a

full understanding of participants perspective” (p.152). Similarly, Grady (1998) suggests in

interviews, when recurrent comments are evident, data saturation has been reached. Further, there

is not a “one-size-fits-all” (Fusch & Ness, 2015, p.1409) method for data saturation. However, the

implications of data saturation in the interpretive phenomenological analysis methodology is that
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it may hinder the full and rich accounts of personal experiences (Burmeister & Aitken, 2012;

Smith, 2016) as data saturation refers to data repeated and expressed by previous data (Saunders

et al., 2018) and interpretive phenomenological analysis looks for fresh perspective and

experiences (Smith, 2016).

All semi-structured interviews were audio recorded on a password protected device. The

master list of alphanumeric codes, transcribed copies, and consent forms are stored on a password

protected device that belongs to the researcher. Each audio file was transcribed to written text for

data analysis. Denaturalized transcription was the convention of choice in this study as telephone

interviews were used in data collection and its primary focus is on, “verbal speech and focuses on

the omission of idiosyncratic speech element, such as stutters, pauses, and involuntary

vocalizations” (Azevedo et al., 2017, p.161). Utilizing elements of speech rather than non-verbal

observations is often used in interpretive phenomenological analysis studies. For example, a

reflective theoretical study by Guerrero-Castañeda et al. (2017) stated

In one sense, some interviews make use of an observational method, characteristics of the

participants, the way in which they move their hands, their eyes and their expressions.

Nevertheless, these attributes do not correspond to phenomenology in its innermost

intention, given that it supposes a ‘knowledge of the participants’ and not ‘knowledge

about them’ (p.2)

Interpretive phenomenological analysis is used to understand the meaning of a phenomena

through an individual experience, and interpret the experience within the context of research to

obtain an accurate reflection of the interview experience (Smith et al., 2009). Thus, highlighting

the importance of transcription, as it allows the researcher to “get a feel for the participant’s

experience of the phenomenon in question” (p.228) further facilitating an understanding of the

world from the participant’s perspective (Sutton & Austin, 2015).
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3.7 Data Analysis
Once transcription was completed, a step-by-step approach following interpretive

phenomenological analysis guidelines was initiated (Husserl, 2001; Smith et al., 2009). Initially,

the transcripts were read then re-read with initial notation regarding potential observations. As

each transcript was read, notes were written into the margins of the transcript. Each note was

assigned a different colour and meaning. Colours were added or continued throughout all

transcripts. After the transcripts were read, coloured notes were clustered together to identify

themes. During analysis, the researcher engaged in writing reflexive journals throughout

transcription in attempts to reduce the influence of personal bias on analysis (Figure 4).

Journals were written freeform after each transcription was read to assist in understanding

participant experiences in terms of personal values and beliefs and reason for methodological

decisions. Further, once final themes emerged, participants were sent an email inviting them to

comment on the principal investigator's interpretation of their experiences.

Figure 4: Reflexive journal
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3.8 Study Quality Enhancement
Trustworthiness is an essential aspect of research and involves establishing credibility,

transferability, dependability, and confirmability (Lincoln & Guba, 1985).

3.8.1 Credibility. Participant feedback is an essential aspect of establishing credibility in

interpretive phenomenological analysis studies (Birt et al., 2016; Lincoln & Guba, 1985).

Participant feedback enhances credibility through providing an opportunity for participants to

assess and correct misinterpretations of the principal investigators interpretation, provide

additional information, and confirm adequacy of individual data points, thus enhancing the

credibility and validity of the findings (Arpanatikul, 2004; Dunne et al., 2005; Creswell, 1998;

Cote-Arsenault & Morrison-Beedy, 2001; Lillibridge et al., 2002; Milne & McWilliam, 1996).

Further, member checking is consistent with the hermeneutic circle, which is the notion of the

interpretation of text by the researcher then participants (Doyle, 2007). This is done by allowing

those who were interviewed to respond to the preliminary themes (Van Manen, 1990).

None of the participants within this study disagreed with the interpretation, thus

enhancing accuracy in the interpretation of the lived experience of self-care among adults with

inflammatory bowel disease living in Northeastern Ontario. For example, one participant added

to the interpretation of results through this process, such as “I agree that I did need to rely on

some external sources to gather information (people, Crohn’s and Colitis Canada, books, web)

because my time with my GI locally was limited”. This participant continued to add

I recognize that our resources are limited here therefore relying on others was definitely

important. I would say this more so during a flare. Other times, though, when symptoms

were better managed, then all of this decreases



40
Additionally, this participant commented on the preliminary subtheme of formal care uncertainty

stating

Feeling anxious about symptoms, the unknown, etc, are reduced when I'm taking care of

myself physically and psychologically. My symptoms also calm a bit sometimes when my

body isn't in a state of stress. So I guess self care does give back a certain sense of control.

These comments were used and incorporated into the interpretation of text.

3.8.2 Transferability. Transferability was achieved through thick description. The findings of

this study moved beyond a descriptive level to an interpretative level thus, allowing for the

transferability to go beyond the context of this particular study. Additionally, within this study

efforts were undertaken to recruit a diverse population by not limiting recruitment to one

particular gender or community as this study was conducted through telecommunication. Thick

description refers to achieving external validity through the transferability of findings to other

times, settings, situations, and people (Lincoln & Guba, 1985; Schloemer & Schröder-Bäck,

2018). Further, to assess if findings are true in other settings, similar studies employing the same

methods in different environments were found and compared to this study (Chambers et al., 2015;

Kovacevic et al., 2018; Moffat et al., 2019).

3.8.3 Dependability. Dependability was achieved utilizing external auditing. External auditing

is used to ensure accuracy of findings, interpretations, and conclusions are supported by data

(Forero et al., 2018; Lincoln & Guba, 1985). Within this study, external reviewers who are

experts in qualitative nursing research reviewed the transcribed material to validate the themes

and findings identified. Utilization of external reviewers provides a summary of preliminary

findings, assessment of the accuracy of findings, and feedback enabling the development of

stronger findings (Creswell, 1998; Lincoln & Guba, 1985; Merriam, 1988; Miles & Huberman,

1994).
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3.8.4 Confirmability. Confirmability was met through the principal investigator engaging in

reflexive journals during the research process. A study by Peat et al. (2019) states that a

researcher using interpretative phenomenological analysis needs to be “mindful of their own

beliefs, perception and experiences so that they can enrich their interpretations rather than them

being an obstacle to make sense of the participant’s experiences. This is achieved through the art

of reflexivity” (p.2).

Engaging in reflexivity includes becoming aware of personal potential influences on the

topic of inquiry (Finlay, 2002). Sale (2007) suggests researchers must acknowledge their

predispositions and biases about the phenomena of inquiry during data analysis, as it can have an

influence on trustworthiness. Intersubjective reflexivity is used within interpretive

phenomenological analysis and is the process of examining the relationship between the

researcher and participants (Goldstein, 2017). The researcher examined commonalities between

the participants and herself through writing reflexive journals during data collection and analysis.

The researcher declares that she maintained self-awareness and her role within the study.

Predisposition biases included personal beliefs about the nursing metaparadigm that focuses on

the concept of self-care and that individuals have the ability to continue improving their own

health through the support and education from the nurse. In addition, reflexive journals often

involve recording methodological decisions, logistics of topic of inquiry, and reflection upon

what is occurring in the study (Lincoln & Guba, 1985). After each interview, a journal was

written documenting reasoning and questioning of methodological decisions, logistics of the

study, and reflection on personal values and interests in terms of study conclusions. Further,

reflexivity is essential as the researcher’s background and position will determine study choice,

methods, findings, and influence conclusions (Malterud, 2001).
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3.9 Conclusion
Interpretive phenomenological analysis is a methodological approach that was used to

examine the lived experience of self-care among adults with inflammatory bowel disease living in

Northeastern Ontario. In utilizing this methodology a meaningful understanding of the experience

within a resource-limited environment was elucidated.
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Chapter 4

4 Introduction
In this study the lived experience of self-care was understood as the actions undertaken to

live with uncertainty and seek control in the context of inflammatory bowel disease. The

presentation of the study findings is organized around two themes and four associated subthemes

(Figure 5).

4.1 Living with Uncertainty
Living with uncertainty consisted of two subthemes: disease uncertainty and formal care

uncertainty. Disease uncertainty was specific to a lack of understanding of the nature and course

of inflammatory bowel disease. Formal care uncertainty was specific to a limited access to

resources intended to support self-care, such as specialized healthcare.

4.1.1 Disease uncertainty. Inflammatory bowel disease is a chronic illness with episodic

periods of symptom exacerbation. A lack of understanding of the nature and course of illness left

adults living with the inflammatory bowel disease feeling embarrassed, dependent on others, and

unable to explain their disease to others, which led to misconceptions.
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The feeling of embarrassment was a recurrent feature of disease uncertainty that stemmed

concern about and the perception of being judged by others following an incident of bowel

incontinence in a public setting. One participant, P6 shared the unpredictability of soiling oneself

as a past occurrence with which she is familiar, “I would walk around and then someone would

mention ‘you know, there's blood on your pants’”. Another participant, P5, expressed “I get the

urge to go somewhere I cant hold it in too long (I: Mhmm) so that gets a little bit embarrassing.”

The need for frequent and unpredictable defecation during periods of active illness was a

facet of living with inflammatory bowel disease and a common cause for feeling embarrassed,

particularly when one is visibly incontinent or frequently uses the washroom within a shared

facility. These occurrences were perceived to inflict embarrassment and impact social interactions

and relationships negatively within the workplace and home environment. As described by P2,

“Uh- but also it can be embarrassing to be like ‘Sorry I need to get up from our shared work

space for the fifth time today to go use the bathroom’ .”

The unpredictable debilitating and incapacitating symptoms of inflammatory bowel

disease increased participants' dependence on family and friends to advocate and care for them,

impacting self-care. The unpredictable nature of the disease during active illness imposed

restrictions on participants and their complicated daily life. In the event of an exacerbation,

extremely painful debilitating symptoms impeded participant’s ability to care for oneself and

carry out normal daily activities such as housework, working, and caring for children. One

individual, P3, described the repercussions of illness exacerbation and ability to engage in

self-care stating, “I lost my job that summer. I was basically in bed.” Another participant, P6,

expressed that resources were not always available to meet her needs for timely defecation:

Work was getting complicated because I was on my feet all day long, I was traveling by

car, by train and I didn’t have access to, always have access to a washroom or a
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somewhere to get changed things like that.

Unpredictable symptom exacerbation led to impacts on employment such as loss of job or

difficulty carrying out work tasks, therefore increasing dependency on family members for

support. Thus, symptom exacerbation resulted in altered self-care and shifts in family dynamics.

As described by one participant, P6:

He had to pick up the other half of the load, the kids and stuff. I basically couldn’t, it

wasn’t a mental thing, I physically couldn’t even stand to carry a plate of meat from the

counter to the table or whatever, right? Like I just wasn’t there.

Two participants further discussed the experience of an unexpected symptom exacerbation and

their reliance on family members to pick up household duties, care for them, and advocate for

health services. As described by P6:

Maybe today’s a good day, I don’t know. And there’s a lot of times, even last year, we’re

making a meal, Christmas meal actually. And I wound up on the floor for an hour or two

in pain. Yeah, my better half finished making the dinner, and brought me to the hospital

after they ate.

Further, P3 shared that:

I got onto a waiting list for a specialist and then I got so bad that my family you know my

moms a nurse as well and she went to the specialist and says ‘you need to get her, put her,

someone needs to see her - she's going to die.’

Participants expressed that they did not want to become a burden on their family members, or

inflict a sense of obligation that their family had to care for them during times of symptom

exacerbation.  As described by P1:

So when we are traveling, so that kind of impacts our relationships. Because her and I

both feel really sick and our families felt guilty like if they went off on their own, during
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an activity or something they want to stay home. We didn’t want to make them feel guilty.

So we didn’t want to feel like a burden kind of thing.

For another participant, P6:

I just didn’t want to interrupt. I guess, it's my own. My own morals and values and things

like that too, I didn’t want to interrupt. Their meal, and their time, right? I just didn’t want

it to be all about me.

Another participant, P6, expressed a general perception that they negatively impacted the lives of

others, “you feel like a burden to everybody else.” Collectively, feelings of dependency on family

members for support and their need to assume additional daily responsibilities was a common

experience related to the uncertainty of disease and feedings of being a burden which impacted

daily routines, relationships, and self-care.

Finally, with limited knowledge about the nature and course of the illness, participants

struggled to explain the illness to others which led to misconceptions. As described by P6:

Okay, so for my uhm, family - it's been really uh, like uh, learning curve because my

family didn't really know anything about the illness, and it's hard to explain to them

sometimes like, why I’m tired and why I don't want to get up or why i’m having trouble

finding the energy and I feel like sometimes I feel like they think I’m being lazy.

This participant further expressed misconceptions experienced when attempting to explain her

disease to an employer

So they said if you want to keep that infusion you have to give up your time off, and your

not allowed to work, even though we were able to work remotely, we were not allowed to

work remotely while being stuck to Remicade basically, so at that point they said no, you

did this to yourself, this disease isn’t something that really exists.
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Disease uncertainty was a barrier to engaging in self-care. Individuals must understand

their disease in order to be able to engage in self-care practices. With uncertainty about disease,

adults with inflammatory bowel disease experience impacts such as embarrassment, dependency

on others, and uncertainty in how to explain disease to others therefore experiencing

misconceptions regarding illness. Overall, experiencing disease uncertainty led to an increase in

the desire to seek help from healthcare providers to better understand the disease and how to

manage it.

4.1.2 Formal care uncertainty. Formal care uncertainty was a barrier to engaging in self-care.

Formal care uncertainty stemmed from limited access to resources such as specialized care,

educational, and emotional support when needed. Limited access to formal resources during

unpredictable symptom exacerbation in particular, left participants uncertain with respect to how

to help themselves through self-care that would allow them to live with inflammatory bowel

disease. Lack of awareness and specialized knowledge from primary healthcare providers led to

feelings of confusion and poor health outcomes. As described by P1: “I was pretty like confused

and lost, and my family physician didn’t really know how to proceed.” Another participant, P6,

shared that “there was no family doctor help, there was zero, there was no pamphlets given there

was nothing”. Another participant, P3, discussed experiencing poor health outcomes as a

consequence of limited access to specialized care during a symptom exacerbation “I was very

sick. I was admitted a few times throughout that summer in the hospital, uhm. My sugars got so

low that they had to, I was on IV with sugar for a few times.”
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Additionally, limited access to gastroenterologist specialists who are able to assess what P2

describes as “levels of critical need,” was experienced relative to living in Northeastern Ontario

versus well-resourced larger urban centres. Uncertainty relative to the availability of a specialist

who understands inflammatory bowel disease in times of need led to uncertainty related to care.

Participant 2 further describes:

So I’ve been referred to a doctor in Toronto. So their care looks a lot different than what it

did when I was here in Northern Ontario. So down south like they have various nurses

that are usually my first point of contact. And I find that they’re pretty good at knowing

how urgent it would be for me to like see the doctor or if there are things they could

recommend in the meantime. Whereas I felt like in Northern Ontario it was pretty much

GI and he had a secretary that answered the phone and that even if it was like super,like if

I’m at home saying like I don't know if I should go to the ER or not and your calling the

doctor’s office here, that I didn't know if the person answering the phone was like trained

to be able to identify the levels of critical need. Like if that makes sense?

Experiencing limited access to formal resources served as a pivotal moment that led to the

realization of the need to advocate for one’s individual needs. As shared by P6,

But there really isn’t any information even when I was in the hospital, nobody came and

said here is a list of things like a discharge plan even, when you go home what do you do?

Like when you go home you're not going to do what you did before you came in here. It’s

not, that’s just not what it is, right? Uhm, for anything else I've ever been in the hospital

for, while when you go home and do this, and this and that, oh that’s fine, that’s great. But

there’s no handouts, and I asked, do you have like a support group? Like this is a lifetime

thing.

Another participant, P5, expressed having to self-advocate for themselves when receiving care
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from non-specialized healthcare services regarding feeling unwell, “I had to constantly advocate

like it there's something wrong, I don't feel well.”

For participants, the inability to manage unpredictable symptom exacerbation and limited

access to formal resources relative to living in Northeastern Ontario was a barrier to engaging in

self-care. However, limited access to formal resources served as a pivotal moment that led to the

realization of the need to initiate alternative actions that were self-developed to navigate disease

and formal care uncertainties and gain back feelings of control.

4.2 Seeking Control
The second theme that emerged from the written dialogue of participants' interviews was

interpreted as actions undertaken to seek control. These actions included self-directed

resourcefulness to access informational and emotional support and self-developed observational

skills to monitor and interpret disease cues. These actions did not improve participants' control

over their disease, rather they improved participants’ understanding and response to it (i.e. what is

this and what should I do).

4.2.1 Self-directed resourcefulness. For participants, self-care was experienced as self-directed

resourcefulness. In the context of disease, participants sought help from informal resources that

were readily accessible, such as family, friends, and peers. One participant, P1, discussed the

importance, yet difficulty, in being resourceful and self-directed to acquire necessary information.

She described the following:

And I knew what I could have, the impact on your quality of life because of my mom’s

experience. But I didn’t really know anything more, because I wasn’t given an explanation

so I had to do a lot of my own research, which was difficult.
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Through difficulties experienced in seeking information, individuals turned to resources that were

readily accessible such as family and friends. One participant, P6, discussed speaking informally

to a relative who was a nurse practitioner regarding dietary management and the implementation

of a trial and error approach

Talking to her about you know, what does that look like. Okay, let's take out bread, and

let’s just eat white bread, and increase dietary fibres and things like that.

For another participant, P5, engaged in peer to peer dialogue about common experiences, stating

“I do have a friend that has ulcerative colitis too, so we get to talk about it.” Additionally, P4,

describes the importance of peer interactions as a feature of self-directed resourcefulness to seek

control through indirect informational support.

My best friend was in nursing, well she is a nurse now. But she was like in nursing when I

was first wasn’t sure of my diagnosis and stuff. But I was asking a lot of questions and she

was like “oh I'll ask my teachers” and then she would get back to me kind of thing.

With limited knowledge and skills regarding self-care and limited access to formal resources

relative to living in Northeastern Ontario for help in understanding what to do to help oneself,

individuals with inflammatory bowel disease developed a reliance on informal resources for help.

Informal resources, such as family and friends with professional experience in healthcare or who

lived with inflammatory bowel disease were commonly consulted.

Similarly, peer groups provided perspective into one another’s experiences of living with

inflammatory bowel disease. Through comparing disease outcomes with others who experienced

the consequences of chronic inflammatory bowel disease, it was possible to develop insight into

potential disease manifestations and outcomes. As described by P3,

I have surrounded myself with other people that have Crohn’s and colitis and I’m thankful

that it just hasn't gotten so bad that I've had to go for surgery.  I've had friends that they
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got so bad they were rushed to Toronto and they were getting bags put in because it gotten

so bad before they were diagnosed.

Another participant, P2, stated:

So I felt like early on that that was super helpful for me that you can just put in

perspective that your not the only one going through this, and also like even though I'm

not feeling great right now this person has also been through some challenges and look

how awesome they are doing now, they found something that works for them like that kind

of stuff.

Advantages to participating in peer groups included receiving an insider perspective as one

participant, P1, discussed wishing that they would have had peer support upon initial diagnosis

So being able to have that peer support and being able to offer that to somebody who is

newly diagnosed, offer the inside, you know? Give them a low down. Because again, I

wish I would have had that when I was first diagnosed. I sort of had that with my mom

which was wonderful.

When participants listened to multiple disease perspectives, they developed a sense of

appreciation for the current state of their health. In addition, peer groups provided a sense of

relatedness and inclusiveness as it fostered an environment of mutual understanding through

common experiences. As described by P4,

That's what made me feel like I was not alone. Because like when I was first diagnosed I

had never heard of anybody who had it and like since volunteering was like holy crap,

actually a lot of people have this disease or like have similar symptoms, it just like really

opened my eyes like I feel supported and I feel heard, and like other people know what I’m

going through kind of thing.
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Another participant, P2, discussed feeling understood automatically without having to explain

herself and her illness experiences.

I felt that everyone just kind of got it, they understood the stresses of being out in public

and to find a toilet, and they understand, the frustration of like just waking up and not

feeling like you can get off the couch, those kind of things.

Further, engaging in peer groups created an environment free of burdening loved ones and

worrying family members about the disease. Additionally, peer groups provided an environment

for open discussion regarding feelings surrounding illness that would not be disclosed to family

and friends who did not have professional experience in healthcare or experience living with the

disease. As described by P5, “it actually feels good to talk to someone about it .” Participants 2

elaborated that “now that I know that I have that support, I am more likely to call one of the

people I know that has Crohns should like to chat about it .” Disclosing feelings about disease to

peers provided a sense of relief in terms of not having to withhold emotions from others. As

shared by P1, “and honestly just talking is so good. Just like, ranting sometimes and like getting it

off your chest. That you're not keeping it inside. Honestly, relieves so much of my stress .”

Collectively, adults with inflammatory bowel disease in Northeastern Ontario sought control by

engaging in self-directed resourcefulness through seeking informational and emotional support

from informal resources. Engaging in the action of seeking informal informational and emotional

support from personal resources was self-developed and an element in which individuals were

able to seek control.

Overall, self-directed resourcefulness was used to develop a better understanding of the

disease and to learn how to engage in self-care while living with inflammatory bowel disease in

Northeastern Ontario. Individuals sought informational support from family and friends with

professional experience in healthcare or living with the disease as they were able to provide
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insight into what inflammatory bowel disease is and how one can manage it. Emotional support

was sought from peer groups, as it provided a burden free outlet for feelings surrounding disease,

as concern of becoming a burden on loved ones was a common experience. Thus, through these

particular resources, adults shared perspectives of what it meant to live with inflammatory bowel

disease, and what elements of the disease could be managed by themself.

4.2.2 Self-developed observational skills. Self-developed observational skills were a

component of seeking control and part of the experience of self-care. Overtime, through gathering

information from informal resources and insight into the lived experiences of other adults with

inflammatory bowel disease, participants self-developed observational skills. Their

self-developed observational skills improved their ability to self-monitor their illness

presentation, understand the cues, establish an understanding of disease severity, and demonstrate

greater self-awareness. By having a greater understanding of disease cues, participants were able

to implement responses to symptom exacerbation in certain situations. Responses included a trial

and error approach to identify dietary irritants. For participants, the notion of self-care was the

ability to identify patterns in one's experience. It appeared that individuals identify dietary

irritants through observing symptoms post consumption, as described by P2.

Like over time I feel like you just kind of get a feel like ‘oh you notice trends' ' Oh

everyday i've had like a salad, and today I didn't and all the other days I feel poopy

afterwards, and today I didn't ’

Overtime, once a pattern was identified, individuals with inflammatory bowel disease eliminated

certain foods that led to symptom exacerbation. As described by P1, “ For me it’s the bananas and

then I just tried the elimination process and it literally ended up being all berries and bananas .”

Another participant, P2, echoed this process of determining what foods to avoid.
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So, I feel like there's just some foods that as soon as I eat them I know that like my body is

not happy about it or like within the next few hours, so if I'm having a bad day, So stuff

like uhm, raw vegetables and salads and that kind of stuff like if i'm having a bad day I

tend to avoid those kind of foods.

The process of eliminating irritating foods was further confirmed by P5.

There's specific foods that I find that will bring me to the washroom more, but it's really

like on an item to item basis. Like it's not, like it's nowhere. Like I have to try something

and then test it and see and if it brings symptoms I basically put it out of my diet. I don't

try it again, because it's not worth it.

It appeared that each dietary irritant was different, which suggested that they were an

individualized experience. As described by P4,

Uhm, but it was just like the I don't know, like I changed my diet - not a lot of it, because

like for me it’s just like uhh, nuts and uh, like corn like things. Raw veggies are hard to

digest for me like that makes me flare up.

Further, P6 explained that

It really is the processed meat that I’m having a real problem with I guess. Definitely

bread topping, corn is bad, carrots right now. Like, lettuce, you know the worst one ever

was probably kale. Kale was the worst, romaine lettuce I could manage. But kale was

definitely- Kale and spinach was the top two that were like trips to the hospital. For kale

and spinach. And, actually I think broccoli and asparagus. Broccoli one time was lodged
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in there, sent me to the hospital for a couple of days, and I think asparagus one time as

well.

It appeared that a trial and error approach allowed individuals to make adjustments to diet and

tailor it to personal needs as dietary irritants were dependent on each individual. Thus, it was

important that self-care strategies were inherent to individual needs as disease needs were

diverse.

Over time the ability to self-monitor and understand disease cues improved and

participants identified additional factors, other than foods, that led to symptom exacerbation such

as stress. As described by P1 “ obviously stress is my biggest cause for flare ” and “ I was also

working full-time and doing two online courses and I was super stressed out, and I think that was

the biggest trigger for me .” Other individuals, such as P3, discussed the relationship between

stress and their disease, stating “ I’ll flare up depending on my stress. ” Participant 5 identified that

stress exacerbates disease symptoms  and P4 emphasized the importance of attempting to avoid

stress.

A trial and error approach was used to decrease feelings of stress for participants in this

study. It appeared that a trial and error approach was used to determine a tolerable level of

exercise needed to decrease stress and not aggravate symptoms. As stated by P3, “I flare up with

a lot of exercise. I try to get in some walks ”. For another participant, P5, “I try to do like

sometimes I stretch, and do yoga and workout, like manage my stress because I feel like that's like

that's the most common symptom that like brings on other symptoms.” Participant 2 explained

that “ like walking my dog I find helps if I'm feeling stressed or anxious .” Another participant, P4,

identified the importance of exercise,  ”I mean going for walks with my little one, and like even
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helps me sleep better at night so I’m not getting up as often, so like I guess trying to go for like

regular exercise .” The action of engaging in low-impact exercise such as walking and yoga

assisted participants to seek control and relieve stress. This evoked feelings of control over self

through improving the ability to live with inflammatory bowel disease by implementing

self-developed strategies to decrease instances of unpredictable symptom exacerbation.

Further, through self-developed observation, individuals were able to develop strategies to

decrease instances of symptom exacerbation caused by dietary irritants, such as anticipatory

planning. Anticipatory planning involved meal preparation prior to dinners or social events. As

described by P3, “I’m always prepared everywhere I go. If I can't eat something I'll bring

something I can eat myself ”. This participant further expressed

There’s been a few family thanksgivings where or family dinners where they’re eating stuff

that I can't eat. I have brought my own meals (I: Mhmm). Just to make sure that it's safe

and I won't end up being sick the whole weekend I’ve done that.

The ability to identify dietary irritants over time through trial and error appeared to be an integral

aspect of living with inflammatory bowel disease and seeking control. Anticipatory planning in

terms of preparing meals ahead of time or researching what foods were offered at restaurants

served as an important aspect of self-care through seeking control. As described by Participant 1,

If I have friends coming over or going to a social event or whatever, and there’s only a

fruit platter, vegetable platter, I can’t eat that so I always have to remember to eat before

or bring my own snacks because I can’t always eat what everybody else eats .

The action of identifying dietary irritants and a tolerable level of exercise to minimize stress

through an observational trial and error approach was a self-developed strategy that aided as an
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element in this study that participants could seek control. Further, it appeared that once dietary

irritants and a tolerable level of exercise were identified a feeling of control over symptoms was

experienced as eliminating dietary irritants and engaging in exercise decreased instances of

symptom exacerbation.

Overall, with the inability to manage unpredictable symptom exacerbations and limited

access to formal resources relative to living in Northeastern Ontario, adults with inflammatory

bowel disease engaged in self-directed resourcefulness and self-developed observational skills to

navigate uncertainties. These self-developed self-care strategies enabled individuals to navigate

uncertainties by learning how to live with illness deficits such as debilitating symptoms through

understanding of their disease, understanding of disease cues, and therefore learn to respond

appropriately. With access to informal resources participants were able to self-develop the skills

needed to engage in a level of self-care, however, this was not as sufficient as self-care developed

from the utilization of formal resources as participants still experience the inability to control

bodily functions. Thus, overtime with the assistance of informal resources, self-developed

observation skills were developed and used to identify patterns in disease and develop tailored

approaches through trial and error to navigate uncertainties. Through this observational approach

individuals improved in self-monitoring and were able to identify patterns, implement actions,

then observe the outcome, and self-adjust accordingly until a desired outcome was observed.

4.3 Summary of Findings
In summary, member checking, and journal reflections from the researcher throughout

data collection contributed to the analysis and interpretation of participants' experiences shared in

this study. The phenomenon of living with inflammatory bowel disease in Northeastern Ontario

and the experience of self-care was described in this study as a lived experience with two major
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themes. The themes depicted the meaning of self-care as living with uncertainty and seeking

control.

This interpretation of the phenomenon of self-care will be further discussed in the final

chapter of this thesis. Future implications for practice to assist in supporting individuals with

inflammatory bowel disease on managing disease will be discussed. Acknowledgement of the

role of self-care and navigating uncertainties that arise from the lived experience of inflammatory

bowel disease in a resource limited environment will also be addressed. Future research and

implications for practice originating from this study’s findings will be addressed in the final

chapter.

In conclusion to summarize this chapter, adults with inflammatory bowel disease

experienced disease and formal care uncertainty when limited knowledge regarding what disease

is in terms of nature and course and limited access to specialized healthcare, educational, and

emotional support existed. Thus, as a way to navigate these uncertainties individuals initiated

actions to seek control. These actions included seeking personal resources for informal

informational and emotional support through self-directed resourcefulness. Overtime, through

personal resources and listening to other perspectives, adults with inflammatory bowel disease

self-developed observational skills through seeking a better understanding of their disease.

Further, adults with inflammatory bowel disease were able to identify disease patterns, and tailor

self-care strategies to meet individual needs through a trial and error approach. Overall, as a way

to navigate disease and formal care uncertainties, actions that involved self-developed self-care

strategies were initiated to gain back feelings of control.
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Chapter 5

5 Introduction
The purpose of this study was to understand the experience of self-care for adults living

with inflammatory bowel disease who reside in Northeastern Ontario. Interpretive

phenomenological analysis was used to render an interpretation of  adults’ experiences and

personal perspectives. The phenomenon of self-care will be discussed in this chapter.

5.1 Discussion of Findings

The experience of self-care was understood as the actions undertaken to live with

uncertainty and seek control in the context of inflammatory bowel disease. This insight was

determined based on the identification and interplay of two major themes: living with uncertainty

and seeking control.  Self-care allowed individuals to navigate uncertainties relative to disease

and formal care through the initiation of actions such as self-directed resourcefulness and

self-developed observational skills.

5.1.1 Living with uncertainty.

Disease uncertainty. Adults with inflammatory bowel disease lose the voluntary ability to

control bowel elimination during periods of symptom exacerbation. Being unable to understand

the nature and course of the illness left individuals feeling uncertain about how to manage their

disease and in need of formal care to understand what to do. As such, disease uncertainty was

identified as a barrier to engaging in self-care. A lack of knowledge of disease etiology and how

to engage in self-care sufficiently has been directly associated with insufficient self-care and has

been identified in earlier research (Riegel et al., 2012). Further, Wahlin et al. (2019) reported that
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adults with Crohn’s disease benefit from more education and information about their disease to

improve disease outcomes. A knowledge deficit regarding the nature and course of disease meant

adults in the current study felt embarrassed, were dependent on others, and were unable to explain

the disease to others which led to misconceptions about the illness. Other authors have reported

that feelings of embarrassment were a result of unexpected symptom exacerbation (Barlow et al.,

2010; Devlen et al., 2014; Dignass et al., 2010; Farrell & Savage, 2012). Embarrassment related

to unexpected symptom exacerbation has been found to impact emotional wellbeing, manifesting

feelings of being judged (Dibley et al., 2017), “inadequacy, inferiority, unattractiveness, and

isolation” (Trindade et al., 2020, p.8). Social relationships are additionally impacted relative to

feelings of shame associated with unpredictable symptom exacerbation (Trindade et al., 2020).

However, multiple authors have identified that feelings of embarrassment can be proactively

addressed through the use of self-care, in particular, anticipatory planning (Cooper et al., 2010;

Larsson et al., 2017; Loven et al., 2016). Anticipatory planning has been a successful strategy to

address unpredictable disease relapse and the risk of losing bowel control in public places

(Cooper et al., 2010; Larsson et al., 2017; Loven et al., 2016) thus, decreasing feelings of

embarrassment. Anticipatory planning can involve locating toilets along planned travel routes,

wearing protective clothing, such as pads (Cooper et al., 2010; Larsson et al., 2017; Loven et al.,

2016), avoiding social events that would require staying overnight, and refraining from the

ingestion of dietary irritants and engagement in activities that would exacerbate symptoms

(Larsson et al., 2017; Loven et al., 2016).

An inability to predict and control symptom exacerbation in the current study left

individuals feeling dependent on family and friends for support. In the context of unpredictable

disease exacerbation, symptoms negatively impacted daily role functions activities and ability to

carry out household responsibilities. This finding was also reported in a recent integrated review
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by Mohsenizadeh et al. (2020) which noted that family and friends of adults with inflammatory

bowel disease often assume the caregiver role especially in times of symptom exacerbation.

Adults with inflammatory bowel disease often became dependent on informal caregivers to carry

out daily activities, administer medications, and provide emotional and financial support in times

of disease exacerbation (Shukla et al., 2018). Furthermore, it was common for adults with

inflammatory bowel disease to develop concerns of becoming a burden on caregivers

(Mikocka-Walus et al., 2012). The implications associated with dependence on family for

informal care includes caregiver burnout. Thus, the need to implement a family-centered

approach to care and provide educational and social support to caregivers (Zand et al., 2020).

This finding is further supported by Shukla and colleagues (2018) who identified that healthcare

providers should screen caregivers for burnout and provide ongoing mental health support as

needed.

It has been reported that experiencing debilitating symptoms as a result of living with

chronic illness serves as a barrier to engaging in self-care (Duff et al., 2007). In the current study,

lack of knowledge about the nature and course of the illness inhibited individuals' ability to fully

understand their disease. Thus, individuals struggled to explain their illness to others which led to

misconceptions. In a recent interpretive phenomenological study by Dibley et al. (2018), it was

reported that the ability to provide a clear explanation to others regarding inflammatory bowel

disease information decreases misconceptions and allows others to offer support when needed.

Additionally, adults with inflammatory bowel disease who did not provide explanations of

disease experienced misconceptions from others (Dibley et al., 2018). Misconceptions led to

misunderstanding and stigmatizing perceptions from others (Dibley et al., 2018). Stigma has been

associated with poor health-related quality of life in individuals with inflammatory bowel disease
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(Rampton & Shanahan, 2014). Further, it has been reported to impede the ability to engage in

self-care to manage illness (Hawthorne et al., 2008). Healthcare providers should provide

educational support to improve health literacy in adults with inflammatory bowel disease

(Hawthorne et al., 2008). The ability to discuss inflammatory bowel disease related information

with others who do not have or understand the illness can avoid misconceptions and thus enhance

supportive relationships (Dibley et al., 2017).

Overall, disease uncertainty was understood as a barrier to engaging in self-care.

Individuals with insight into their disease uncertainty articulated a desire to seek help from

healthcare providers to better understand their disease and develop strategies regarding its

management.

Formal Care uncertainty. Formal care uncertainty was a barrier to engaging in self-care. This

uncertainty stemmed from limited timely access in Northeastern Ontario to formal resources

such as specialized care, educational, and emotional support when needed. Thus, in this study

limited access to formal resources left participants uncertain with respect to how to help

themselves through self-care that would allow them to live with inflammatory bowel disease.

This finding aligns with the Middle Range Theory of Self-care of Chronic Illness introduced by

Riegel et al. (2012). They stated that individuals with chronic illness experience difficulty in

engaging in self-care sufficiently with limited access to trained healthcare professionals which

results in poor health outcomes. Similarly, Bennett et al. (2015) reported that individuals with

inflammatory bowel disease who reside in small communities experience poor health outcomes

related to limited access to specialized healthcare services in comparison to those in larger urban

areas. In a recent study in Nova Scotia, it was noted individuals with inflammatory bowel disease

experience barriers to care including longer wait times to see specialists, limited resources (i.e.

lack of gastrointestinal specialists), and poor communication with health practitioners (Heisler et
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al., 2018). Without adequate formal educational support, adults with inflammatory bowel disease

experience difficulty in facilitating self-care (Heisler et al., 2018). Adults with inflammatory

bowel disease are known to require support to understand their disease and their role in managing

it during symptom exacerbation (Loven et al., 2016). Educational strategies that may be

implemented to fulfill this knowledge need include peer group support or one-to-one education

from a specialized physician or nurse on topics such as: medication, what to expect when living

with inflammatory bowel disease, dietary advice, how to engage in self-care, and education

regarding disease nature and course (McDermott et al., 2018).

Uncertainty existed relative to when participants would receive care and if the

non-specialized healthcare provider would be able to assess their level of critical need. Limited

access to specialists in Northern areas has been reported to have a significant impact on

individuals with inflammatory bowel disease as it leads to disease complications such as long

periods of relapse and the need for surgical intervention (Habashi et al., 2019). Habashi and

colleagues (2019) discussed the integration of a telehealth program to address the dearth of

specialized healthcare providers in underserviced Northern areas. The utilization of a telehealth

program was found to reduce wait times to see a gastroenterologist, improve patient satisfaction,

quality of care and life, and improve disease outcomes as patients had timely access to a

gastroenterologist when needed (Habashi et al., 2019).

In this study, limited access to specialized healthcare support served as a pivotal moment

that led to the realization of the need to initiate alternative actions that were self-developed. This

finding is supported by the Middle Range Theory of Self-care of Chronic Illness. According to

the Middle Range Theory of Self-care of Chronic Illness, individuals who have limited access to

trained healthcare professionals search for guidance in how to engage in self-care from elders,

community workers, parents, neighbours, and friends (Riegel et al., 2012). However, self-care
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skills developed are not as sufficient as those developed with the guidance of a trained healthcare

provider, often resulting in poor health outcomes (Riegel et al., 2012). Thus, formal care

uncertainty served as a barrier to engage in self-care as well as served as a pivotal moment that

led to the realization to engage in alternative actions that were self-developed to learn how to

navigate uncertainties and gain back feelings of control.

5.1.2 Seeking control

Self-directed resourcefulness. Self-directed resourcefulness was a key feature of individuals’

experience of self-care in this study. The action of seeking informal resources was undertaken by

individuals in an effort to achieve and maintain control. When disease and formal care

uncertainty existed, participants sought informational and emotional support from informal

resources that were readily accessible such as family, friends, and peers. Three independent

studies supported the finding of informal information seeking from family and friends as a

self-care strategy (Larsson et al., 2017; Loven et al., 2016; Wahlin et al., 2019). Further, in this

study, a reliance on informal resources for knowledge about disease and guidance to engage in

self-care was experienced. Individuals sought educational support from informal resources that

were readily accessible. These sources included family and friends who had professional

experience in healthcare or were personally living with disease. In an environment that has

limited healthcare resources, individuals with chronic illness rely on family and friends to serve

as informal resources of health information (Hesse et al., 2010). These sources of informal

information are chosen based on their accessibility and degree of trust that individuals have

within them (Smith, 2011). Without access to trained healthcare professionals to provide health

information, however, outcomes associated with chronic illness are often poor as there is risk

associated with the quality and accuracy of information provided from informal resources, which

can lead to misunderstandings, misconceptions, and lack of knowledge further contributing to
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insufficient self-care (Riegel et al., 2012). To address these implications, individuals can be

guided to existing credible websites that house reputable information such as Crohn’s and Colitis

Canada, which offers support, information about inflammatory bowel disease, webinars, and

brochures (Crohn’s and Colitis Canada, n.d.).

Engagement with a peer group was identified as an additional source of support in this

study. The support of peer groups provided perspective into other’s lived experiences with

inflammatory bowel disease. Through support from peer groups, individuals living with

inflammatory bowel disease were able to compare disease outcomes which enabled a positive

outlook on current disease state when compared to others who experienced greater disease

deficits. Thus, a sense of appreciation for one’s current state of health was a common outcome of

peer support (Dibley, 2018). Further, in this study, support from peer groups provided a sense of

relatedness and inclusiveness, fostering mutual understanding through common experiences.

Thus, engaging with a peer group created an environment free of burdening and worrying family

members about their disease. This finding is supported in current literature as Fisher et al. (2015)

reported that peer support enables an environment free of burden thus, allowing an outlet for

emotional expression. Engaging in face-to-face peer groups may be challenging in low population

density communities such as Northeastern Ontario (Statistics Canada, 2017). For individuals

receptive to online interactions, Crohn’s and Colitis Canada offers virtual and asynchronous peer

groups as a strategy to address this need (Crohn’s and Colitis, n.d.).

Overall, adults with inflammatory bowel disease in Northeastern Ontario sought control

by engaging in self-directed resourcefulness through seeking guidance, disease information, and

support from informal resources. Self-directed resourcefulness was identified as a self-developed

self-care strategy that individuals were able to maintain control and navigate both disease and

formal care uncertainty. In this study, informational support was sought through family and
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friends with professional experience in healthcare or living with the disease. Emotional support

was sought through support from peer groups. However, sources in which information and

emotional support are sought are not mutually exclusive, as peer groups can provide a forum for

developing knowledge about oneself (Miyamoto & Sono, 2012) and may provide informational

support through shared experiences. Overall, self-directed resourcefulness was used to develop a

better understanding of the disease and to learn how to navigate the uncertainties experienced

living with inflammatory bowel disease in Northeastern Ontario.

Self-developed observational skills. Self-developed observational skills were experienced as

self-care and a component of seeking control for participants in this study. Overtime, through the

actions of gathering information from informal resources and lived experience, self-developed

observational skills are developed. These skills improve the ability to self-monitor one’s illness

presentation and understand disease cues. Participants in this study had 2-17 years of experience

living with inflammatory bowel disease. Experiences living with chronic illness “increases the

quality of self-care performed”(Riegel et al., 2012, p.199). Additionally, According to the Middle

Range Theory of Self-care of Chronic Illness, by having experience living with a chronic illness

overtime, the ability to understand disease cues can be enhanced (Riegel et al., 2012). Thus,

certain participants within this study were better able to develop self-care strategies. However,

individuals with years of experience with disease may never engage in self-care sufficiently, as

formal healthcare support is required (Riegel et al., 2012). Individuals in this study, some with

multiple years of living with inflammatory bowel disease, described the goal of achieving an

enhanced feeling of control through self-developed self-care, as opposed to fully controlling

exacerbations of their chronic disease, which remains elusive.

Self-monitoring was made possible through self-developed observational skills.

Individuals in the current study, however, did not use formal resources to develop these skills.
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Self-monitoring, as described in the Middle Range Theory of Self-care of Chronic Illness, can be

supported with assistance from formal resources such as clinicians (Riegel et al., 2018). Although

individuals in this study improved in their self-monitoring skills, they did not fully develop them,

as disease exacerbations still occurred despite self-developed self-care. Nevertheless, participants

were better able to navigate uncertainties through trial and error approaches and anticipatory

planning. According to the Middle Range Theory of Self-care of Chronic Illness self-care,

monitoring was identified as a link between self-care management and maintenance. To engage in

self-care monitoring, a sound understanding of disease etiology and course must be obtained

(Riegel et al., 2010). In the current study, through the implementation of self-developed self-care

strategies, adults with inflammatory bowel disease still experienced symptom exacerbation

however controlled the way in which they responded to them.

Once disease cues were better understood, adults with inflammatory bowel disease were

better able to respond to them. Thus, they were able to navigate uncertainties in terms of

predicting symptoms and engage in self-developed actions to decrease their occurence. Disease

cues in this study were often followed by an identified need to moderate diet and stress.

Self-developed actions to avoid dietary irritants and stress, was accomplished through a trial and

error approach and anticipatory planning. Further, dietary irritants appeared to be individualized,

as each individual identified different dietary irritants. This finding is supported by four studies

that describe dietary management as a common self-care strategy, although specific dietary

irritants appear to differ on an individual basis (Cooper et al., 2010; Larsson et al., 2017;

Lesnovska et al., 2013; Loven et al., 2016). Further a study by Nazarenkov and colleagues

(2019), reported the need to offer comprehensive interdisciplinary services that include the

contribution of and access to dietitians for individuals with inflammatory bowel disease, as

dietary management is complex and differs on an individual basis.
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Stress was a common precipitator of symptom exacerbation. Psychological stress has been

directly correlated to relapse in inflammatory bowel disease (Mawdsley & Rampton, 2005). A

trial and error approach was also used to live with stress. Using a trial and error approach that

tailors interventions to individual needs is supported by Riegel et al. (2012), as self-care

management involves treatments that are specific to particular signs and symptoms and chronic

illness. In addition, self-care management involves evaluation of treatment, to examine if the

approach should be used in the future (Riegel et al., 2012). This aligns with the trial and error

approach used by individuals in the current study. In addition, Riegel et al. (2018) reported that an

outcome of self-care includes improved health status. However, for participants in this study

improved health status was not achieved as self-developed self-care strategies assisted in

navigating uncertainties in terms of engaging in actions to decrease instances of symptom

exacerbation, as opposed to fully controlling them. Thus, a trial and error approach was used to

determine a tolerable level of exercise to decrease stress and not aggravate symptoms. For adults

in the current study, walking and yoga were identified as common activities to relieve stress.

Implications associated with this finding include weather in Northern contexts that may impact

outdoor walking and other physical activity (Nykiforuk et al., 2018). To address this implication,

home exercise programs that require no equipment and are low impact should be considered

(Engels et al., 2017).

Through self-developed observation, individuals were able to implement strategies, such

as anticipatory planning, to decrease instances of symptom exacerbation caused by dietary

irritants. Anticipatory planning was a proactive way to gain feelings of control over self through

improved ability to live with debilitating symptoms. These strategies included meal prepping and

researching what foods are offered at restaurants to ensure dietary irritants are not consumed.

Thus, this enabled individuals to navigate uncertainty by decreasing instances of unpredictable



69
symptom exacerbation. The process of anticipatory planning is supported in three studies,

allowing adults with inflammatory bowel disease to gain a feeling of control over their illness

(Cooper et al., 2010; Larsson et al., 2017; Loven et al., 2016). Specifically, adults with

inflammatory bowel disease in a study by Loven et al. (2016) identified that anticipatory planning

involved engaging in activities to decrease instances of symptom exacerbation in relation to

eating, such as avoidance of the consumption of dietary irritants. Implications associated with

dietary management include food security, access, and cost of quality foods in Northeastern

Ontario (Tarasuk & Vogt, 2009). In Northern Ontario, inaccessible, expensive, and low-quality

foods are often only available leading to poor health outcomes (Dillabough, 2016). To address

this implication, healthcare providers have an important role in addressing food insecurity

through: screening patients by asking questions regarding availability and affordability of foods,

counseling patients on how to eat healthy on a low budget, and providing information on

available community resources (Smith et al., 2016).

Overall, the findings of this study contribute an understanding of how adults with

inflammatory bowel disease engage in self-care and navigate uncertainties to live with

inflammatory bowel disease in a resource limited Northern environment.

5.2 Implications for Practice

The findings of this study can assist nurses in identifying client's needs and tailoring

interventions for adults with inflammatory bowel disease who reside in Northeastern Ontario.

Further, the findings emphasize the central importance of both formal and informal resources in

supporting self-care.

5.2.1 Nursing practice. In the Northern context of this study, individuals living with

inflammatory bowel disease described limited access to emotional and educational support and
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formal resources involving specialized healthcare providers. This is inconsistent with the

reviewed literature in which study participants reported access to specialized gastroenterologist

care when needed (Cooper et al., 2010; Larsson et al., 2017; Lesnovska et al., 2013; Loven et al.,

2016; Wahlin et al., 2019). In the current study adults independently developed self-care,

whereas, compared to other research, suggestions for self-care strategies from a specialized

healthcare provider were the norm (Cooper et al., 2010; Larsson et al., 2017; Lesnovska et al.,

2013; Loven et al., 2016; Wahlin et al., 2019).

Registered Nurses have an important role in patient education and emotional support.

Registered Nurses must work collaboratively with the interprofessional team, be strong

advocates, and educators to ensure they have the most up to date knowledge of the client, engage

in goal setting, and work collaboratively to support self-management (RNAO, 2010). Patient

education for individuals with inflammatory bowel disease should include information regarding

diagnosis, etiology, treatments, and self-care. This education should be included upon diagnosis,

during relapse, and as needed. Knowledge needs of adults with inflammatory bowel disease

should be reassessed following diagnosis, during symptom exacerbation, hospitalization, and at

healthcare appointments. Understanding the individual's baseline and evolving knowledge of

illness, and what they would like to know regarding their disease, will allow Registered Nurses to

support individuals engage in self-care. Understanding an individual's lived experience, through

inquiry about the disease impacts on their life is recommended as it will provide insight into

barriers faced and emotional support needed. This creates the foundation for the mutual planning

and implementation of individualized interventions to support self-care. This can be

accomplished through active listening and therapeutic communication. Due to the variability of

situations that lead to symptom exacerbation for individuals with inflammatory bowel disease, it

is important to understand the uniqueness of individual needs and challenges in this particular
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population. Due to the chronic, lifelong nature of inflammatory bowel disease, and limited access

to specialized care services in the Northern communities of Ontario, nurses should advocate for

care continuity through regular healthcare follow up. In addition, ongoing access to  telehealth

helplines for the provision of specialized services that include educational and emotional support,

could be conducive to managing episodic disease-related challenges encountered between

specialist follow up appointments.

In addition, nurses should support and advocate for the facilitation of informal resources

to be made readily available to adults with inflammatory bowel disease. In this study informal

resources such as peer support served as a welcome resource for participants. Thus, nurses should

be aware of and encourage engagement in peer groups, individualized care plans, patient

self-advocacy, and inform patients of resources that are available in the community or

neighbouring communities.

5.2.2 Practice guidelines. Relative to the findings of this study, recommendations can be

implemented to nursing practice guidelines to improve patient-centered care for adults with

inflammatory bowel disease. It is recommended that nursing guidelines: (a) advocate for

maintenance of regular follow up in between specialist appointments through cost effectiveness

initiatives such as telehealth to provide informational support upon diagnosis, during symptom

exacerbation, and as needed (RNAO, 2010), (b) facilitate the development of self-care skills that

meet patients individual needs and assess the outcomes of strategies used on health (Riegel et al.,

2018; Riegel et al., 2012); (c) ensure practice and support is adapted based on social determinants

of health that specifically affect the individual (i.e. for individuals with low health literacy

adapting patient education style so that information provided can be understood) (Braveman &

Gottlieb, 2014); and (d) develop a patient-centered focus through developing a strong
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understanding of the lived experiences, daily barriers, and disease etiology of adults with

inflammatory bowel disease living in smaller Northern centres (RNAO, 2006).

5.3 Future Research
Interpretive phenomenological analysis was an appropriate methodological approach for

exploring the lived experience of self-care among adults with inflammatory bowel disease living

in Northeastern Ontario. Using this methodological approach enabled exploration of self-care

through individuals' lived experience and personal perspectives. Further research is needed with a

more diverse population to examine the lived experience of self-care among males, children, and

adolescents living with inflammatory bowel disease in Northeastern Ontario. Future studies

regarding the lived experience of self-care among adults with inflammatory bowel disease in

Northeastern Ontario should be conducted non-electronically to make recruitment more

accessible to diverse populations such as those in rural and remote communities through medical

clinics, hospitals, or word-of-mouth. These types of research will help identify how different

populations navigate living with inflammatory bowel disease in Northeastern Ontario and assist

in providing information on barriers encountered and supports needed in developing self-care.

Recommendations for other areas of research include the lived experience of caregivers,

specifically family members, women or men on caring for loved ones living with inflammatory

bowel disease in Northeastern Ontario. Exploration of caregivers' lived experiences caring for

individuals with inflammatory bowel disease in Northeastern Ontario could provide insight into

what support may be needed for partners/family members and the different roles that are assumed

by men and women. Caregivers have an important role in supporting individuals with chronic

illness as they improve patients ability to live with illness cohesively through providing physical,

emotional, and financial support (Goldberg & Rickler, 2011). Further, caring for adults with
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inflammatory bowel disease and providing ongoing support has been reported to lead to

significant caregiver burnout (Shukla et al., 2018). Thus, such additional research may contribute

to improved outcomes of individuals with this disease, improve caregiver burnout, and create a

stigma free environment enabling better communication and understanding between caregivers

and individuals living with inflammatory bowel disease. This research could determine the role

nurses have in caregiver support and specific needs of caregivers in Northeastern Ontario.

Relative to the limited resources and access to specialized care in Northeastern Ontario for

adults with inflammatory bowel disease, it would be beneficial to examine the outcomes of a

formal educational follow up program upon diagnosis and during disease exacerbation. Education

is an essential component of self-care in chronic illness. Future research should examine the

benefits of educating adults with inflammatory bowel disease on disease etiology, signs and

symptoms, medication and how to tailor self-care strategies on outcomes such as quality of life

and symptom management. Insufficient educational support has been identified as a barrier in

developing self-care according to the Middle-Range Theory of Self-care of Chronic Illness

(Riegel et al., 2012).

5.4 Limitations of Study

The diversity of the sample in this interpretive phenomenological analysis was the

predominant limitation. The participants were exclusively adult women, therefore, there is a

potential for gender bias. Thus, the meaning of self-care for residents of Northeastern Ontario

should be explored with other genders to enhance the transferability of the findings.

Socio-demographic data was collected from participants and revealed that all individuals in this

study were employed full-time or in full time studies. Most participants obtained a higher level of

education such as a university degree or college diploma. According to van der Heide and
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colleagues (2013), obtaining a higher level of education is correlated to high health literacy. In

addition, this study undertook a virtual recruitment strategy. According to Benedict et al. (2019)

virtual recruitment often leads to “an over-representation of younger, white participants with

higher education and income” (Benedict et al., 2019, p.4). Participants within this study ranged

from 23-32 years of age, which may have correlated to the recruitment strategy used. This

suggests that individuals in this study were educated and may have had the resources available

conducive to self-development of self-care practices, thus, not representative of individuals who

have not obtained higher education or are of lower socioeconomic status. Further, participants

were exclusively conversant in English and therefore the study findings may be devoid of cultural

and linguistic nuances that a more diverse sample would contribute.

Relative to the environmental context of participants within this study, all individuals

reside within larger city areas of Northeastern Ontario. Individuals residing in rural areas

experience greater health inequalities related to health, resources, and finances (Wenghofer et al.,

2017). Thus, the findings of this study may not be transferable to adults with inflammatory bowel

disease who reside in rural and remote areas of Northeastern Ontario. In addition, data saturation

was not achieved relative to the sample size. Subsequent to recruitment on September 22, 2020,

no further recruitment was achieved. Efforts were undertaken to reach data saturation such as the

use or probing questions and asking participants the same questions until no new data emerged.

However to ensure themes were credible, member checking was undertaken by asking

participants if preliminary themes were reflective of their experiences. Once participants

responded, responses were incorporated into themes of this study. Implications of not reaching

data saturation impact the quality of this study (Lincoln & Guba, 1985).
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Additionally, the conduction of the participant interviews via telephone was a limitation in

this study. Use of this approach, resulted in an absence of non-verbal data that would have been

elicited in face-to-face interviews. Finally, during data collection and analysis, reflexive journals

were written freeform after each transcription, thus documentation of personal values and beliefs

and reasons for methodological decisions were not highly structured which increases risk of bias

in data collection and analysis. However, to ensure the interpretation of data was accurate in

representing participants' experiences, participants were invited to comment on preliminary

themes via email and comments were incorporated into the interpretation of data.

5.5 Conclusion
This is the first study to use an interpretive phenomenological analysis to explore the

experience of self-care among adults with inflammatory bowel disease in Northeastern Ontario.

Six women living with inflammatory bowel disease from Northeastern Ontario were recruited

using a purposive sampling technique and interviewed via telephone. Findings were derived from

the interpretation of direct quotes from participants’s description of their experiences. The

experience of self-care in this particular population was identified as the actions undertaken to

live with uncertainties and seek control. Additionally, in experiencing debilitating symptoms,

adults with inflammatory bowel disease who live in a Northern environment, such as

Northeastern Ontario experience barriers relative to receiving formal care, educational, and

emotional support. Thus, uncertainty existed relative to disease and care. This study provided an

understanding of how this particular population navigates inflammatory bowel disease in a

resource limited environment, such as engaging in self-developed self-care to navigate barriers

experienced. Through self-directed resourcefulness and self-developed observational skills adults
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with inflammatory bowel disease attempt to live with chronic illness and gain a feeling of control

back into their lives through engaging in these strategies.

The findings of this study provide new insight into the importance of self-care and how

adults with inflammatory bowel disease in Northern communities navigate their illness and live

with debilitating symptoms as illustrated in Appendix H. Adults with inflammatory bowel disease

require a comprehensive approach to care that involves both formal and informal resources to

support self-care. Formal resources include specialized healthcare professionals such as

gastroenterologists and informal resources include support from family, friends, peers, or self. In

addition, peer groups served as a burden free outlet for adults with inflammatory bowel disease,

as concern of worrying family members and burdening them with illness was a common

experience. In this study, individuals self-developed self-care strategies to live with the

debilitating symptoms of inflammatory bowel disease through utilization of informal resources.

Individuals experienced difficulty, however, in gaining full control over their illness relative to

the limited access to formal resources when needed. Registered Nurses have a key role in

improving self-care amongst adults with inflammatory bowel disease through education and

supportive care throughout the disease trajectory from diagnosis through periods of relapse.

Understanding how adults with inflammatory bowel disease engage in self-care to

manage life with inflammatory bowel disease in Northeastern Ontario can assist nurses to

determine individualized care needs including involvement of formal educational and emotional

support upon diagnosis, relapse, and as needed. Additionally, the importance of involving

informal resources such as family, friends, and peer groups in individualized plans of care may

assist in mitigating embarrassment, increased dependence on others, and being unable to explain

disease to others. Further, collaborating with patients to ensure care is reflective of their
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individual needs and assist in developing individualized self-care strategies should be a part of

nursing practice when caring for this particular population.
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Appendix H: Interpretive Phenomenological Analysis Poem

What is this? What should I do?

I feel burdensome, and uncertain, I truly have no clue.

So I seek your help.

You listen with your stethoscope, but not your ears.

You look at my lab work, but not my tears.

You know my diagnosis, but not my story.

I seek answers, but you give me pamphlets.

These things don’t work for me, can’t you see?

I’ve been here before, trust me.

I turn to friends, family, and peers.

With their support, I gain some control back.

Sometimes the littlest things can make the most impact.

Some tailored education can give me my life back.

So please take time to listen, advocate, and educate.

You are who I lean on in this vulnerable state.


