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Abstract

Canada has one of the highest incidence rates of inflammatory bowel disease (IBD) worldwide,
particularly among adolescents and young adults. As the incidence of pediatric-onset IBD is
projected to increase in the upcoming years, more patients will need to transition from pediatric
to adult care. The process of transition is a challenging period, overlapping with the life period of
emerging adulthood, where patients gradually assume more responsibility, make independent
decisions, and become financially independent. This period of transition has been associated with
an increase in health care utilization, and nonadherence to medical appointments and
medications. While the literature supports the importance of preparing patients for transition and
the need for structured transition programs, there remains a gap in understanding transition
outcomes from the perspectives of all partners involved in the transition process. This thesis aims
to address this gap, with the overall goal of improving the transition process for young adults

with IBD.

A qualitative descriptive approach was used, involving semi-structured interviews with
transitioned patients, their parents, and health care providers to define transition success. Data
analysis was done using latent content analysis to develop themes that partners used to
characterize a successful transition from pediatric to adult care. Themes of these indicators of
transition success provided the foundation for a cross-sectional study using a self-administered
online questionnaire to assess whether young adults aged 18-25 with pediatric-onset IBD have
achieved these indicators of transition success. The questionnaire was also administered to young

adults aged 18-25 with adult-onset IBD to explore the role of age period of IBD onset in
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achievement of transition outcomes. The transition success indicators identified in the qualitative
study were subsequently referred to as health care autonomy indicators to account for
participants with adult-onset IBD not having undergone transition. Descriptive statistics,

including proportions, means and medians, were calculated for each health care autonomy

indicator within each IBD onset group (pediatric-onset and adult-onset).

Seventeen patients, 13 parents, and 15 providers from Alberta, Canada, participated in semi-
structured interviews, with additional providers recruited from British Columbia. The theme of
independence in one's care emerged across all partner groups. The theme of disease management
emerged within parent and provider groups, while the theme of relationship with/ trust in adult
care team was common to patients and parents. Additional themes of care team management,
general knowledge, care stability, and health outcomes emerged within specific partner groups.
In the cross-sectional study (n=56), 37 participants with pediatric-onset IBD and 19 with adult-
onset IBD completed the questionnaire. Among participants with pediatric-onset IBD, 46.0% had
scores suggestive of high independence in their IBD care, 51.4% reported a score categorized as
high satisfaction with their relationship with the IBD care team, and 84.2% achieved a score that
corresponded to high medication adherence. When compared to participants with pediatric-onset
IBD, participants in the adult-onset group (n=19) scored higher on IBD knowledge (mean scores:
11.8 vs. 10.5), had slightly greater independence in their IBD care (mean scores: 52 vs. 46), a
higher proportion of participants with high medication adherence (84.2% vs. 93.8%), and had a

similar reported satisfaction with their IBD care team (mean scores: 37.4 vs. 37.5).
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The findings suggest that while many young adults with pediatric-onset IBD achieve key health
care autonomy indicators, there remains areas of improvement. Young adults with pediatric-
onset IBD exhibit comparable or lower indicator achievement when compared to those with

adult-onset IBD, underscoring the need for supportive interventions for all young adults with

IBD.



Preface

This thesis is an original work by Allison Bihari. The work presented in this thesis received
ethics approval from Research Ethics Boards at the University of Alberta and the University of
Calgary, as project name “Defining and Predicting Transition Success for Young Adults with

Inflammatory Bowel Disease” (UofA: Pro00099184; UofC: REB20-0979).

Chapter 2 of this thesis has been published as Bihari A, Olayinka L, Kroeker KI. Outcomes in
Patients with Inflammatory Bowel Disease Transitioning from Pediatric to Adult Care: A
Scoping Review. J Pediatr Gastroenterol Nutr. 2022;75(4):423-430. In this scoping review, I was
responsible for the conception and development of the study, data collection and analysis, and
manuscript composition. Lily Olayinka aided with data analysis as a second reviewer and
contributed to manuscript edits. Karen Kroeker was the supervisory author and acted as a third

reviewer when needed.

Chapter 3 of this thesis has been published as Bihari A, Hamidi N, Seow CH, Goodman KJ,
Wine E, Kroeker KI. Defining Transition Success for Young Adults with Inflammatory Bowel
Disease According to Patients, Parents and Health Care Providers. J Can Assoc Gastroenterol.
2022;5(4):192-198. In this journal article, I was responsible for the study design, data collection,
data analysis, and manuscript composition. Nima Hamidi and Cynthia Seow aided with
participant recruitment and manuscript review. Karen Goodman and Eytan Wine consulted on

the study design and manuscript review. Karen Kroeker was the supervisory author.



vi

Chapter 4 of this thesis has been published as an advanced article as Bihari A, Wine E, Seow
CH, Goodman KJ, Kroeker KI. Perspectives of patients, parents, and health care providers on
facilitators of and barriers to the transition from pediatric to adult care in inflammatory bowel
disease: a qualitative descriptive study. J Can Assoc Gastroenterol. 2024:1-8. In this journal
article, I was responsible for the study design, data collection, data analysis, and manuscript
composition. Cynthia Seow aided with participant recruitment and manuscript review. Karen
Goodman and Eytan Wine consulted on the study design and manuscript review. Karen Kroeker

was the supervisory author.



vil

Dedication

To my mother, who raised me to believe that I could achieve any dream of mine no matter how
big or how small they were. Your ability to provide me with unwavering support and
encouragement in every single dream that I have set out to achieve has had a profound impact

on how I navigate life.



viil

Acknowledgements

I would first like to express my gratitude for my principal supervisor, Dr. Karen Kroeker who
throughout the past four years has provided me with endless support, encouragement, guidance,
and kindness. She has wholeheartedly supported all my career goals and personal growth during
my time as a student. I am ending my graduate degree not only a better researcher but a better
human thanks to her exceptional mentorship. I can only aspire to become half as inspirational a
supervisor as she is one day. With that, I would also like to thank Dr. Robert Bailey who first
introduced me to Dr. Kroeker. Dr. Bailey is a remarkable coach who has continued to encourage
me to pursue my dreams whether in ringette, graduate studies or anything else that I set out to

achieve. His support and guidance throughout the years is greatly appreciated.

I would like to express my gratitude to my supervisory committee for supporting my decision to
transfer into a doctoral degree program and for providing me with unwavering support over the
past four years. Dr. Wine, thank you for agreeing to be my co-supervisor and for supporting me
throughout this journey. I deeply appreciate the time he has dedicated to offering his valuable
perspectives on the study design of my projects, as well as his support for my goals outside of
my PhD. Thank you to Dr. Goodman who has provided me with valuable insight into the field of
epidemiology. Her guidance, support, and willingness to spend time with me on the methodology
and providing feedback on my writing is very much appreciated. I would also like to thank Dr.
Puneeta Tandon for her expertise, kindness, and useful suggestions during my degree. I would

also like to thank Dr. Cynthia Seow who was a key collaborator in this work. I am deeply



X

grateful for her kindness and willingness to help with all stages of the work outlined in this

thesis.

I would like to thank my friends and family for their unwavering support throughout this
journey. Thank you for always believing in me and cheering me on every step of the way,
especially during times when I had to cancel plans and work on weekends to meet deadlines. I
would specifically like to thank Kaitlyn Chappell, who has been on this graduate school journey
with me for past few years. Thank you for always being there to discuss my studies —this thesis
has greatly benefited from our conversations. Your willingness to listen, empathize, and

encourage me has been truly invaluable.

Last but not least, I would also like to thank the patients without whom this thesis would not be
possible. Their ability to navigate the complexities of entering adulthood while managing a
chronic disease is inspiring. Further, their willingness to participate in research to improve the

care of other young adults is equally inspiring.



Table of Contents

N 11 1R ii
g ) T N v
0 T 3T N vii
ACKNOWIEAZEMENTS. . uuiiniiiiiiiniiiiiiiiiiieiiiieiiistitasetestosascsnsssssosssssssssssssssnsssnsns viii
021 0] L0 1) 11 ) 11 e X
I3 ] 0 0 1.0 Xvi
L0 0 xvii
List of Abbreviations......ccoceiiiiiiiiiiiiiiiiiiiiiiiiiiiiiiiiiiiiiiiiiiiiiiiieiiiiietieciaeenecaees xviii
Chapter 1. INtroduction.......ocviieiiieiiiiiiieiiiniiineiiietireesiestcsssssssssssssssssesssssssssnsss 1
1.1 Inflammatory Bowel DISease. .........oouiiiiiiiiiiiii e 1
1.2 Impact of Inflammatory Bowel Disease.............oooviiiiiiiiiiiiiiiiiiiiiiee, 1
1.3 Differences Between Pediatric and Adult Diagnoses..............c.ocociviiiiiniiiane. 3
1.4 Critical Milestone: Transition from Pediatric to Adult Care ........................oee. 3
1.5 THESIS OVEIVIEW .. .uuttitt ettt e et 5
1.6 RETCTONCES. . ..ttt e 6
Part I: Characterization of Transition Success in Young Adults with IBD........................... 11

Chapter 2. Outcomes in Patients with Inflammatory Bowel Disease Transitioning from

Pediatric to Adult Care: A Scoping RevieW......cccviiiiiiiiiiiiiiiiiiiiiiiiiiiiiiiiiciiecennenns 12
B AN 0] ¢ o1 P 12
2.2 INErOAUCHION. ...ttt et et e et et e e e e e e e e e 14

2.3 M NOAS . oo 15



x1

2.3.1 Identifying Relevant Studies.............ccooiiiiiiiiiii e, 16

2.3.2 Study SeleCtion.......oeiiii e e, 16

2.3.3 Charting the Data and Collating, Summarizing, and Reporting Results.....17

24 RESUILS. .ot e 26

2.4.1 Themes of Transition OULCOMES. ... ..ouueuuiintiitt i 26

2.4.2 Studies with Controlled Implementation of a Transition Program............ 30

2.4.3 Studies with Implementation of a Transition Program......................... 30

2.4.4 Studies Measuring Outcomes of Transition..............coevuveiiiiiiinieninnn.. 31

2.5 DASCUSSION. .. ettt ettt et e e e e e et e et ettt et e e e 32
2.0 ReTCTOINCES. ... et e 36

Chapter 3. Defining Transition Success for Young Adults with Inflammatory Bowel

Disease According to Patients, Parents, and Health Care Providers .........cccccoevevinnnnen.. 44
Bl ADSIIACE. . 44
3.2 INtrOUCHION. . ..ot e e e 46
3.3 MEthOdS. .o 47

3.3.1 Study Desi@n.....ueineii i 47
3.3.2 Study Population...........oooiiiiii e 47
3.3.3 Data ColleCtion. ......couuineit i 48
3.3.4 Data ANalySiS. . ..ueuuintitiit i 49
3.3.5 Establishing Trustworthiness...............cooiiiiiiiiiiiiiiiiieeene 50
B4 RESUILS. ..ttt 50
3.4.1 Participant DemographiCs.........c.vviuiiiiiiiiiii i, 50
3.4.2 Transition Characterization. ............ovueiiiiiiie i 53

3.4.3 Themes Of TranSitionN SUCCESS. . ... uuunn e 53



xii

3.4.4 ITmpact of TranSition. ... ...coueiiiiii i e, 61
3. DS CUSSION. - e ettt et e e e e e e e e e 61
30 R O IICES . . . e e e e 66

Chapter 4. Perspectives of Patients, Parents, and Health Care Providers on Barriers and

Facilitators of the Transition from Pediatric to Adult Care in Inflammatory Bowel Disease:

A Qualitative Descriptive StudY...cccvviuiiiiiiiiniiiiiiiiiiiiiiiiiiiiiiiiiieieiriiistoisscsnsscesscnes 71
A1 ADSIIACT . .ttt 71

A2 INErOAUCHION. ..ttt e e et 73

A3 MEthOAS. .. 74

4.3.1 Study Design and AIMS.........coeiiiiiniiitiiiat i aeeans 74

4.3.2 Settings and Recruitment............cooovuiiiiiiiiiiiiiii i 75

4.3.3 Trustworthiness and Positionality Statement ...................coooviiin. 75

4.3.4 Data Collection and Analysis...........o.eviiiiiiiiiiiiiiiiiiiieaeieenans, 77

A4 RESUILS. . ot 78

44T PartiCIPANTS. . .v ettt ettt et e et et e e e e 78

A S Tod | L 1101 79

I 27 Ve [ ¢ T 82

4.5 DISCUSSION. .. ettt ettt et e et ettt et e e et e 89

4.0 RETCTEINCES. ... ettt e 93

Part II: Assessment of Transition Success in Young Adults with IBD.......................c.co.. 98

Chapter 5. A Survey of Transition Outcomes in Young Adults with Inflammatory Bowel
] T 929
ST INOAUCHION. ...ttt e 99

.2 M RS . . . e 101



5.2.1 Study ODBJCtIVES. .. vttt ettt e 101

5.2.2 StUAY DeSIN. ..ttt e 102
5.2.2.1 Study Variables..........cooiiiiiiiii i 103

5.2.2.1.1 Participant CharacteristiCs............ocvveirienieennnnn.. 103

5.2.2.1.2 Primary OutCOmMES. ........oovveireiiiieiiieiieeneeennn 104

5.2.2.1.3 Exploratory Variables..................ccoiiiiiiiiiinninnn 107

5.2.3 Participant Recruitment and Setting...............c.ooiiiiiiiiiii i, 109

5.2.4 Questionnaire Development............c.ovviiiiiiiiiiiiii i 111

5.2.5 Data ANALYSIS. ... .ueiit e 112

5.3 RESUIES. .t 113
5.3.1 Participant Recruitment. ............ccoviiiiiiiiiii i 113

5.3.2 Study Population...........coiiiiiiii i 114

5.3.3 Primary OULCOMES. ... .ouuintiniitit et 122

5.3.4 Exploratory Variables............coiiiiiiiiiiiiii i 129

5.3.5 IBD Impact on Life Domains.............cooooiiiiiiiiiiiiiiniiiie, 129

5.3.6 Shame and ReSilience. ............oovvuiiiiiii i 131

R D Tt T Vo 133

5.4.1 Achievement of Health Care Autonomy Indicators in Patients with
Pediatric-onset IBD ........ooiiiiii i 133
5.4.2 Similarities and Differences of Achievement of Health Care Autonomy

Indicators in Patients with Pediatric-Onset IBD and Patients with Adult-Onset



Xiv

5.4.4 Strengths and Limitations...........cooeviiuiiiiiiii i 142

5.5 RETCIENCES. . .ttt e 145

Part I11: Bringing it all Together: Improving Outcomes for IBD Transition....................... 151
Chapter 6. ConClUSION......ccivtiiiiiuiiiiineiiiiretieieseiestssossssstosssssssssssssssssssssssscssens 152
6.1 Summary of FINAINGS.......c.oiiuiiii i e 152

6.2 Challenges and LeSSOmS. ... .c.uiiniiiiee e e eee e 155

6.3 FUture DIreCtions. ... ...ouuinei ittt 157

6.4 CONCIUSION ...ttt e e e 159
Bibliography...ccciuuiiiiiiiiiiiiiiiiiiiiiiiiiiiiiiiiiiiiiiiiiiiiii it eiiettiateireitateiseetnseenaenne 160
APPEINUICES . etiiiineiiiintiiieneterersrtosssstossssssosssstosssssssssssssssssssssssssosssssssssassossscases 183
Appendix A. Search String for Each Database Used in the Scoping Review............. 183
APPENAiX B s 186

B-1. Information Sheet and Consent Form: Patient Edition........................ 186

B-2. Information Sheet and Consent Form: Parent Edition......................... 191

B-3. Information Sheet and Consent Form: Parent Edition......................... 196

APPENAIX €t 201

C-1. Demographic Form: Patient Edition....................ooooiiiiis, 201

C-2. Demographic Form: Parent Edition...................coooiiiiiii.. 203

C-3. Demographic Form: Provider Edition......................coiia. 205

APPENAIX Do 207

D-1. Interview Guide: Patient Edition..............c.ooooiiiiiiiiiiiii. 207

D-2. Interview Guide: Parent Edition...............oooiiiiiiiiiiiii 213

D-3. Interview Guide: Provider EAition.........oooivieiiiiiiiii i, 219



XV

APPENdixX B .o e 224
APPENAIXE L e 225
N 0 157 116 G 242
APPendix H. ..o e 243
APPENAIX L. .o e 245
APPENAIX J o 248
APPENAix K. .. e 249

APPENAIX L. .o e 251



Xvi

List of Tables

Table 2.1. Study Characteristics and Summary of Outcomes Measured....................c..c.eeee 19
Table 3.1. Demographics of Patients, Parents, and Health Care Providers Who Participated in
Semi-Structured INEIVIEWS . ... ..ttt 51

Table 3.2. Representative Quotes from each Theme According to Patients, Parents, and Health

Care PrOVIARIS. ..ot e 54
Table 4.1. Criteria of Credibility, Transferability, Dependability, and Confirmability............. 76
Table 4.2. Quotations of Facilitators of and Barriers to a Successful Transition.................... 86
Table 5.1. Participant Demographic Information.................cooiiiiiiiiiiiiiii e 114
Table 5.2. IBD Diagnosis, Medications, and IBD History................coooiiiiiiiiiiiiiiinn, 114
Table 5.3. Employment and Education of Study Participants by IBD Onset Group............... 118

Table 5.4. Growing up with a Household Member with a Significant Health Issue by IBD Onset

DY IBD ONSEE GIOUP .. .eett ettt et ettt e e e e e e et et e e e et e et e et e e eaeeenaas 121
Table 5.6. IBD-KID2 Questions Answered Incorrectly by IBD Onset Group..................... 122
Table 5.7. MARS-5 Response Options by IBD Onset Group...........ccoovvviiiiiiiiiiniinnnann... 127

Table 5.8. Mean Scores on Each Question of the Chronic Illness Related Shame Scale by IBD
L0 011 A2 0] o 131
Table 5.9. Mean Scores on Each Question of the Connor-Davidson Resilience Scale by IBD

L0 011 A5 0] o P 134



xvii

List of Figures

Figure 2.1. Study Selection. ...........oiuiniiiiiii e 17
Figure 3.1. Venn Diagram Showing Themes of Transition Success that Emerged within each
Stakeholder GIOUP. ... .. oot e 54
Figure 4.1. Flowchart of Participant Recruitment................c.oooiiiiiiiiiiiiiiiiiiiiea 79
Figure 4.2. Venn diagram of Themes of Facilitators of and Barriers to a Successful Transition
According to Patients, Parents, and Providers...............ccooiiiiiiiiiiiiiiii i 85
Figure 5.1. Participant Referral Channels. ... 113
Figure 5.2. Chronic Health Issues Mentioned by Study Participants by IBD Onset Group.......117
Figure 5.3. Type of Significant Health Issue in Household Member by IBD Onset Group.......120
Figure 5.4. Self-Management in Study Participants by IBD Onset Group................c.ccevenen. 125
Figure 5.5. Relationship with IBD Care Team in Study Participants by IBD Onset Group....... 126
Figure 5.6. Reasons for Missing Medical Appointments by IBD Onset Group.................... 128
Figure 5.7.1. Life Domains Impacted by IBD by IBD Onset Group..........cccceeevveeriveenieeennenn. .. 130
Figure 5.7.2 Life Domains Study Participants are Experiencing Emotional Difficulties in by IBD

L0 TSy 63 0] o 132



XViii

List of Abbreviations

CD-RISC: Connor-Davidson Resilience Scale

CISS: Chronic-Illness-Related Shame Scale

IBD: Inflammatory Bowel Disease

IBD-KID2: Inflammatory Bowel Disease Knowledge Inventory Device 2
IQR: Interquartile Range

MARS-5: Medication Adherence Report Scale

UofA: University of Alberta

UofC: University of Calgary



Chapter 1. Introduction

The following chapter provides an overview on topics included in this thesis including an
overview on inflammatory bowel disease, impact of inflammatory bowel disease, the differences
between pediatric and adult diagnoses, and the transition from pediatric to adult care. These

topics will be explored in depth in the introduction of the chapters in this thesis.

1.1 Inflammatory Bowel Disease

Inflammatory bowel disease (IBD) is a term that describes incurable and chronic diseases of the
gastrointestinal tract, including Crohn’s disease and Ulcerative Colitis. The etiology of IBD is
complex and multifaceted with an interplay of environmental, immunological, and genetic
factors resulting in chronic inflammation of the gastrointestinal tract'. Common symptoms of
IBD, such as diarrhea, abdominal pain, and fatigue occur in an unpredictable relapsing-remitting
cycle resulting in periods of disease flares and disease remisson’. Treatment goals focus on the
induction and maintenance of remission, prevention of complications, such as perianal disease,
intestinal strictures, and fistulas, and achievement of mucosal healing®. Failure to respond to
therapies may result in disease progression, therapy escalation, and the potential need for

hospitalizations and surgical interventions.

1.2 Impact of Inflammatory Bowel Disease

IBD can have a profound impact on multiple facets of a person’s life outside of their physical

health. Patients with IBD often experience an impairment in health-related quality of life** and



report a high prevalence of symptoms of anxiety and depression®’. An IBD diagnosis can also
have significant social implications through the disease’s interference in social activities.
Additionally, IBD patients frequently report missing work because of symptoms, having
difficulties in their intimate relationships, and experiencing perceived and internalized shame
because of their IBD®*!!. These social impairments are further illustrated by one study that found
66% of IBD patients worried about the availability of toilets when going to an unfamiliar place’
and in another qualitative study, patients mentioned the need to ensure availability and location
of toilets in unfamiliar places.!! In this qualitative study, patients also mentioned how IBD

negatively impacts intimacy, autonomy, and their self-esteem!2,

While the impact on patients is significant, IBD also has a notable impact on society,
demonstrated by the indirect costs of IBD, which in Canada were estimated to be at least $1.15
billion in 2023"3. The biggest contributor to the indirect cost of IBD is unemployment, followed
by absenteeism (e.g., lost wages likely because of IBD symptoms) and presenteeism (e.g.,
present at work, but a reduction in productivity largely because of fatigue)'?. IBD can also have
serious impacts on the families of patients with IBD. Interviews with family members of
individuals with IBD note that due to their loved one’s IBD, these family members face feelings
of anxiety around the unpredictability of IBD flares, incur additional financial challenges, and
experience interruptions to their own social lives (e.g., not inviting friends over, considering

toilet access when travelling)'*.



1.3 Differences between Pediatric and Adult IBD Diagnoses

Currently, Canada has one of the highest occurrences of IBD worldwide, with particularly high
incidence rates in adolescents and young adults'>!®. Further, the incidence of pediatric-onset IBD
in Canada is projected to increase from 15.6 per 100,000 in 2023 to 18.0 per 100,000 in 2035'C.
Pediatric-onset IBD differs substantially from adult-onset IBD, thereby warranting distinctive
disease management. Patients with pediatric-onset IBD tend to have more extensive disease and
face additional complications, such as being at risk for growth failure, pubertal delays, and

adverse impacts on bone health!’-1°.

1.4 Critical Milestone: Transition from Pediatric to Adult Care

A critical landmark in the IBD journey of patients with pediatric-onset IBD is the process of
undergoing the transition from pediatric to adult care. Transition is gradual, planned, and
purposeful and partly continues into adult care’*. While transition refers to a progressive change
in care as described above, transfer refers to the actual moment a patient’s care is moved to adult
care. Transfer represents a specific event in a patient’s transition. Fundamental differences
between pediatric and adult care pose challenges for patients’ navigating the transition from one
to the other; the pediatric-care model takes a family-focused approach while the adult-care model

necessitates patient independence?!.

Essential to appropriate transition care is ensuring patients are prepared to take responsibility for

their disease management as is required in adult care. A recent multi-center cross-sectional



Western Canadian study in IBD found that based on their ability to meet or surpass the criteria of
the transition readiness tool (ON TRAC), of 186 participants 26.6% of young adults at a
pediatric center and 40.4% at an adult center were ready to transition to adult care ?2. In this same
study, older age was associated with higher transition readiness scores. This relationship between
older age and transition readiness is consistent with other IBD studies®*** and with studies of

populations with other chronic diseases?®°.

Schwartz et al, developed a social-ecological model of transition readiness that represents the
perspectives of patients, parents, and providers. This model portrays pre-existing and modifiable
factors that contribute to transition readiness. Pre-existing factors, such as disease history, access
to care, and socio-demographic variables are described in the social-ecological model as being
less amenable to interventions, where modifiable factors, such as knowledge, skills, beliefs,
goals, etc., which can be used as targets for transition interventions®!. The need for transition
interventions that target the multi-factorial nature of transition readiness is highlighted by the
2022 Canadian consensus statements on best-practices for transitioning IBD patients®2. The
consensus statements emphasize a need for structured transition intervention programs in the
IBD population®. In response to these transition consensus statements, a multi-center
randomized controlled trial (RCT) is currently underway in Canada®’. The intervention in this
RCT consists of four core components: individualized assessment, transition navigator, skill-
building, and an education program. Overall, this ongoing RCT further underscores the

importance of proactively improving transition IBD care.



1.5 Thesis Overview

The overarching purpose of this thesis is to contribute to the existing IBD transition literature by
addressing the limitations surrounding outcomes of a successful transition from pediatric to adult

care. This thesis is organized into three parts.

Part I of this thesis is titled, ‘Characterizing transition success in inflammatory bowel disease.”
For this part, I led a scoping review to characterize how transition outcomes have been evaluated
in the literature and if/how studies have characterized a successful transition from pediatric to
adult care (Chapter 2). Based on this scoping review, I then designed a qualitative study using
semi-structured interviews with patients, parents, and health care providers to obtain their input
on characterizing indicators of successful transition (Chapter 3), along with their perceptions on

the facilitators of and barriers to transition success (Chapter 4).

Part II of this thesis is titled, ‘Assessing transition success in young adults with IBD’. For this
part, I designed a cross-sectional study to assess the achievement of transition success by young
adults with both pediatric-onset IBD and adult-onset IBD, using the indicators identified in part I

to define transition success.

Part 111 is titled, ‘Bringing it all together: improving outcomes for IBD transition’. For this part, I
summarize and discuss the main findings of this thesis, and outline future directions. I also

provided personal reflections on the challenges I faced while undertaking this thesis.
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Part I: Characterization of Transition Success in Young Adults with IBD

Part I (Chapters 2-4) of this thesis focuses on characterizing transition outcomes in patients with

inflammatory bowel disease.

Chapter 2 is a scoping review focused on characterizing how transition outcomes in IBD have
been evaluated in the literature or how a successful transition from pediatric to adult care has
been defined. Chapter 3 and 4 outline the results of a qualitative study that used semi-structured
interviews to explore the perspectives of patients, parents, and health care providers on outcomes
associated with transition success (Chapter 3) and the facilitators of and barriers to successful
transition (Chapter 4). In Chapters 2-4, patients, parents, and health care providers are
collectively referred to as stakeholders. However, beyond these already published works, we
chose to refer to these groups as partners, acknowledging the colonial context of the term

stakeholder.
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Chapter 2. Outcomes in Patients with Inflammatory Bowel Disease Transitioning from

Pediatric to Adult Care: A Scoping Review.

This manuscript has been published as Bihari A, Olayinka L, Kroeker KI. Outcomes in Patients
with Inflammatory Bowel Disease Transitioning from Pediatric to Adult Care: A Scoping
Review. J Pediatr Gastroenterol Nutr. 2022;75(4):423-430. doi.:

10.1097/MPG.0000000000003581

Authors: Allison Bihari, Lily Olayinka, Karen I. Kroeker.

2.1 Abstract

Purpose: Approximately 25% of IBD patients are diagnosed in childhood and the incidence is
increasing. Thus, more patients will transition to adult care in the future. Within the literature,
transition readiness has been deemed important to achieving a successful transition; however, it
is unclear what outcomes define success. This scoping review aims to summarize the literature
on outcomes surrounding transition from pediatric to adult care in patients with inflammatory

bowel disease.

Methods: A scoping review was conducted with the following steps: 1) identifying the research

question, 2) identifying relevant studies, 3) study selection, 4) charting the data, 5) collating,
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summarizing, and reporting results, and 6) consultation with an additional researcher. Studies
were identified from five databases and were included in part if 1) inflammatory bowel disease
was a disease of interest, 2) referred to transition as the movement and adjustment from pediatric
to adult care, and 3) evaluated patient outcomes up to five years after first adult appointment

and/or defined a successful or unsuccessful transition.

Results: Twenty-six peer-reviewed studies were included. Four studies defined transition
success, while two studies defined an unsuccessful transition. Transition outcomes were
categorized into these six themes: being comfortable in adult care (n=4); health care utilization

(n=19); disease management (n=15); knowledge (n=5); quality of life (n=6); self-efficacy (n=7).

Conclusions: Most studies evaluated transition outcomes by themes of health care utilization
(n=19) and disease management (n=15). Future research should focus on engaging patients along

with providers in order to create a consensus on indicators of transition success.
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2.2 Introduction

Inflammatory bowel diseases (IBD) are chronic and debilitating diseases of the gastrointestinal
tract and include Crohn’s disease (CD) and ulcerative colitis (UC)!. Symptoms such as
abdominal pain, cramps, and diarrhea can negatively impact daily life, employment, and
relationships®. Additionally, these individuals are at a higher risk for depression and anxiety than

the general population®*,

In Canada, approximately 25% of patients are diagnosed with IBD in childhood>’—a frequency
that is increasing®’. These children may face additional challenges compared to those diagnosed
as adults such as delayed growth, greater extent of disease, and the need to transition to adult
care®. Typically, pediatric patients are supported by their guardians who assist in disease
management, but in adult care, these patients need to take on this responsibility and make

medical appointments, know their disease history, and make medical decisions.

While transfer of care generally refers to the handover from pediatric to adult care, transition of
care is the gradual shift and ongoing process of the patient taking responsibility for their care'’.
Transition typically starts in pediatric care and continues after transfer while the patient adapts to
adult care. This period is challenging for young adults as it coincides with potential lifestyle
changes, such as becoming financially independent, moving out, and starting post-secondary
schooling or employment!!"!2, Transition readiness—the appropriate preparation of an individual

to transition—has been thought necessary for a successful transition, but the indicators of success
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have not been fully described!>!3. A common belief in the literature is that the skills associated
with transition readiness are indicators of transition success, but readiness itself does not

necessarily correlate with success.

The goal of this review is to summarize current research surrounding outcomes after a patient
has transitioned from pediatric to adult care. This review will identify overall themes of

transition outcomes and provide guidance for future research.

2.3 Methods

Guidelines used for this scoping review were first described by Arksey and O’Malley and then
modified by Levac et al. Essential steps include (1) identifying the research question, (2)
identifying relevant studies, (3) study selection, (4) charting the data, (5) collating, summarizing,
and reporting results, and (6) consultation (optional) (LO)'*!°. Although consultation is optional,
we introduced an additional researcher to screen title and abstracts for inclusion and to review

results.

Scoping reviews differ from systematic reviews as study quality is not assessed and can identify
gaps in literature before pursuing a systematic review!*. As this was not a systematic review and
included diverse study populations, interventions, and outcome measures, a meta-analysis was

not within the scope of this review.
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The overarching research question used was: what is known in the literature about the outcomes

of transition from pediatric to adult care in patients with IBD?

2.3.1 Identifying Relevant Studies

Databases searched were Medline (OVID), Scopus, CINAHL, Embase (OVID), and PsycINFO.
Search terms were identified through consultation within the team and with a librarian. Keyword
terms were searched through title and abstract for sources of research. Search strategies for each
database are in Appendix A. Studies were included in this scoping review if they met the
following criteria: 1) written in English, 2) published from database inception to January 10th,
2021, 3) inflammatory bowel disease as a disease of interest, 4) referred to transition of care as
the ongoing movement and adjustment from pediatric to adult care, and 5) evaluated outcomes
up to five years after first adult appointment and/or defined a successful or unsuccessful
transition. All original published peer-reviewed literature, including abstracts, were included in

this study.

2.3.2 Study Selection

Study references were entered into Covidence, a review management system

(https://www.covidence.org). Title and abstracts were independently screened by 2 reviewers

according to inclusion criteria (AB & LO). Disagreements were discussed and if consensus could
not be reached, a third reviewer was introduced (KK). From this process, 26 studies underwent

final review (Figure 2.1).


https://www.covidence.org/
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Figure 2.1 Study Selection
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2.3.3 Charting the Data and Collating, Summarizing, and Reporting Results

Studies were divided into four categories based on the study focus (Table 2.1): studies that
defined a successful and/or unsuccessful transition; studies with controlled implementation of a
transition program; studies with implementation of a transition program with no control; and

studies that measured transition outcomes.
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A descriptive analysis of the studies was done for themes relating to transition outcomes'*!>.
Outcomes were grouped together based on similarity until an overall theme was created. Before
finalizing themes, a second reviewer screened the results and provided further input. Themes

were created with no precedent, by the authors, based on how outcomes related to one another.



Table 2.1 Study Characteristics and Summary of Outcomes Measured

19

Author Sample Method Themes and Measured Outcomes
(year) Size
Comfort in | Health Care Disease Knowledge | Quality | Self - Efficacy
Adult Care | Utilization Management of Life
Studies focused on defining a successful and/or unsuccessful transition:
van den Health care | Multinational Refill prescriptions; | Medication | Health | Appointment
brink providers: Delphi study medication dose and related | attendance;
(2019) 74 adherence frequency independence
Patients: 61 (decisions &
communication)
Pearlstein | Patients: Retrospective Return to Therapy escalation
(2020) 104 chart review pediatric care;
ED visits
Paine Health care | Semi structured ED visits; Therapy escalation; Meets
(2014) providers: interviews hospitalizations | disease activity demands
12 ; surgery; (biomarkers); of daily
laboratory symptom stability; life
testing; insurance

endoscopies;
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return to

pediatric care

Comfort in | Health Care Disease Knowledge | Quality | Self - Efficacy
Adult Care | Utilization Management of Life
Controlled studies of a transition intervention
Dijoseph | Interventio | Retrospective Hospitalization | Therapy escalation
(2020) n: chart review s; appointment
Patients: 50 no-show rates
Control:
Patients: 65
Sarlos Interventio | Outcome Diagnostic Disease activity
(2018) n: evaluation of imaging (biomarkers)
Patients: 24 | structured
Control: transition
Patients: 21 | program
Mccartney | Interventio | Retrospective Hospitalization | Therapy escalation;
(2016) n: case note review; s disease
Patients: 95 | cross-sectional exacerbations

Control:

Patients: 34

patient survey of

outcomes
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Cole Interventio | Review of patient Surgery; Medication
(2015) n: records diagnostic adherence
Patients: 44 imaging
Control:
Patients: 28
Moulton | Interventio | Randomised to Hospitalization | Therapy escalation | Medication;
(2013) n: progressive or S insurance
Patients: 13 | standard information
Control: transition
Patients: 19
Eros Patients: Randomised CACHE Hospitalization | Perianal CDAI; IMPAC | IBDSES-A
(2020) 160 controlled two- (IBD S; surgery; disease activity T-111
randomized | arm multicentre specific diagnostic (biomarkers); question
into trial questionnair | imaging; therapy escalation; naire
intervention e) endoscopies; not lost to follow up;
and control ED visits medication
adherence
Shaikh Interventio | Evaluation of Surgery Therapy escalation
(2017) n: treatment

Patients: 33
Control:

Patients: 24

requirement and
service

engagement
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Sattoe Interventio | Controlled ED visits Disease Pediatric | On Your Own
(2020) n: mixed-methods exacerbations; Quality | Feet Self —
Health care | evaluation medication of Life | Efficacy Scale;
providers: 5 adherence Inventor | appointment
Patients: 80 y Young | attendance &
Control: Adult independence
Health care
providers: 3
Patients: 81
Schutz Interventio | Evaluation of Costs of Disease IBDQ-
(2019) n: patients with and medications, exacerbations 32
Patients: 24 | without hospitalizations
Control: structured , and surgery;
Patients: 11 | transition diagnostic
imaging;
endoscopies
Comfort in | Health Care Disease Knowledge | Quality | Self - Efficacy
Adult Care | Utilization Management of Life
Studies that measured outcomes after implementation of a transition program
Yadav Patients: 19 | Cross-sectional Questionnai Questionnair Questionnaire
(2017) study re e
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Picardo Patients: 59 | Interviews & Disease activity IBD-DI
(2019) questionnaire — clinical disease
Avni- Patients: 50 | Retrospective Hospitalization | Therapy escalation | Diagnosis;dis
Biron review of patient S; surgery ease location;
(2016) files medications
Yerushal | Patients: 27 | Evaluation of Questionnair IBD Yourself
my-Feler transition clinic e
(2017)
Mollah Patients : 71 | Medical records; | IBD-PSQ ED Visits
(2018) questionnaire
Williams | Patients: 28 | Evaluation of Appointment
(2017) IBD transition attendance
clinic
Comfort in | Health Care Disease Knowledge | Quality | Self - Efficacy
Adult Care | Utilization Management of Life
Studies that measured outcomes following transition
Zhao Patients: Population-based Hospitalization
(2016) 536 cohort S;
ED visits;

laboratory use
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Szanto Patients: 59 | Retrospective Surgery; Therapy escalation
(2018) evaluation of endoscopies
transfer

Edwards Patients: 4 Phone survey

(2017) Parents: 10

Testa Patients: Evaluation before Hospitalization | Partial mayo; CDAI,

(2019) 106 and after S; surgery; disease

transition number of exacerbations

outpatient visits

Bollegala | Patients: 95 | Retrospective Hospitalization | Medication

(2013) chart review S; surgery; adherence
endoscopies;
ED visits;
outpatient
clinic visits

Pamela Patients: 9 Review of patient Disease Appointment

(2014) records exacerbations; attendance

medication
adherence
Setya Patients: Retrospective Hospitalization
(2020) 7381 cohort s; diagnostic
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imaging; ED

visits

Bollegala
(2017)

Patients:

2043

Population-based
retrospective

cohort

Hospitalization
s; surgery;
diagnostic
imaging;
endoscopies;

ED visits
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2.4 Results

Of the twenty-six studies moved to full text review, 73% (19/26) were published between 2017
— 2020 with a range of 2013 — 2020. Most were conducted in the United States (n=8) with the
remainder published in the Netherlands (n=4), Canada (n=4), Israel (n=2), United Kingdom
(n=3), Hungary (n=3), Italy (n=1) and Germany (n=1). In addition to studies that provided a
definition of a successful or unsuccessful transition, there were 6 themes surrounding transition
outcomes. Themes were (1) comfort in adult care; (2) health care utilization; (3) disease

management; (4) knowledge; (5) quality of life; and (6) self-efficacy (Table 2.1).

2.4.1 Themes of Transition QOutcomes
Comfort in Adult Care

Four studies measured patient’s comfort in adult care as an outcome of transition!®!"-!81° Eros et
al., employed an IBD specific questionnaire (CACHE), which uses a 5-point Likert scale to
explore patient’s attitudes towards the medical team, accessibility, and facilities of the centre!’,
Mollah and Giles developed the IBD Patient Satisfaction Questionnaire'®. This questionnaire had
questions composed of categories relating to satisfaction with doctor-patient communication,
clinic expectations, and clinic logistics. Other studies either explored patients’ transition
experiences using the On Your Own Feet Transition Experience Scale and a subscale of
American Consumer Assessment of Health Plan surveys to explore the perceived patient-

centeredness of care'® or a questionnaire conducted virtually!®.


https://journals.lww.com/jpgn/Fulltext/2022/10000/Outcomes_in_Patients_with_Inflammatory_Bowel.8.aspx#T1
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Health Care Utilization

Nineteen studies examined health care utilization as an outcome of transition'®18-2021.22-34. The

most common measures was whether the young adult required IBD-related

16,17,20,22-29,34 17,20, 22-24, 29.

hospitalization and whether there was a need for surgical intervention

Procedures such as diagnostic imaging and associated radiation exposure were

measured! 72224282930, a5 well as the need for endoscopies'’?>?*232 Another measurement of
health care utilization was emergency department (ED) visits'®1823-30:34 Paine et al., conducted
semi structured interviews with pediatric and adult IBD providers to define transition success.

Key outcomes that arose were appropriate ED use, maintaining standard of care in terms of lab

tests and endoscopies, while minimizing hospitalizations and surgeries?'.

Disease Management

Fifteen studies measured outcomes categorized as disease management’-!6:17:20,21.23.24.26-29.30-
33.3536 The most common outcome was disease activity. Within three studies, disease activity
was measured by indices, such as Pediatric Crohn’s Disease Activity Index, Pediatric Ulcerative
Colitis Activity Index, Crohn’s Disease Activity Index (CDAI), Mayo score, and Perianal
CDAI'733; and Partial Mayo score or Harvey Bradshaw index>S. Disease activity was also
measured by laboratory parameters, such as C-reactive protein, and stool calprotectin'’2®. Shaikh
et al., used therapy escalation, such as the requirement for steroid or anti-TNF initiation, as a
marker for disease activity’!. Without specifically referring to the measurement of disease
activity, other studies examined therapy escalation leading to initiation of steroid treatment, anti-

TNF and/or azathioprine or modification of the previously established treatment
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regimen!’?%2632 Disease exacerbations such as moving into an active flare, and/or developing
intestinal complications or extra intestinal manifestations were also measured'’-?6-27-2%-3335,
Medication adherence was also measured!®?**°. Two studies, measured adherence through
patient reports in either clinic notes or through a medication adherence rating scale'®?*. In a three
stage Delphi study, the ability to refill prescriptions on time and then adhere to medication was

thought to be important for success’. Paine et al., found that avoiding steroid treatment initiation

and having stable symptoms and laboratory results were indicative of successful transition?'.

Knowledge

Five studies examined knowledge outcomes’2%21*"37 Avni-Biron et al., conducted a telephone
survey assessing patients’ knowledge of their diagnosis, dose and side effects of medications,
and disease location®. Moulton et al., measured knowledge of medication names, doses, side
effects, monitoring requirements, and insurance information?’. Other studies implemented a
questionnaire to assess patient’s IBD knowledge, their treatment, and diagnostic tests®!*’. In a
multinational Delphi study, included in the final list was the patient’s ability to recall medication

doses and frequency’.

Quality of Life

)716:17.21.2936 T assess QoL, four studies

Six studies measured patients’ quality of life (QoL
implemented questionnaires, such as validated IMPACT-III Questionnaire'’; Inflammatory

Bowel Disease Disability Index*®; IBD Questionnaire 2°; Pediatric Quality of Life Inventory
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Young Adult'®. The remaining two studies sought to define transition success. Van den brink et
al., found that providers and patients included health related QoL one year after transfer as an
important outcome’. Paine et al., found providers indicated that health related QoL was
important and was defined as patients meeting the demands of daily life in terms of school, work

and family?!.

Self-Efficacy

Seven studies measured self-efficacy’!®!7-213337:38 yyan den brink et al., identified that outcomes
important for transition success include appointment attendance within 3-6 months after transfer,
ability for patients to contact and communicate with their physicians/nurses independently, and
ability to make their own medical decisions’. Attending or missing the initial appointment in
adult care and regular clinic appointments were measured'®*>3, Sattoe et al., examined patients’
independence during consultations using self-reported measures and Partners in Health Scale to
assess self-management skills; to assess self-efficacy, the study used On Your Own Feet Self-
Efficacy scale'. Four studies utilized questionnaires to measure self-efficacy. One questionnaire
assessed independence with visits and within transition in general'®. To measure general coping
with IBD, self-efficacy in medication use, and patient’s independence and behaviours at
appointments, the questionnaire “IBD Yourself” was used*’. Eros et al., used an IBD Self-
Efficacy Scale for Adolescents and Young Adults, which assesses patient’s confidence in their

ability to manage the demands of IBD'’.
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Above describes the six themes in the literature on IBD transition outcomes. The following

paragraphs discuss study results based on their focus.

2.4.2 Studies with Controlled Implementation of a Transition Program

In the nine studies that compared the outcomes of patients who attended a transition program
with those who did not, most involved joint consultations with adult and pediatric

gastroenterologists prior to transitioning!®!17-?72°_ These studies mainly measured outcomes at

17,26-28, 16,24,29

one year or within two years after transfer. These studies found that compared to
patients who did not attend a transition clinic, those who did had lower hospital admissions (29%
vs 61%; mean of 0.16 vs 0.51; 20% vs 50%), fewer appointment no-shows (29% vs 78%; mean
0f 0.36 vs 0.89), and were less likely to require surgical intervention (25% vs 46%; 13% vs
46%)16:2425-28.29 Patients in non-clinic groups were also less likely to be steroid free (vs 41% vs
71%), more likely to require steroid initiation (mean dose of 0.88 vs 0.50), develop intestinal
complications (21% vs 64%, use biologics (6.7% (year 1), 10% (year 2) vs 50% (year 1), 47.8%
(year 2)) , and have less disease knowledge (e.g. medication names, doses, and side effects)!®>>

272 Cole et al., found that 46% of patients who did not attend a transition clinic fully adhered to

their medication, whereas this was 89% in patients who attended a clinic®*.

2.4.3 Studies with Implementation of a Transition Program

In the six studies that implemented a structured transition program, most administered a patient

questionnaire to assess patient outcomes'®!*3637, Studies that used self-efficacy questionnaires
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found that after the implementation of a transition program, patient’s scores increased in the
domains of coping with IBD and knowledge of disease, tests, and medications (average score of
1.85+0.3 before and 1.41+0.21 after)'®”. Picardo et al., measured IBD disability index at 12
months after program completion and found that scores of transitioned patients (20.69+£13.19)
did not differ significantly from adult patients (24.90+14.18)°. Additionally, 75% of patients had
stable disease activity throughout the 12 months post transfer. Avni-Biron et al., implemented
joint consultations and found that within the first year, 94% of patients had continuous care, 74%
required medication modification, and 20% required hospitalization®. Williams et al., found an
80% retention rate in adult care and a 0% no-show rate, which was compared to 33% and 46%
before the implementation of a transition clinic*®. Mollah and Giles found IBD-related ED visits

decreased by 24% over a one-year period after transition clinic attendance'®,

2.4.4 Studies Measuring Outcomes of Transition

Eight studies measured transition outcomes without an intervention. One study found no
statistically significant differences in hospitalizations pre- and post-transfer demonstrated by a
relative incidence (RI) of 0.70 (CI: 0.42-1.18) for CD patients and 2.41(CI: 0.62-9.40) for UC
patients®*. This study did find significant pre- and post- differences in ED utilization, as
demonstrated by a RI of 2.12 (CI: 1.53-2.93) for CD and 2.34 (CI: 1.18-2.01) for UC** and found
CD patients had a RI of 1.43 (1.26-1.63), UC patients with RI of 1.38 (CI: 1.13 — 1.68) as it
related to laboratory utilization. Another two studies found significant differences in ED use
(20% vs 12%) and hospitalizations (0.1£0.3 vs 0.28+0.44) compared to in pediatric care>%>,

Setya et al., found females had a higher number of ED visits (18.7% vs 15.0%), opioid (63.5%
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vs. 56.7%) and benzodiazepine prescriptions (41.0% vs 37.4%) compared to males *°. Bollegala
et al., found that although there were no differences in hospitalizations and ED visits when
comparing academic versus community adult gastroenterologist, patients seeing a community
gastroenterologist had less ED visits compared to in pediatric care (mean of 0.4) 2. Two studies
found that 67% and 88% of patients became established in adult care®>*. Pamela et al., reported
67% of patients in adult care regularly attended appointments, and adhered to medications, and
lab tests®>. Bollegala et al., documented 43% were non-adherent with medications compared to

29% in pediatric care®®. Szanto et al., reported that within 9 months after transfer, 58% of

patients required steroid initiation’2.

2.5 Discussion

This review is the first to summarize outcomes in the literature after a patient with IBD has
transitioned from pediatric to adult care by characterizing outcomes into six themes. The two
most common themes were health care utilization and disease management. Within these themes,
health care utilization was commonly categorized by hospitalizations (63%), surgical
intervention (53%), and ED visits (47%), whereas disease management was mainly in terms of
therapy escalation (60%) and medication adherence (40%). Considering the wide use of these
outcomes, we suggest these aspects of health care utilization and disease management be
incorporated for future research on transition outcomes. Although these themes were commonly
used to evaluate transition, we also believe that these factors may not fully represent transition
outcomes, as they may be independent of transition and rather related to natural fluctuations of

disease activity*’. Given the interplay in these outcomes, reliance should not be placed solely on
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the outcomes of health care utilization and disease management when evaluating transition.

Rather, these outcomes should be used in conjunction with others outlined in this study.

The findings highlight the range of outcomes assessed after a patient has transitioned. There
remains a need to fully understand the outcomes that providers should be assessing before
determining that a transition has been successful. Of the 26 studies included, 2 focused on

739 whereas another 4 studies provided a definition of successful or

defining transition success
unsuccessful transition!®?*3#4! Where a definition was provided, attending appointments and
avoiding return to pediatric care was thought to be successful. By solely defining success as
regular follow up, we may miss out on patients lacking other important outcomes, such as
medication nonadherence or an inability to communicate with their physician. We suggest that,

for a process as collaborative, individualistic, and complex as transition, a definition be created

that is equally as robust and multifactorial.

Sixteen studies used medical charts or health administrative data to assess outcomes with 5 of
these 16 employing a survey or questionnaire to patients. As transition highly relies on patients
taking control of their own disease management, we believe that patients should be involved in
defining transition success. If providers are aware of how patients view transition success, which
may differ from providers’ perspectives, they would be able to provide patient-centered support

and intervene with patients not likely to achieve success.
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Studies that measured comfort in adult care as an outcome were all conducted in European
countries—specifically the Netherlands where 75% of studies mentioning this theme originated.
The emphasis on comfort in adult care in this region may reflect cultural attitudes and
differences in managing transitioning patients. The Netherlands may place more value on
ensuring that the patient is established and confident when navigating adult care. Future studies
could focus on analyzing transition outcomes trends by region, which will allow for an

understanding of the optimal approach to transition as reflected by the outcomes.

Survivor bias is a potential limitation to the studies included in this article. Patients who may
have moved and transferred clinics or became lost to follow up and never attended adult care
were often overlooked. By not including these patients, the impact of transition interventions
may be overestimated. Most studies measured outcomes at 1 year or 2 years after transfer. As
there exists no guidelines on when to assess outcomes, these studies could be missing the optimal
timeframe; however, we hoped to minimize this limitation by including studies that measured

outcomes up to 5 years after first adult appointment.

The strength of this scoping review is that it identifies overall themes of IBD transition
outcomes in the literature. We recommend that future research focus on defining transition
success according to both patients and providers. This will enable a consensus on transition
success indicators, which can then be used to systematically evaluate studies implementing a

transition program. We also suggest that once systematic evaluation is available, the focus is on
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addressing questions of an optimal transition program, such as “what should be covered in
consultations?”” and “how many visits are needed?” By identifying and outlining the key steps of
a successful transition program, we can provide the best opportunity for patients to achieve
success. This will be especially valuable in centers where implementation of a transition program

1s not feasible.
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Chapter 3. Defining Transition Success for Young Adults with Inflammatory Bowel

Disease According to Patients, Parents, and Health Care Providers.
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1. Kroeker.

3.1 Abstract:

Background: The transition from pediatric to adult care is associated with changes centered
around the patient taking responsibility for their health. As the incidence of childhood-onset
inflammatory bowel disease (IBD) is increasing, it is important to address gaps in transition
literature — specifically, the indicators signifying achievement of transition success. The study
objective was to define transition success according to health care providers, patients, and

parents involved in IBD transition.

Methods: This study used the method of qualitative description to conduct semi-structured
interviews with health care providers, patients, and parents. During interviews, demographic

information was collected, and interviews were recorded and transcribed. Data analysis was
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conducted independently of each group using latent content analysis. Participant recruitment

continued until thematic saturation was reached within each group.

Results: Health care providers, patients, and parents all defined transition success with the theme
of independence in one’s care. The theme of disease management emerged within parent and
provider groups, while the theme of relationship with / trust in adult care team was common to
patients and parents. Additional themes of care team management, general knowledge, care

stability, and health outcomes emerged within specific groups.

Conclusions: This study demonstrated differences between how health care providers, patients,
and parents view transition success. This finding reveals the value of using a multifaceted
definition of transition success with input from all stakeholders. Further research prioritize the
identification of factors common to patients who do not reach transition success as defined by

patients, their parents, and providers.
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3.2 Introduction

Patients with inflammatory bowel disease (IBD) diagnosed in childhood or adolescence need to
adjust to the changes of moving from pediatric to adult care. This period of gradual change of
care from the pediatric system where the emphasis is on parental involvement to the adult system
where patient independence is essential is known as transition of care!. During transition,
patients begin to take responsibility for their health rather than relying on parents or caregivers
for disease management®. Transition often overlaps with life events such as starting
postsecondary schooling or employment, moving out or away from family, and financial
independence'**. These additional stressors may diminish patients’ ability to take responsibility

for their own health by contributing to feelings of being overwhelmed.

IBD presents most commonly in the mid-20s and 30s’; however, approximately 25% of patients
are diagnosed in childhood®"# Further, the incidence of childhood-onset IBD is increasing in
western countries®*!°. When compared to those diagnosed as adults, patients diagnosed in
childhood present more often with extensive disease, and more frequently having perianal
disease and/or upper gastrointestinal involvement>!'!. Additionally, these patients are more likely
to be admitted to hospital and less adherent with clinic appointments®!'?. Due to the risks and
complexity of a pediatric IBD diagnosis, a smooth, uninterrupted transition to adult care should

be a priority.

Within the literature, the importance of transition readiness has been widely recognized®!? and

while most studies have highlighted the specific skills needed to be successful, they tend to not
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specifically define a successful transition!*!>!®, Because transition is a collaborative process
involving the coordination of multiple stakeholders'’, a robust and comprehensive definition of
success could be developed by engaging key stakeholders. We conducted this research based on
the belief that establishing effective recommendations for defining transition success requires

consulting patients, their parents, and health care providers.

3.3 Methods
3.3.1 Study Design

This study used naturalistic inquiry to address the research question: “What is transition success
according to health care providers, patients, and parents involved in IBD pediatric to adult care
transition?”. Naturalistic inquiry aims to study events in their natural state with no pre-selection
or manipulation of variables!®!”. In theoretical alignment with this approach, qualitative
description is considered the best method for this study'®. The goal of qualitative description is to
stay close to the data by presenting facts in everyday language'®?*2!. This study was conducted

by a student researcher (AB) as part of a graduate thesis.

3.3.2 Study Population

This study recruited participants using purposive sampling from three different stakeholder
groups — health care providers, patients, and parents®?. Participants were recruited from IBD
clinics in Edmonton and Calgary, Alberta, Canada. Additional providers were recruited from

British Columbia, Canada. Patients were identified through clinical records if they had
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transitioned to adult care from 2018 — 2020 and if they were diagnosed with IBD at least a year
prior to transitioning. Patients were excluded if they had comorbidities unrelated to IBD. Parents
of these patients were excluded if they had another child with a chronic disease other than IBD
as it may be difficult to separate their experience with their other child. Providers included were

pediatric and adult gastroenterologists or nurses with at least one-year experience.

3.3.3 Data Collection

Patients were approached in clinic by their gastroenterologist. Those who consented to being
contacted were called by AB to further inform them about the study and answer any questions.
Patients were informed that parents were also being recruited and if parents were interested, they
should contact AB. Providers with expertise in patients transitioning to adult care were
recommended by the study’s authors. Providers were then contacted via email about study
participation. All participants who expressed interest were emailed a recruitment letter, study
information sheet, and a consent form (Appendix B). After participants had time to read the
material and ask any additional questions, a semi-structured interview was conducted either
through Skype for Business™, Google Meet™, or telephone, according to the preference of the
participant. During the scheduled interview time, verbal consent was obtained and demographic
information was collected. All interviews were conducted by AB, tape-recorded, and transcribed

verbatim for data analysis using Microsoft® Word 2010.

A separate interview guide was developed for each stakeholder group to achieve the aims: 1. to

describe the stakeholders’ perspectives on what a successful transition looks like, and 2. to
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describe stakeholders’ beliefs on how successful transition impacts long-term health outcomes

and daily life. The interview guides are in Appendix C.

3.3.4 Data Analysis

Data analysis was done concurrently with data collection using NVivo 1.2™ (QSR International
Pty Ltd, Melbourne, Australia)?®. This allowed for the identification of any areas that needed to
be explored in subsequent interviews. Analysis of the transcribed interviews was done separately
within each stakeholder group using latent content analysis, which is the process of identifying,
coding, and categorizing patterns in the data®**. During the coding, AB highlighted sections of
the transcribed interviews while making comments in the margins about what was salient in the
data. When new codes emerged from subsequent interviews, all previously coded interviews
were re-coded to reflect these new codes. Once no more codes seemed to emerge from the data,
the researcher moved to grouping the codes into categories. After checking that the codes fit
within categories with a critical friend**, themes were formed to reflect how the categories
related to one another. The role of a critical friend is to engage in ongoing discussions during
analysis to ensure that conclusions come from interview data rather than the researcher’s
assumptions. Additionally, all themes were then reviewed with AB’s supervisor — a
gastroenterologist with direct experience caring for transitioning patients (KK) — to ensure
conclusions were plausible. Recruitment was terminated within each group when thematic
saturation was reached®®. Saturation is reached when there are no more themes emerging from

the data**?’. The identification of indicators that signify achievement of a successful transition
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were based on analysis of participants’ responses to questions about the key indicators they

believe signify success, and/or the indicators that signify that their transition was successful.

3.3.5 Establishing Trustworthiness

In qualitative research, the concept of rigor is suggested to be replaced with trustworthiness?®.
Lincoln and Guba suggest four criteria for ensuring trustworthiness: credibility, transferability,
dependability, and confirmability?®. Credibility was ensured through use of a critical friend (peer
debriefing) and verifying/checking interpretations with participants throughout the interview.
Transferability was addressed through providing a detailed description of the participants and
setting of interviews. Dependability and confirmability was achieved through an audit trail where
AB documented decisions, choices, and insights as it related to the study. Further, this study was
conducted by a graduate student (AB). AB practiced reflexivity throughout the study. As AB was
in her mid-20s, time was spent reflecting on personal difficulties becoming an adult to ensure
that any preconceived opinions did not influence the data. She also engaged in field notes after

each interview to address any bias or opinions starting to form.

3.4 Results
3.4.1 Participant Demographics

Thematic saturation was achieved after seventeen interviews in the patient group, thirteen in
parent group, and fifteen in the provider group. The median interview length for patient

interviews was 29 minutes (IQR: 25 — 33); parent interviews was 35 minutes (IQR: 29 — 40);
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provider interviews was 30 minutes (IQR: 27 — 40). Demographics for each group are outlined in

Table 3.1.

Table 3.1. Demographics of Patients, Parents, and Health Care Providers who Participated

in Semi-Structured Interviews

Demographics Total N  n (%)
Patients 17

Sex

Female 10 (58.8)
Male 7 (41.2)
Diagnosis

Crohn’s 9(52.9)
Ulcerative Colitis 8(47.1)
Age at Diagnosis

0-4 0(0)
5-9 2 (11.8)
10-14 5(29.4)
15-17 10 (58.8)
Location of Clinic

Edmonton 8(47.1)
Calgary 9(52.9)
Occupation

Post-secondary student 10 (58.8)

Continuing education

student 2(11.8)



Full-time employment

Parents

Relationship to Patient
Mother

Father

Child Living Situation
Lives with parent

Does not live with parent
Highest Education Level
Attained

High school

Certificate

Diploma or
undergraduate degree

Master’s degree

Providers

Sex

Female

Male

Location

Calgary, Alberta
Edmonton, Alberta
British Columbia
Job Title

Adult Gastroenterologist
Pediatric
Gastroenterologist

Adult IBD nurse

13

15

5(29.4)

13 (100)
0(0)

4(26.7)

9 (69.2)

5(38.5)

2 (15.4)

5 (38.5)
1(7.7)

11(73.3)
4(26.7)

5(33.3)
6 (40.0)

4(26.7)

5(33.3)
2 (11.8)

6 (40.0)

52
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Pediatric IBD nurse 1(6.7)
Years of Experience

0-5 2 (13.3)
6—10 6 (40.0)
11-15 4 (26.7)
16 - 20 1(6.7)
21-25 1(6.7)
26 -30 1(6.7)

3.4.2 Transition Characterization

Patients and parents were asked if they would characterize their/their child’s transition as
successful or unsuccessful. Of the seventeen patients interviewed, sixteen indicated that they
viewed their transition as successful. Ten parents thought that their child’s transition was

successful, while two thought it was unsuccessful, and one was undecided.

3.4.3 Themes of Transition Success

Seven themes emerged from the interviews across the three groups: 1) independence in one’s
care, 2) disease management, 3) relationship with / trust in adult care team, 4) care team
management, 5) general knowledge, 6) care stability, and 7) health outcomes. An additional
theme of the impact of transition emerged within the interviews. Overlapping and themes
exclusive to stakeholders are represented in a Venn diagram (Figure 3.1). Representative quotes

from each theme have been outlined (Table 3.2).
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Figure 3.1 Venn Diagram Showing Themes of Transition Success that Emerged within each

Stakeholder Group

Patients Providers

Health
QOutcomes

General
Knowledge

Care
Stability

Independence
in One’s Care

Relationship
with/Trust in
Adult Care

Team

Care Team
Management

Parents

Table 3.2. Representative Quotes from each Theme According to Patients, Parents, and

Health Care Providers.

Theme Group Quotations
Independence in Patients “It’s nice having more responsibility with my
One’s Care appointments... when I get news and stuff, I get the phone

calls and it’s not to my mom anymore.”

“I would say ya defiantly be more a part of your care, not
saying that as a pediatric patient you can’t but be really
constant in your own care and ask as many questions as you
need to, whether it is about the care you’ll be getting or if
you have concerns about your health and just ask questions

and be part of your own care as much as possible.”
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Parents

Health Care

Providers

Disease Management Parents

Health Care

Providers

“Someone who is defiantly more aware of their body and
who is checking in with themselves, who can take that
responsibility because... you’re not a kid anymore you can
check in with yourself being prepared and comfortable

doing that”

“... the amount of administrative work on part of patient to
manage setting up all appointments and making sure blood
tests are done and making sure that you know all stool

samples are done and sent in and correctly done.”

“I think it is booking their appointments, going to the

doctors on their own - maybe procedures on their own”

“Taking on that care versus having mom and dad tell them

to do everything.”

“Patient is booking their own appointments, attending all

those appointments and not missing them.”

“Advocate for themselves is also important right and not
relying on their parents to be their voice.”
“That they will call and make an appointment when they are

not feeling well.”

“She is finally on a medication that works.”

“They are taking their medications as they are prescribed,

they know how to refill their medications and can keep

track of that.”




Relationship with /
Trust in Adult Care

Team

Patients

Parents
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“Basically, compliant with all the factors that they have to
do with managing their disease - educated on it, being
compliant with their infusions, labs and appointments and
side effects, being aware of what triggers to look for, what
side effects and when to call for help and therefore,

avoiding flares, hospitalizations and more recent flares”

“I can be open to talk and not be judged because I know that
she knows it’s tough going through transition from like
doctor to doctor and she wanted to make sure I felt

comfortable.”

“I have found a doctor that doesn’t have that judgement and
understands that like I’'m younger and trying to deal with it
all.”

“She asks not just how I’'m doing with my disease but my

personal life, so I thought that was very reassuring.”

“I just really wanted a doctor that I was as close and
comfortable with and someone who got to know me on a

personal level”

“The feeling of them taking the time to care. It’s not just a

job to them, they care for sure.”

“We’ve found a doctor who we liked, who jived with us.
We didn’t ever once feel like we were out of place with that

doctor ...”




Care Stability

Health Outcomes

Patients

Patients
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“Well, she has found a physician she is comfortable with.
Flat out being the nurse that she speaks to and where she

goes is exceptional and has taken her concerns seriously.”

“I would define it as gaining good rapport to all of the

doctors.”

“There being no drop off and your own health because of
the change. I think that there should be same amount of

contact with doctors”

“The nurse checks up on me here and there and I haven’t
found that I have slipped through the cracks, which I heard
can happen to kids.”

“Constant contact is still there and any issues I’ve had are
addressed. I never felt like my health has gotten out of
control because I didn’t have access to anything.”

“They just never stopped being continuous with how I am
feeling even if it is like they don’t see me for six months
they stay on top of that kind of stuff, which is great.”

“I don’t think my symptoms deteriorated in anyway...”

“I never felt like my health has gotten out of control...”

“I was hoping was that I could be in remission and just get

it all under control.”
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Care Team Parents “There was really not one blip in his care. Not one missed

Management Remicade because no communication.”

“They made it easy — ‘oh he is going to school?’ “Yup’ ‘We
can work this around his school schedule. We can work it

around where he is living.””

General Knowledge Health Care “What is their overall understanding of medications if they
Providers are on medications in terms of the overall safety and

effectiveness of those medications.”

“He knew the importance of how these medications can
maintain health and prevent any complications of his

2

Crohn’s disease and we had a very successful transition.’

“Having knowledge about what their disease is, and you
know past medications and experiences that they’ve had

related to disease and being able to talk openly about it,”

Independence in One’s Care

Independence in one’s care was a theme that emerged across all groups as an indicator of
successful transition. Seven parents, twelve patients, and thirteen providers mentioned this
theme. All groups mentioned the ability for patients to take responsibility and initiative for their
care, including being able to self-advocate and ask questions. Additionally, patients making and

attending appointments and having an awareness of what is happening in their care was deemed
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important. Nine of the providers interviewed emphasized the ability of patients to attend

appointments on their own.

Disease Management

Eleven providers and seven parents described disease management as an indicator. This was
characterized as patients adhering to prescribed medications and lab tests requested by providers,
refilling prescriptions, and having the confidence to reach out when experiencing a disease flare

up. Parents also highlighted the importance of being on medication that worked for the patient.

Relationship with / Trust in Adult Care Team

Twelve patients and nine parents described relationship with / trust in the adult care team as an
indicator. Patients reported feeling comfortable with their new care team, that they cared, took
the time to get to know them, and was supportive of them as an indicator. Similarly, nine parents

communicated that trusting and feeling comfortable with the new care team were indicators.

Care Team Management

Five parents mentioned how the adult care team managed their child’s IBD as a determinant of
transition success. Specifically, parents indicated that success required a care team that
understood that their child was coming from a different care system and might need additional

guidance and support. One parent described their child’s adult care team as being flexible about
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the demands of attending post-secondary education. Additionally, parents thought attentiveness

and regular follow up from the team were important determinants of a successful transition.

General Knowledge

Seven providers mentioned general knowledge was key. The patient having knowledge and an
understanding of their current and past medication and disease history was mentioned by five

providers.

Care Stability from Provider

Seven patients highlighted having a doctor who is readily available and regularly checks in to
provide consistent follow up. Six patients further described a continuity of care in terms of no

loss to follow up from pediatric to adult care.

Health Outcomes

Thirteen patients mentioned their health remaining stable as an indicator. Patients also mentioned
that finding and adhering to the appropriate medication for controlling their disease was
important. Two of these patients who were not in remission at time of transition said they were

hoping to reach remission by the end of transition and that would indicate successful transition.
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3.4.4 Impact of Transition

Providers highlighted that achieving success in transition will serve as a foundation in the
patient’s care. They mentioned that patients will know who to reach out to when they encounter
health problems, have more confidence, feel more supported in their care, and adhere to
medications. Providers and patients said they believed that unsuccessful transition could impact a
patient’s mental health through increasing both general and social anxiety, and feelings of
depression. All groups said they believed that if transition is unsuccessful, a patient would likely
experience health deterioration such as more frequent disease flare ups, abdominal pain, and
disease progression with the eventual need of therapy escalation. All groups expressed the belief
that health deterioration lowers the quality of life through more frequent feelings of tiredness,
stress, and low energy levels. All groups indicated that such feelings would negatively impact
patients’ employment, schooling, and relationships. One patient speculated that if their transition
had been unsuccessful, “I would probably be very much struggling in school. There is no way |
would keep up with sports and I think that I would just sleep all day...”. Another patient said “I
think it would be difficult every day. When I have a flare, I don’t have energy to do school, I

don’t feel comfortable leaving the house...”.

3.5 Discussion

This qualitative description study is the first to engage multiple stakeholders involved in IBD
care using semi-structured interviews. We identified seven themes to define successful transition;
some of which have been identified in other studies. Van den brink et al., conducted a three stage

Delphi study with patients and providers to identify indicators of successful transition in IBD*’.
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Their study demonstrated a unified agreement on six items related to self-management skills and
autonomy, and two items related to health-related quality of life and patient satisfaction about the
transition process. Self-management skills and autonomy showed similarity to our theme of
independence in one’s care. In this Delphi study, patients and providers rated “independent
attendance at outpatient clinic” low when compared to the other items. In our study, providers
emphasized the ability of patients to attend appointments alone. This difference may reflect
cultural differences as most participants for the Delphi study were recruited from Europe,

whereas our study recruited participants from Western Canada.

Our provider interviews revealed themes of independence in one’s care, disease management,
and general knowledge, similar to other published studies in IBD and sickle cell disease*®>".
These studies revealed themes of health care utilization, health outcomes, quality of life, and a
stable disease trajectory. The theme of health care utilization had similar components to our
theme of independence in one’s care and disease management because it incorporated the
importance of the patient making and attending appointments, having recommended lab tests,
and adhering to medications. Health outcomes was a theme that emerged with patients and was
similarly characterized as health remaining stable throughout transition. Although the theme of

quality of life did not emerge in our study as an indicator of success, it was highlighted as being

influenced by successful transition.

Compared to a United States (US) study that interviewed providers, patients, and parents about

transition success in type 1 diabetes, our results demonstrated some parallels with similar
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categories of appointment attendance and disease knowledge?. Another theme that emerged,
described as navigating a new health care system, was characterized in part by forming a
relationship with the adult provider. Our analysis identified relationship and trust as a theme in
and of itself, our participants may have more strongly emphasized its importance. The US study
identified additional themes: balancing care with other adult roles, such as socializing and
schoolwork; and taking ownership for their disease. Several differences between the US study of
diabetic patients and our study of IBD patients should be highlighted. The age range of
participants in the US study was 18-25 years, in contrast to our study with 18-20 years. In the
US, pediatric patients can transition to adult care into their 20s, while in Canada, patients need to
transition before their 18th birthday. As a result, patients from the US study may be more mature
and may have developed greater independence prior to transitioning. Additionally, the US study
combined interviews across stakeholder groups to determine when saturation was reached
(themes potentially being driven by a dominant group), while we aimed to achieve saturation
within each stakeholder group, potentially resulting in more consensus within each stakeholder

group and more divergence across groups.

This research highlights the differences between how each stakeholder group characterizes
successful transition. We believe that a key difference is the theme of relationship with / trust in
the adult care team, which was common to patients and parents. When interviewed, many
participants commented on the close relationship they had with their pediatric team and how they
had hoped to develop a similar relationship with the adult team, which echoes the literature on
transition in chronic diseases®***. Adult care providers who strive to offer successful transition

experiences could prioritize getting to know their transitioning patients and striving to make



64

them feel understood. Transitioning patients who feel that they have developed a secure
relationship with their new team may reach out earlier when they have a concern related to their

disease.

The finding that different themes emerged from the stakeholder groups suggest that only
focusing on the opinions of one group could result in a failure to recognize themes important to
other stakeholders. Although health outcomes were a theme that emerged within the patient
stakeholder group, most providers cautioned against using this as a sole measure of transition
success. Specifically, providers pointed out the natural fluctuations of disease activity*> and how
a patient who has had a smooth transition may still experience a disease flare up. A
comprehensive assessment of transition success, therefore, should use health outcomes in

conjunction with the other themes of success, such as those identified in this study.

Selection bias is a potential limitation to this study. Individuals who viewed their transition as
successful may have been more likely to agree to participate, whilst those who viewed their
transition as unsuccessful may have declined to participate, perhaps wanting to avoid reflecting
on this experience. All health care providers specialized in IBD and so these results may not
reflect the opinions of general gastroenterologists. Further limitations include only mother’s
perspectives within the parent stakeholder group, and absence of information about ethnicity/race

or socioeconomic status.
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The strength of this manuscript is that it explores the various stakeholders’ perspectives on
indicators of successful transition. We recommend that future research focuses on measuring the
identified indicators — potentially through administering a questionnaire with quantifiable scales
or indices. This definition of transition success should be used both clinically to ensure patients
have achieved success and in research to systematically evaluate transition interventions to allow
for the development of an optimal transition program. Future research should also attempt to
identify factors that impede transition success and hopefully provide the opportunity to

meaningfully intervene to facilitate a successful transition.
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Chapter 4. Perspectives of Patients, Parents, and Health Care Providers on Barriers and
Facilitators of the Transition from Pediatric to Adult Care in Inflammatory Bowel Disease:

A Qualitative Descriptive Study

This manuscript has been published as an advanced article in the Journal of Canadian

Association of Gastroenterology Lippincott Williams & Wilkins.

Authors: Allison Bihari, Eytan Wine, Cynthia H. Seow, Karen J. Goodman, Karen 1. Kroeker.

4.1 Abstract:

Background: The typical transition from pediatric to adult care in patients with inflammatory
bowel disease occurs with an increase in health care utilization and a decrease in adherence to

scheduled appointments and medication. An effective transition could reduce negative impacts
but requires identifying opportunities to improve this process. This study aims to describe

barriers and facilitators of transition according to patients, parents, and health care providers.

Methods: This study used a qualitative description approach. The lead author conducted semi-
structured interviews with 17 patients, 13 parents and 15 providers recruited from Western

Canada. Latent content analysis identified themes in interview transcripts.
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Results: The theme of preparedness emerged across all groups as a transition facilitator. Other
facilitators that emerged included patient characteristics, supportive parents, home environment,
and supportive adult care team. Themes of barriers that emerged included patient factors,

‘hovering parents’ and family factors, navigating a new health care system, and travel distance.

Conclusions: This study describes barriers and facilitators according to each stakeholder
involved in the transition process. Future studies should focus on designing and evaluating
interventions aimed at addressing identified barriers and promoting facilitators in patients

preparing to transition from pediatric to adult care.
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4.2 Introduction

Transition, defined as “the purposeful, planned movement” from pediatric to adult care, is a
critical step in the journey of patients diagnosed with a chronic disease in childhood'. While
transition is a gradual process of changing care, transfer refers to the actual movement from
pediatric to adult care?. During transition, young adults with chronic diseases need to assume
responsibility for disease management - a role typically held by their parents. Parents of young
adults with chronic diseases simultaneously undergo a transition that requires them to support
and facilitate the transfer of responsibility to their child®>*. This is a vulnerable time when they
may experience emotional and psychological challenges as they adapt to a new health care team
and care setting”. Specifically, in inflammatory bowel disease (IBD) transition typically occurs
with an increase in health care utilization [emergency department (ED) visits] and a decrease in

adherence to scheduled appointments and medication®°,

In Canada, ~10-15% of IBD patients are diagnosed before 18 years old!!. Further, the number of
IBD cases diagnosed during childhood is predicted to triple between 2008 and 2030'%. Due to
this projected increase in the prevalence of IBD, there is an emphasis on young adults with IBD
13,14

undergoing appropriate transitioning from the pediatric to the adult healthcare system

Therefore, improving the transition process is currently of great relevance to the field of IBD.

Studies of barriers to and facilitators of transition from pediatric to adult IBD care have typically

explored one point of view: that of patients or health care providers. Because transition is a



74

collaborative process involving patients, parents, and providers, comprehensive identification of

transition barriers and facilitators requires considering perspectives of all stakeholders.

This study addresses existing limitations by describing reported transition barriers and
facilitators according to patients, parents, and providers. This knowledge will be useful for
clinicians providing care for transitioning patients and designing transition interventions that

acknowledge and address barriers and facilitators from the perspectives of diverse stakeholders.

4.3 Methods
4.3.1 Study Design and Aims

The current analysis is part of a study for which the primary author (A.B.) conducted interviews
with the primary aim of defining IBD transition success from the perspective of patients, parents,
and providers'. This analysis used a qualitative descriptive approach to provide a rich account of
the phenomenon of transition from pediatric to adult care'®!7. This approach allowed the authors
to address the additional research question: “What are the facilitators and barriers to achieving a
successful transition according to patients, parents, and health care providers?”. The study was
approved by all site research ethics boards (University of Alberta: Pro00099184; University of
Calgary: REB20-0979; University of British Columbia: H20-01722). We used the standards for

reporting qualitative research (SRQR) to guide the reporting of results'®.
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4.3.2 Settings and Recruitment

We recruited IBD providers, patients, and their parents from IBD clinics in Edmonton and
Calgary, Alberta, Canada using purposive and snowball sampling. Providers were additionally
recruited from British Columbia. Details of participant recruitment are published'>. We included
patients if they transferred to adult care within the preceding two years and had been diagnosed
with IBD for at least a year before transfer. Providers were included if they had at least one year
of experience caring for IBD patients. Patients were excluded if they had comorbidities unrelated
to IBD. No parents met the exclusion criterion of having another child with a chronic disease

other than IBD.

4.3.3 Trustworthiness and Positionality Statement

Efforts to ensure trustworthiness were guided by criteria from Lincoln and Guba'®. Lincoln and
Guba suggest the criteria of credibility, transferability, dependability, and confirmability for
promoting trustworthiness in qualitative research. Table 4-1 outlines the steps taken to ensure

each of the above criteria was met.
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Table 4.1. Criteria of Credibility, Transferability, Dependability, and Confirmability

Criteria

Steps taken

Credibility

Peer debriefing: Regular discussions with the
authors focused on ensuring plausibility of the
themes and limit the influence of the coding
author’s biases on the formation of codes and

themes.

Member checking: During interviews, A.B
verified interpretations with the participants to

ensure accuracy in meaning.

Transferability

Rich description: A detailed description of
participants and settings of the interview was
provided in both this manuscript and in the

original article.

Dependability

Audit Trail: Decisions, choices, and insights
related to the study were documented,
including materials, such as interview

transcripts.

Confirmability

Reflexivity: A.B engaged in field notes
directly after each interview and focused on
documenting interview setting, overall
impression, and any opinions and bias
forming from the interview. Additional efforts
to practice self-reflexivity included the
documentation of A.B’s positionality

statement.
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Positionality Statement

The first author (A.B) is a female, who was in her mid-20s at the time of conducting the
interviews and had taken a course on qualitative research during her graduate degree. A.B
approached this research from an outsider perspective, not having experience with a chronic
disease, being a parent, nor a health care provider. A.B did however have experience with the
transition to becoming a young adult and moving out to pursue post-secondary schooling;
therefore, self-reflexivity efforts focused on acknowledging personal opinions on barriers and
facilitators to young adulthood to prevent its influence on the data. Further, A.B had no prior
relationship with any of the study participants. E.W, C.H.S, and K.I.K had prior relationships
with the providers interviewed (colleagues) and patients in their role as clinicians. To prevent
potential influence of these relationships on the data, none of these authors were involved in the
data collection and participants were made aware of the confidentiality of their answers. Ongoing
meetings with the study team ensured that personal opinions on barriers and facilitators as
clinicians caring for transitioning patients served to confirm the plausibility of the themes, but

not the creation of themes.

4.3.4 Data Collection and Analysis

Separate interview guides were developed for each stakeholder group with consultation from an
expert in qualitative research. IBD clinicians (E.W, C.S, K.K) reviewed the guides for content.

A.B conducted interviews virtually between June 2020 and March 2021. Interviews were
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recorded and transcribed verbatim. A.B used latent content analysis to analyze interviews with
NVivo 1.2™20 [ atent content analysis uses a process of identifying, coding, and categorizing
patterns within discursive data from transcribed interviews until themes emerge®!. A.B analyzed
interviews concurrently with data collection and coded interviews independently within each
stakeholder group. Interviews were analyzed at the same time for the primary aim of defining
transition success and for the aims specific to this study. For this study, questions analyzed
included asking each stakeholder to describe facilitators and barriers to either their/their
child’s/patient’s transition (when applicable) and then to transition in general. Participant

recruitment concluded when saturation was achieved for the study’s primary aim.

4.4 Results

4.4.1 Participants

31 patients, 13 parents, and 27 providers were initially contacted for study participation. Of these
stakeholders, 9 patients and 11 providers could not be reached, while 5 patients and 1 provider
declined study participation. 17 patients, 13 parents, and 15 providers participated in an
interview. Figure 4.1 provides a flowchart of participant recruitment including reasons for
declining participation when available. Participant demographics have been outlined'®. In brief,
58.8% of patients were female sex, 52.9% had Crohn’s disease, and 58.8% were diagnosed
between the ages of 15-17. At the time of interview, 29.4% of patients were on biologic
medications; 17.6% on either 5-ASA or an immunosuppressant; 41.1% on a combination
biologic; 5.9% not on medication. Although not directly asked, 3 patients mentioned having had

a surgery for their IBD. All 13 parents were mothers of IBD patients, 10 parent-patient dyads



79

participated, and 61.5% of parents did not have their IBD child living with them at the time of
interview. Five providers were adult gastroenterologists; 2 were pediatric gastroenterologists; 6

were adult IBD nurses; 1 was a pediatric IBD nurse.

Figure 4.1. Flowchart of Participant Recruitment

Individuals contacted for
participation:

* 31 patients

* 13 parents

* 27 providers

Did not respond to contact attempt:
* O patients
* |« 11 providers

Feasons for declining:
* 2 patients declined study
* participation citing “too busy™ or
“does not like to do research”.
* 1 provider felt that they did not see
v enough transition patients to speak
Participants who were sent a on the subject.
recruitment letter and informed
consent form:
* 20 patients
* 13 parents
* 15 providers

o | Did not respond to email with letter and
consent:
s 3 patients

A\ 4

Participants who completed semi-
structured interview:

* 17 patients

* 13 parents

* 15 providers

4.4.2 Facilitators

We asked stakeholders to describe facilitators of successful transition. Themes included
preparedness, supportive adult care team, patient characteristics, and supportive parents and

home environment. Facilitator themes are represented in Figure 4.2 and quotations are in Table

4.2.
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Preparedness

Patients (7/17), parents (7/13), and providers (6/15) mentioned preparedness for transition as a
facilitator. Patients gave examples of preparedness such as patients speaking for themselves in
pediatric care, asking questions about adult care, and knowing the differences between pediatric
and adult care (e.g., frequency of appointments) and being able to report their disease

management/history accurately.

Parents suggested that there be an overlap between pediatric and adult care and/or their child
having a visit with the adult care team before transferring to adult care. They pointed out that an
overlap would allow for transitioning patient to feel prepared for adult care. Parents also
described being mentally prepared for changing care. One parent mentioned how their child’s
pediatric doctor talked positively about the adult doctor, which helped make them and their child
feel more prepared to transition. Three parents suggested that there be a peer support program so
patients could ask questions to patients who already transitioned. Parents suggested that

counseling be available to help transitioning patients cope with changes in care.

Providers defined preparedness as patients knowing about their disease and how the pediatric
and adult care systems differed (e.g., appointment frequency, endoscopy sedation, etc.). One
provider mentioned that prepared patients would know the expectations of patients in adult care

(e.g., attending appointments independently).
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Supportive Adult Care Team

Ten patients and four parents mentioned the adult care team as a facilitator of successful
transition. Patients gave examples such as feeling that their adult care team cared about them,
made them feel welcome, and ensured that they understood their care plan. Patients described a
supportive adult team as providing regular follow-up to the patient, maintaining open lines of
communication, and being responsive to the patient’s questions. Logistic facilitators included an
adult team who offered the patient a first visit before their 18™ birthday and an appointment
routine that was like their pediatric appointment routine. Patients described the location of their
adult care appointments as a facilitator. For example, appointments that were in the same
hospital as their pediatric clinic or easy to get to with public transportation were described as

facilitators.

Parents described a supportive adult care team as understanding that transitioning patients

needed to adjust to the new care system and providing patients with information and resources
on who to call and how to arrange health insurance. The adult clinic being in the same location
as the patient’s pediatric clinic was described as facilitating better communication between the

two systems.

Patient Characteristics

Nine providers and four parents described patient characteristics as facilitators. Providers

mentioned maturity, having organizational skills, demonstrating independence to make
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decisions, and prioritizing their health needs independently from their parents as facilitators.
Parents described the ability reach out to the care team, make health decisions, identify

symptoms, and having organizational skills and a positive attitude about transition.

Supportive Parents and Home Environment

Eight providers emphasized supportive parents and home environment as facilitators of
successful transition. Providers described supportive parents and home environment as a family
system that promoted the patient’s self-confidence and encouraged the patient to advocate for
themselves, and where the patient had an open relationship with their family to discuss mistakes,
could make their own decisions with limited parental inference, and where parents promoted

their child’s independence in managing their health.

4.4.3 Barriers

We asked stakeholders to describe barriers to successful transition. Themes that emerged
included patient factors, hovering parents and family factors, travel to clinic, and navigating a
new health care system. Although all parents were asked about barriers, only 10/13 felt that they
could provide input based on their experience. Barrier themes are represented in Figure 4.2 and

quotations are in Table 4.2.
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Patient Factors

Patient factors emerged in eight provider and four parent interviews. Four providers mentioned
mental health comorbidities, such as anxiety and depression, as barriers to transition. Providers
described barrier characteristics as being unorganized, irresponsible, in denial of their disease
extent, and uninformed about IBD progression, medications and the importance of disease
management, as well as having fatigue related to their disease activity and engaging in substance
use. One provider mentioned that patients with well-controlled disease may not recognize the

importance of disease management.

Parents emphasized similar factors, such as being unable to self-advocate, not feeling

comfortable asking questions or reaching out to their care team and lacking maturity.

Hovering Parents and Family Factors

Twelve providers indicated the transitioning patient’s family could be a barrier to successful
transition. Providers gave examples of parents who were “hovering and overbearing”, reluctant
to allow their child to become responsible for disease management, and who speak on their
child’s behalf during appointments. Other examples included families who experienced
economic and personal challenges and unstable families. One provider mentioned the potential
for cultural barriers and emphasized the need to understand family dynamics in different cultures
and how these dynamics may impact the family’s ability to transfer responsibility for disease

management and promote independence in their child.
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Navigating a New Health Care System

Eleven patients mentioned the need to navigate the new adult care system as a barrier. Two
patients commented on differences in infusion clinics between pediatric and adult care, with one
patient saying “...then I switched to an [adult] infusion clinic and you’re nowhere near a doctor’s
office or if you have questions or concerns there is no one to talk to.” Patients mentioned having
to figure out transportation to the IBD clinic, organizing referrals and feeling intimidated by the

adult care system.

Travel to Clinic

The need to travel to the IBD clinic emerged in five patient and four provider interviews.
Patients gave examples of moving away for school, living far from the IBD clinic, or not driving

and having to rely on local transportation or rides from others to get to their appointments.



Figure 4.2. Venn diagram of Themes of Facilitators of and Barriers to a Successful
Transition According to Patients, Parents, and Providers.

Patient Parent

Navigating a New

Adult Care Team
Health Care System

Preparedness

Patient Factors

Patient
Characteristics

Hovering Parents and Family Factors

Supportive Parents and
Home Environment

Provider

Note: Themes in bold are facilitators and themes in italics are barriers.
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Table 4.2. Quotations of Facilitators of and Barriers to a Successful Transition

Themes Stakeholder (n) Quotations
Facilitators
Preparedness Patients (7) “I think the most important is just asking a lot of questions and if you

Parents (7)

Providers (6)

Adult Care Team Patients (10)

Parents (4)

know you’re uncomfortable with the process making sure that there is
someone that you can ask questions to and that someone can answer those

questions...”

“I think that [transitioning patient] could use some counselling or
something [that] could have helped especially in the transition when he
was 18/19 trying to cope with this stuff on his own now.”

“I think that mentally prepared. Some kids are totally mentally prepared

and making their own appointments and some kids just aren’t.”

“How well they have been set up on the other side. A lot of the kids come
over from the pediatric GIs and some of the kids seem better set up by the

person who set them over.”

“I think that the [adult] clinic somehow needs to put a little extra attention
onto kids or young adults because you do get busy and forget things and
you’re stressed out going to school... so I think like a scheduled 3-month
call would be nice for a lot of people to remind them like ey we are here
if you re having issues. How are your symptoms? How have they been this
last season? ™

“[The] new doctor being in the same hospital already made it easier.”

“...even just someone at the clinic - maybe the GI clinic has a liaison
person and that person’s job is to check up on these kids that are coming

out of [pediatric care team].”




Patient

Characteristics

Supportive Parents
and Home

Environment

Barriers

Patient Factors

Hovering Parents

and Family Factors

Parents (4)

Providers (9)

Providers (8)

Parents (4)

Providers (8)

Providers (11)
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“... give [the transitioning young adult] a year to adjust because they are

used to an entirely different approach.”

“...a positive attitude and being willing to understand more about the
importance of acknowledging symptoms, following up with physician
when you have symptoms and respecting the disease I guess is the best
way to say it...”

“A little bit of less reliance on their parents and taking their own control
of their own health, reporting their own symptoms, right?”

“It depends on their maturity levels as well and whether they’re usually
independent at that age and use to undertaking initiative to looking after
their own affairs.”

“Parents who are just there to listen and act as a fly on the wall are

certainly much easier for the patient overall.”

“I think if the patient has a stable home environment where they feel
confident, where they feel supported, where they have the ability to make

some decisions on their own...”

“They just aren’t good about advocating for themselves that they are lost

in the system a bit, or they can potentially get lost.”

“I think [transitioning patients] are young and they think they’re
invincible and they haven’t really- it’s just a lack of knowledge of their
disease and what is involved in maintaining remission and avoiding the
progression.”

“When there are mental health issues, I think that that can make it quite

challenging so anxiety, depression can really make it challenging.”

“A lot of the families that we do see struggle often [because] they have so

much other stresses and factors on their plate that it’s hard for them.”




Navigating a New Patient (11)
Health Care System

Travel to Clinic Patient (5)

Provider (4)
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“The parents may be overprotective and not interested in supporting youth

independence.”

“There was a lot of follow up all the time, but then I switched to an
infusion clinic and you’re nowhere near a doctor’s office or if you have
questions or concerns there is no one to talk to...”

“I think a big barrier was it was very intimating that was the biggest thing.
I was just terrified. It didn’t feel super comfortable about the adult setting

because it is very strange, I think.”

“...moving cities is really hard and then you’re also really young trying
to do things on your own. My parents weren’t involved at all so I was
the one transferring different cities and my health care and everything
like that. You don’t really know how to do that — how to make those
phone calls, how to find doctors, how to find referrals is all new.”

“I mean the only issues are that I don’t drive so sometimes getting

around is a little tough because I also don’t live at home anymore...”

“... [transitioning patients] are going into post-secondary education and
often they’re moving away to different places and then you have to hand
off care to someone else and that again [is] another point they can fall
off in terms of follow up from that aspect.”

“I certainly think if they live further away from a center where their

practitioner is — that definitely makes it more difficult.”
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4.5 Discussion

To the best of our knowledge, this is the first multi-center study in Canada to describe barriers to
and facilitators of patients transitioning from pediatric to IBD adult care according to patients,
parents, and health care providers. Engagement of all stakeholders in transition allows for the
assessment of similarities and differences in barriers and facilitators identified by the stakeholder

groups.

A systematic review conducted by Gray et al (2018) summarized barriers to and facilitators of
transition in chronic diseases?2. IBD studies in this review showed overlap with our themes of
hovering parents and family factors and patient characteristics?*?°. A study of transition barriers
that interviewed IBD providers in the United States (US) identified themes of helicopter
parenting and patients’ developmental maturity?>. Nearly all (11/12) providers in this US study
gave the example of parents who wanted to maintain control of their child’s care. The
characterization of parents wanting to maintain control as a barrier was prominent in our study
where 11/15 providers described “hovering parents” as a barrier. The theme of patients’
developmental maturity that arose in the US study was like themes focused on the importance of
patient maturity that emerged in our study. The US study found barriers to include patients being
inadequately prepared by the pediatric team where in our study, patients’ preparedness to

transition emerged as a facilitator.

Gray et al (2015) conducted focus groups with patients, parents, and health care professionals

about the transition to IBD adult care in the United States?. The theme of high parental
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involvement, like the theme of hovering parents and family factors in our study, emerged as a
barrier in the focus groups. The theme of over-parental involvement emerged in all groups in the
focus group study, whereas in our study, this theme only emerged in the provider group. One
possible explanation for this difference is that the focus group study asked specifically about
“concerns with transitioning”, while our study asked about “barriers”. Parents and patients may
be hesitant to acknowledge parental over-involvement as a barrier, but they may be more likely
to acknowledge parental involvement as a concern. In the focus group study, the theme of
receiving poor quality of care emerged. The theme of poor quality of care overlaps facilitator
themes that emerged in our study, including a supportive adult care team and the need to
navigate a new system. Other themes from the focus group study that did not emerge in our study
included finance and the loss of relationships with the pediatric team that transition entails. The
first theme may be more related to the private healthcare system landscape in the United States
compared to the publicly funded system in Canada. In the focus group study, the second theme
of loss of relationships emerged within the pretransfer group only and not the already transferred

group, whereas our study only included patients who already transferred.

Our study reveals similarities and differences between how different stakeholder groups
characterize barriers to and facilitators of transition. The only theme to emerge across all groups
as a facilitator was preparedness. Concordance on this facilitator supports the need to develop

guidelines and resources to ensure patients are prepared to transition.
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Our finding that different themes emerged across diverse stakeholders shows the need to engage
patients, parents, and providers to achieve a comprehensive characterization of barriers to and
facilitators of transition. For example, most providers viewed patients as potential barriers, but
this theme was mentioned by four parents and no patients. Patients may be reluctant to recognize
themselves as a detriment to their transition and more inclined to focus on the responsibility of
the adult care system, as reflected by the themes of navigating a new health care system and
having a supportive adult care team. Further, although a few patients and providers
acknowledged the impact that a patient moving away may have on their transition, this theme did
not emerge in the parent interviews. Parents of patients who move out may have been less

involved in their child’s care and thus, did not see this as a barrier.

Patients were the only group to mention having to navigate the adult care system as a barrier to
transition. During transition, patients are the primary group taking responsibility and navigating
the adult care system, which may explain why this theme only emerged in the patient group.
Providers can help patients understand the differences between the pediatric and adult system

with the goal of developing patients’ self-confidence in navigating the new care system.

Providers were the only group to mention aspects of the patient’s family as both a facilitator and
barrier, shown by the themes of supportive parents and home environment and hovering parents
and family factors. Future research could explore this discrepancy to find out the extent to which

patients view their parents’ involvement during their transition as detrimental or helpful.
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Study limitations include the potential for selection bias; parents and patients who viewed
transition favorably may have been more likely to participate than those who viewed their
transition unfavorably. Additionally, this study only represents the viewpoints of mothers, given
that fathers and other guardians did not participate in the study. The exclusive participation of
mothers is consistent with the literature on parental involvement in their child’s chronic
disease?”%°. As 70% of patients were either on a biologic or combination biologic, this study
likely reflects the viewpoints of patients with moderate-severe IBD. Further, there were no trends
of themes emerging within groups based on specific characteristics. For example, 6/7 patients on
combination biologic mentioned the theme of supportive adult care team, but the theme also
emerged in 3/3 patients on 5-ASA or immunosuppressants. Similar results were found when
looking at age of diagnosis, and parent’s education level. Because this study did not collect
information on sociocultural data, we cannot assess how representative the study population was
of IBD cases in Alberta. The parents and patients interviewed may have been from a higher
socioeconomic class and, if so, it could be for this reason that they did not view finances as a
barrier to transition. Further, it is not clear if the characteristics of participants prevented cultural

differences from emerging as a barrier to or facilitator of.

The strength of this study is that it describes transition barriers and facilitators according to the
stakeholders involved in the process of transition. Future research could focus on designing
transition interventions that promote facilitators while addressing the barriers identified in this

study.
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Part I1: Assessment of Transition Success in Young Adults with IBD

In Chapter 5, I present the methods, results, and discussion of a cross-sectional study designed to
assess the achievement of the indicators of transition success by young adults with IBD. In the
subsequent chapters, I refer to the transition success outcomes characterized in Chapter 3 as
health care autonomy indicators to provide clarity that participants with adult-onset IBD have not

transitioned from pediatric to adult care.



99

Chapter 5. A Survey of Health Care Autonomy Indicators in Young Adults with

Inflammatory Bowel Disease.

5.1 Introduction

Industrialized societies have been described as having prolonged achievement of
adulthood relative to pre-industrialized societies, manifested as increased participation in
postsecondary education, pre-marital cohabitation among domestic partners, and a later
average age at marriage and parenthood!. Arnett (2000) classifies this period as emerging
adulthood, which encompasses individuals aged 18 to 25 years old®. This period is
suggested to be the most heterogeneous period in an individual’s life course because it is
the least structured life period®. Further, this period is when markers of adult status are
gradually attained (e.g., accepting responsibility for oneself, making own decisions, and

becoming financially independent).

For individuals diagnosed with chronic disease in childhood or adolescence, this period
of emerging adulthood coincides with the additional challenge of transitioning from
pediatric to adult care. Studies have reported a decrease in appointment attendance and
medication adherence, as well as an increase in disease activity and emergency
department (ED) utilization after IBD patients have transferred to adult care’”’. The
recent 2023 Impact of Inflammatory Bowel Disease in Canada report highlights the
transition from pediatric to adult care as an important area of concern for patients with

pediatric-onset IBD?,
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To characterize outcomes associated with a successful transition, I conducted a qualitative study
using semi-structured interviews with patients, parents, and health care providers to address the
research question of, “what is transition success according to patients, parents, and health care
providers involved in the transition from pediatric to adult care for IBD?” The results
demonstrated that partners involved in IBD transition characterize successful transition in six
themes: 1. Independence in one’s care; 2. Disease management; 3. Relationship with/trust in

adult care team; 4. General knowledge; 5. Care stability; 6. Health outcomes.

There remains a need to estimate the proportions of patients who are achieving these indicators
of transition success. Further, young adults diagnosed with IBD between the ages of 18-25 are
also in the life stage of emerging adulthood and doing so while having the additional challenges
of being diagnosed with and learning to live with IBD. One qualitative study found that both
young adults with adult-onset IBD and those with pediatric-onset IBD reported emotional
distress associated with their IBD and mentioned they lacked information about their IBD',
suggesting that both groups may benefit from similar types of support. However, there remains a
need to further explore the similarities and differences between patients with pediatric-onset IBD
and those with adult-onset IBD, particularly concerning the achievement of health care
autonomy indicators. Addressing this limitation will help identify areas where additional support
may be beneficial for both pediatric-onset IBD and adult-onset IBD patients, ultimately,

enhancing the care provided to all young adults with IBD.
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5.2 Methods

5.2.1 Study Objectives

The primary objective of this study was to assess the overall achievement of health care
autonomy indicators — self-management, disease knowledge, medication and appointment
adherence, and relationship with the IBD care team — in young adults with IBD patients who

previously transferred from pediatric to adult care.

In this chapter, I refer to the transition success outcomes identified in Chapter 3 as health care
autonomy indicators to provide clarity that participants with adult-onset IBD have not

transitioned from pediatric to adult care.

The secondary objectives of this study were:

e To assess the similarities and differences in the achievement health care autonomy
indicators between young adults with pediatric-onset IBD and those with adult-onset

IBD.

e To assess similarities and differences in exploratory variables, such as the impact of IBD
on life domains, resilience in young adults, and feelings of shame associated with IBD,

between young adults with pediatric-onset IBD and those with adult-onset IBD.
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5.2.2 Study Design

To achieve the study objectives, I designed a multi-site cross-sectional study. Participants
completed a self-administered questionnaire collected and managed using REDcap (Research
Electronic Data Capture) hosted at the University of Alberta'!'?. Study participants included
young adults aged 18-25 diagnosed with either Crohn’s disease, ulcerative colitis or
indeterminate colitis, who received IBD care in Alberta, Canada and could provide their Alberta
personal healthcare number (PHN) for confirmation of their IBD diagnosis. Exclusion criteria
included patients who were unable to provide informed consent, lacked a sufficient

understanding of English, or had a major cognitive impairment.

I determined that a cross-sectional study was the most appropriate design to achieve my
objectives. I required a method that involved minimal patient follow-up, was time efficient, and
included patients at different ages of emerging adulthood. A prospective cohort study, an
alternative study design that requires follow-up over time, could be subject to high rates of
patient drop out and would be time intensive. A retrospective cohort study was also inappropriate
due to the potential for incomplete or missing documentation of desired outcome variables in
patient medical charts. Additionally, as this study aims to measure multiple outcomes, I was

unable to use a case-control study design.
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5.2.2.1 Study Variables
5.2.2.1.1 Participant Characteristics

Patients were asked to disclose their gender, race, age, IBD type, as well as, the name of their

IBD health care provider and the location where they receive IBD care.

Patients were also asked questions about their current living situation, employment and student
status, as well as their highest level of education attained at the time of questionnaire completion.
Patients who were enrolled in or had completed post-secondary education were asked about the
age at which they began their post-secondary studies and whether they relocated to attend school.
These questions were asked as indicators of negative impact on post-secondary education (e.g.,
entrance at a later age, attending a school closer to their family). Patients were also asked
whether they currently have a family doctor as having a primary care physician has been deemed

important for continuity of care and essential for transition'>.

Patients were also asked information about their childhood and parent-specific information. To
assess the patients’ familiarity with the Canadian healthcare system and potential for cultural
differences, information was collected on whether anyone the patient lived with growing up
experienced a significant health issue and whether the patient and/or their parents were born in or
outside of Canada. Patients were also asked who they primarily lived with from the ages of 14-
18 (e.g., living with both parents or only one parent) to assess family dynamics and their parent’s

highest level of education.



104

I used the MacArthur Scale of Subjective Social Status — The Socioeconomic Status Ladder to
obtain information on a patient’s perception of their family’s social status during their adolescent
years (ages 14-18)'%. This is a single item tool used to assess an individual’s perceived rank
relative to others in society. This tool has been previously utilized within the Canadian
context!>!®, I adapted this tool to have patients reflect on their family’s social status when they

were between the ages of 14-18, using a slide scale rather than a 10-rung ladder.

Patients were asked to reflect on when they were 14-18 years old as this encompasses a time
period immediately preceding emerging adulthood. This age range of 14-18 offered insights into
the patient’s family dynamics before the patient entered emerging adulthood. Additionally,
individuals are more likely to recall events if they are able to anchor them to a memory, event, or

life stage, such as ages 14-18 years corresponding to when the patient is likely in high school'’,

5.2.2.1.2 Primary Outcomes

The following section explains the primary outcomes of the study, which were defined by the
themes in Chapter 3 that they are meant to measure. Appendix G highlights other instruments

considered and reasons for their exclusion.

Theme: General Knowledge

IBD knowledge was assessed using the 15-item questionnaire Inflammatory Bowel Disease

Knowledge Inventory Device 2 (IBD-KID2), which has been validated in the adult IBD
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population'®. IBD-KID2 provides a total score that ranges from 0-15, with a higher score

corresponding to a higher level of IBD knowledge.

Theme: Independence in One’s Care

The theme of independence in one’s care was assessed by questions on self-management skills
based on previously published questions that assessed self-management skills in adult IBD
populations'. I obtained permission to use these questions from the first author of the original
study. Self-management questions asked patients to identify the individual most responsible for
ten different tasks of IBD disease management (e.g., who schedules your medical
appointments?). To calculate a total score for all the self-management questions, I assigned a
point value of 1-6 to each response option to reflect the degree of independence associated with
the respective task (e.g., 6 points for ‘only me’ responses, 5 for ‘mostly me’, 4 for ‘me and
parent’, 3 for ‘me and partner’, 2 for ‘mostly partner’, and 1 for ‘mostly parent’ answers). A total
score for each participant was calculated by adding the points from each of the ten questions. I
then classified total scores into high self-management, moderate self-management, and low-self
management. High self-management (scores 50-60) included a combination of the responses
‘only me’ and ‘mostly me.” Moderate self-management (scores 21- 49) included a combination
of the responses ‘mostly me’, ‘me and parent’ and ‘me and partner’. Low self-management
(scores 10-20) included a combination of the responses ‘me and parent’, ‘me and partner’,

‘mostly partner’ and ‘mostly parent’.
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Theme: Relationship with/Trust in Adult Care Team, Care Stability & Care Team

Management

The themes of relationship with/trust in adult care team, care stability & care team management
all centered on patients’ perceptions of their adult IBD care team; therefore, I decided that these
themes could be combined into a set of statements related to different aspects of the patient’s
relationship with their adult IBD care team. I designed 12 statements that focused on assessing
patients’ perceptions of different aspects of their relationship with their adult IBD care team
guided by the descriptions of the themes in Chapter 3. I developed these statements as existing
tools in the literature primarily assessed patient satisfaction with their most recent medical
appointment, rather than focusing on aspects of the patient’s relationship with their IBD care

team, as described in the themes outlined in Chapter 3.

Patients rated their agreement with statements, such as “I trust my health care team with
managing my disease” and “My health care team provides me with the guidance and support that
I need”, using a 5-item Likert scale corresponding to responses: strongly agree (4 points), agree
(3 points), neutral (2 points), disagree (1 point), and strongly disagree (0 points). I calculated a
total score for each participant by adding points from each of the 12 questions. I then classified
scores into ratings of high satisfaction, moderate satisfaction, and low satisfaction. The high
satisfaction category (scores of 36-48), corresponds to mostly ‘strongly agree’ and ‘agree’
responses. The moderate satisfaction category (scores of 25-36), corresponds to mostly ‘agree’
and ‘neutral’ responses. The low satisfaction category (scores of 0-24) corresponds to a

combination of ‘neutral’, ‘disagree’, and ‘strongly disagree’ responses.
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Theme: Disease Management

Patients who reported that they were on medications where the route of administration is either
intravenous/injection, pills, or enemas/suppositories were prompted to complete the medication
adherence report scale (MARS-5)%°. MARS-5 is a 5-item validated tool to measure patients’ self-
reported medication adherence. The scores on the MARS-5 range from 0-25 with a higher score

signaling higher medication adherence.

MARS-5 (medical appointment) assessed nonadherence to medical appointments (e.g.,
appointments with their IBD provider, colonoscopy appointments, or biologic infusions
appointments). The MARS-5 (medical appointments) is a tool to assess whether patients have
missed any appointments in the past year and the reasons for those missed appointments. I felt
that it was necessary to include infusions under the MARS-5 medical appointments as these are
scheduled appointments where other types of medications that are injections or pills rely on more

patient autonomy when taking these medications.

5.2.2.1.3 Exploratory Variables

The following outcomes did not emerge as themes of transition success in the interview study
(Chapter 3). However, these variables offer additional insight into the experience of young adults

with IBD.
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Furthermore, these variables may be associated with the achievement of the health care

autonomy indicators:

e Impact on life domains
e Resilience

e Shame

I used the Secondary 7 Lifestyle Effects Screening (S7-LES) to assess patient’s perspectives on
the impact that IBD has on different life domains?!. The S7-LES is a self-administered checklist
designed to assess maladaptive responses to medical illness with respect to seven life domains —
developmental, intrapersonal (self), relationships, career/occupation, existential,
avocational/leisure, and spiritual. S7-LES first asks patients if their medical diagnosis/illness has
had an impact on one of the seven life domains and if the respondent answers yes, the next
question asks whether they are experiencing emotional distress because of this impact. For this

study, this tool used “my IBD diagnosis’ instead of “my medical procedure/diagnosis”.

To assess resilience, the Connor-Davidson Resilience Scale (CD-RISC) was included*?. The CD-
RISC is a 10-item validated scale that provides an indication of one’s ability to bounce back and
adapt in response to setbacks. This scale contains items corresponding to flexibility, self-
efficacy, ability to regulate emotion, optimism, and cognitive focus/maintaining attention under
stress. The CD-RISC was chosen because of its use in the IBD literature?*** and its short length.
The Connor Davidson resilience scale has ten statements, each with five response options: ‘Not

true at all’ (0 points), ‘Rarely true’ (1 point), ‘Sometimes true’ (2 points), ‘Often true’ (3 points),
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and ‘True nearly all the time’ (4 points). The total score ranges from 0 to 40. A higher score

indicates greater resilience.

To measure the shame that respondents feel related to their inflammatory bowel disease, I
included the chronic-illness-related shame scale (CISS)?*. The CISS is a 7-item scale that
measures feelings of internal and external shame associated with having an illness. The Chronic
Illness-Related Shame Scale has seven statements, each with five response options: ‘Never’ (0
points), ‘Seldomly’ (1 point), ‘Sometimes’ (2 points), ‘Frequently’ (3 points), and ‘Always’ (4
points). The total score ranges from 0 to 28. A higher score indicates higher level of shame

associated with illness.

5.2.3 Participant Recruitment and Setting

I recruited eligible study participants from throughout Alberta, Canada. My recruitment strategy
took a multi-faceted approach, which relied primarily on gastroenterologists across the province
of Alberta. Practicing gastroenterologists in the province were made aware of the study through
email by the study’s gastroenterologists and were asked if they would be willing to aid in patient
recruitment. Providers who consented to helping with participant recruitment were sent a
recruitment package by myself, which included a letter outlining the study (Appendix E), study
posters and postcards with the QR code for patients to scan to be directed to the questionnaire.
Additional recruitment efforts included in-person recruitment at IBD clinics, infusion and

endoscopy appointments. The study was also advertised through the Crohn’s and Colitis
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Canada’s website, social media platforms, and University emails sent weekly to employees,

undergraduate and graduate students.

I included patients from across Alberta to increase the number of potential participants, their
potential diversity, and the heterogeneity of their experiences. For example, a patient who sees a
gastroenterologist at an academic center might be more likely to be in school compared to a
patient who sees a gastroenterologist at a community clinic due to the proximity of academic
centers to universities. This sampling approach allowed to capture a wide range of patients’

experiences.

Patients who met the study criteria and expressed interest in learning more about the study were
directed to the REDcap survey where they had the option to read study information and a consent
page that detailed the study, outlined measures taken to ensure confidentiality, their rights as a
study participant, and provided study contact information. The consent page asked patients to
provide electronic consent to study participation, including linking their questionnaire responses
with their health information by providing their Alberta healthcare number (PHN). I confirmed
the IBD diagnosis of participants who completed the questionnaire through an electronic medical

chart review.
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5.2.4 Questionnaire Development

To assess the previously identified health care autonomy indicators, the questionnaire was made
up of both created questions and validated tools. Permission to use previously published
instruments was received from all authors. As most of the questions in the questionnaire had
been previously used in the IBD patient population, I piloted the questionnaire to ensure its
overall readability, comprehensibility, and average completion time. For questions that were
designed specifically for this questionnaire (e.g., relationship with IBD care team), the
individuals who piloted the survey were asked if they felt the working was understandable and if
they understood what was being asked in this section. Appendix F contains the questionnaire

delivered to participants.

In the initial steps of piloting, eight volunteers without IBD aged 22-27 completed the
questionnaire. These individuals were asked to review the questionnaire for the timing and
readability of questions. I selected eight young adults based on familiarity (e.g., friends,
coworkers, siblings, etc.). These individuals who piloted the questionnaire exhibited diverse
educational backgrounds (e.g., never attended university, current undergraduate or graduate
student, graduate of university) and varied in their familiarity with the healthcare system (e.g.,
having received health care for a chronic disease or not). These individuals agreed that the timing
of the questionnaire was appropriate and that it was coherent, but they identified a few instances
of incorrect spelling in the instructions. After incorporating the suggested changes, the
questionnaire was reviewed by three patients with IBD, aged 26-30, who were selected based on

familiarity with me. The group consisted of two females and one male, all diagnosed with IBD in
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adulthood, and with diverse educational backgrounds — two had a university degree, while one
had not attended university. They also had varied experiences with IBD, including being on or
off IBD medications, and having or not having experienced an IBD-related hospitalization.
These individuals were asked to assess the timing and readability of the questions, and to provide
feedback on the IBD-specific questions, including questions about IBD medications and
insurance. All individuals agreed that the questionnaire’s timing, readability, and IBD-specific

questions were appropriate and clear.

5.2.5 Data Analysis

To assess the relationship between life period of IBD onset and health care autonomy indicators,
I compared the average scores on each health care autonomy indicator between IBD patients
with pediatric-onset IBD and those with adult-onset IBD. To evaluate the level of achievement
for each indicator category within the IBD onset groups, I calculated proportions of patients in
each category, along with exact 95% confidence intervals. I primarily reported means with exact
confidence intervals to describe central tendency and variability. In cases of skewed data
distributions, I reported medians and range to provide a more robust representation of central
tendency as these measures are less affected by outliers. Additionally, I calculated proportions
with 95% confidence intervals to assess the attainment of predefined cutoff values for each
indicator within each IBD onset group. Precision was evaluated by examining the width of the

95% confidence intervals for each point estimate. I used STATA 17 for statistical analysis?¢.
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5.3 Results

5.3.1 Participant Recruitment

Fifty-six participants aged 18-25 years old completed the online questionnaire during December
12" — February 28", 2024. Of the 56 participants, 37 participants had pediatric-onset IBD and 19
had adult-onset IBD. Nearly all participants (94.6%) received IBD care in Edmonton, Alberta.
Participants in the study sample were patients of 15 gastroenterologists across Alberta; however,
66.1% of participants received IBD care from four gastroenterologists. The most common way

participants became aware of the study was through their health care team (Figure 5.1).

Figure 5.1 Participant Referral Channels

Healthcare team
Study postcards

Student digest
emails

32.8% &
37.5% Other

9.4%

20.3%

* Other ways that participants were referred to the study included
being contacted directly because they had previously consented to
being contacted about research studies or during an infusion clinic

visit.
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5.3.2 Study Population

Participant Demographics

In the pediatric-onset group, the median age of participants was 22 years old (IQR: 19-23) and
the median age at IBD diagnosis of participants was 14 years old (IQR: 12-15). In the adult-onset
group, the median age of participants was 23 years old (IQR: 21-25) and the median age of IBD
diagnosis of participants was 19 years old (IQR: 18- 21). Table 5.1 provides an overview of
demographic information from participants within the pediatric-onset and adult-onset group.

Table 5.2 provides an overview of the IBD history of participants.

Table 5.1. Demographic Information of Study Participants by IBD Onset Group.

Pediatric-onset Adult-onset

IBD patients IBD patients
Total N % N %
Current Age 37 19
18 7 19.0 1 5.30
19 5 14.0 1 5.30
20 2 5.40 1 5.30
21 2 5.40 3 15.8
22 4 10.8 2 10.5
23 9 24.3 3 15.8
24 3 8.10 2 10.5
25 5 14.0 6 31.6
Gender
Woman 22 59.5 11 57.9
Man 13 35.0 8 42.1
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Transgender 1 2.70 - -
Non-Binary 1 2.70 - -
Two-Spirit - - - -
Another gender not listed above - - - -
Prefer not to answer - - - -
Ethnicity

White 28 75.7 17 89.5
South Asian 4 10.8 2 10.5
Middle Eastern 2 5.40 - -
Latin American 1 2.70 - -
Southeast Asian 1 2.70 - -
Black - - - -
East Asian - - - -
Indigenous - - - -
Another race category 1 2.70 - -
Do not know 1 2.70 - -
Prefer not to answer - - - -
Born in Canada

Yes 34 91.9 18 94.7

Table 5.2 IBD Diagnosis, Medications, and IBD History of Study Participants by IBD

Onset Group.
Pediatric-onset | Adult-onset
IBD patients IBD patients
IBD Diagnosis N=37 | % N=19 | %
Crohn’s disease 26 70.3 15 78.9
Ulcerative colitis 11 29.7 4 21.1
Indeterminate Colitis - - - -




116

Unsure

Reported length between IBD diagnosis and start of symptoms

0-1 years 16 43.2 9 47.4
1-2 years 8 21.6 6 31.6
2+ years 9 24.3 2 10.5
Unsure 4 10.8 2 10.5
Current IBD medication type N=34 N=19
Biologic 26 76.5 14 73.7
Combination (Biologics + 5-ASA/Immunosuppressant) 5 14.7 2 10.5
5-ASA/Immunosuppressant 3 8.82 3 15.8
History of IBD surgical intervention

Yes 8 21.6 5 26.3
History of IBD hospitalization*

Yes 22 59.5 10 52.6

* Participants who indicated that they had a prior IBD surgical intervention were asked whether

they had been hospitalized because of their IBD not including when they had surgery.

Chronic Health Issues Besides IBD

Eleven (29.7%) participants in the pediatric-onset group and 11 (57.9%) in the adult-onset group

indicated that they had another chronic health issue besides IBD. Figure 5.2 provides a

breakdown of the chronic health issues mentioned by participants in the pediatric-onset group

and by those in the adult-onset group respectively.
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Figure 5.2 Chronic Health Issues Mentioned by Study Participants by IBD Onset Group.
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Chronic health issue

PSC: Primary sclerosing cholangitis (PSC), AS: Ankylosing Spondylitis

Employment and Education

Over half of study participants in the pediatric-onset IBD group (62.2%) and of those in the
adult-onset IBD group (57.9%) indicated they were enrolled in a post-secondary school either
full-time or part-time. Further information on study participants’ employment and education is

available in Table 5.3.



Table 5.3 Employment and Education of Study Participants by IBD Onset Group.

Pediatric-onset

Adult-onset

IBD patients IBD patients
Employment status N=37 % N=19 %
Full-time 10 27.0 7 36.8
Part-time 15 40.5 2 10.5
Causal 3 8.1 4 21.1
Not working 9 24.3 6 31.6
Highest level of education
High School 24 64.9 8 42.1
Diploma/Certificate 6 16.2 4 21.1
Undergraduate Degree 6 16.2 5 26.3
Graduate Degree - - 2 10.5
Other 1 2.7 - -
Currently in school
Yes 23 62.2 11 57.9
Moved for post-secondary schooling | N=30 N=18
Yes 11 36.7 8 44.4

Childhood Information

MacArthur Scale of Subjective Social Status

As outlined in Chapter 5.5.1, I used the MacArthur Scale of Subjective Social Status to assess

participants’ perceptions of their family’s social status during their adolescence (ages 14-18)
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using a scale from 1-10. In the pediatric-onset IBD group, the mean ranking was 6.11 (95% CI:

5.46, 6.76) and in the adult-onset IBD group, the mean ranking was 6.47 (95% CI: 5.50, 7.44).
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Household Member with a Significant Health Issue during Childhood

Overall, 54.0% of participants in the pediatric-onset group and 15.8% of those in the adult-onset
group indicated they grew up with someone with a significant health issue (Table 5.4). The

frequency of health issues mentioned by participants are in Figure 5.3.

Table 5.4 Growing up with a Household Member with a Significant Health Issue by IBD
Onset Group.

Pediatric-onset Adult-onset

IBD patients IBD patients
Grew up with someone with a
significant health issue N=37 % N=19 %
Yes, parent(s) 16 43.2 3 15.8
Yes, sibling 1 2.70 - -
Yes, parent and sibling 1 2.70 - -
Yes, relative(s) 2 5.41 - -




120

Figure 5.3 Type of Significant Health Issue in Household Member by IBD Onset Group.
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Significant health issue

Challenges Accessing Healthcare

Nine (24.3%) participants in the pediatric-onset group and one (5.26%) participant in the adult-
onset group answered, ‘yes’ to the question, ‘Have you ever experienced any challenges
accessing health care for your IBD?’ Challenges described by participants mainly focused on
difficulties scheduling an appointment with their specialist (n=2), travelling for care (n=2), being
on holidays and unable to access necessary care (n=2), and not feeling believed with regards to

their symptoms (n=3).
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Current Level of Comfort Interacting with the Healthcare System

I asked participants to answer on a scale of 1-10, ‘how comfortable do you currently feel
interacting with the healthcare system?’ with 1 being not comfortable and 10 being very
comfortable. In the pediatric-onset group, the mean rating was 7.19 (95% CI: 6.51, 7.86), while

in the adult-onset group, the mean rating was 8.11 (95% CI: 7.28, 8.94).

I also asked participants, ‘how comfortable did you feel interacting with the healthcare system
when you were first diagnosed?’ Table 5.5 describes how participants’ comfort interacting with
the healthcare system changed before and after being diagnosed with IBD. A decrease in a
participant’s comfort indicates that a participant became less comfortable interacting with the
healthcare system after diagnosis. This scenario could, for example, be illustrated by a

participant rating their comfort a 7 before diagnosis and a 5 after diagnosis.

Table 5.5 Change in Level of Comfort Interacting with the Healthcare System since

Diagnosis by IBD Onset Group.

Pediatric-onset IBD patients | Adult-onset IBD patients

N=34 % N=18 %
Improvement 21 61.8 13 72.2
Remain the Same 6 17.6 4 22.2
Decrease 7 20.6 1 5.56




5.3.3 Primary Outcomes

Theme: General Knowledge
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Inflammatory Bowel Disease Knowledge Inventory Device 2 (IBD-KID2)

The pediatric-onset group had a mean IBD-KID2 score of 10.5 (95% CI: 9.66, 11.3), while the

adult-onset group had a mean IBD-KID2 score of 11.8 (95% CI: 10.7, 12.9). The proportion of

participants who responded incorrectly to each of the 15 questions in the IBD-KID2 is in Table

5.6.

Table 5.6 IBD-KID2 Questions Answered Incorrectly by IBD Onset Group

Pediatric-onset IBD patients

Adult-onset IBD patients

N (%) 95% CI

N (%) 95% CI

1. From start to finish,
the correct order of the
digestive tract is:

Incorrect Answer

8(21.6%) | 9.80%, 38.2%

5(63%) | 9.20%, 51.2%

2. Doctors and scientists
know what causes IBD.

Incorrect Answer

6 (16.2%) | 6.20%, 32.0%

4(21.1%) 6.10%, 45.6%

3. Emotional stress can
trigger a flare-up of IBD.

Incorrect Answer

1(2.70%) | 0.100%, 14.2%

3(15.8%) | 3.40%, 29.6%

4. The reason someone
might have a colonoscopy
of their large bowel is to:

Incorrect Answer

2(5.40%) | 0.700%, 18.2%

2(10.5%) | 1.30%, 33.1%

5. IBD can affect organs
other than the bowels.
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Incorrect Answer

13 (35.1%)

20.2%, 53.5%

1(5.30%)

0.100%, 26.0%

6. Which one fact about
Osteoporosis (weakening
of your bones) is true?

Incorrect Answer

10 (27.0%)

13.8%, 44.1%

3 (15.8%)

3.40%, 39.6%

7. IBD that is in
remission can slow down
a young person’s growth.

Incorrect Answer

27 (73.0%)

55.9%, 86.2%

10 (52.6%)

28.9%, 75.6%

8. How do biologic
medicines work?

Incorrect Answer

6 (16.2%)

6.20%, 32.0%

2 (10.5%)

1.30%, 33.1%

9. If a person with IBD
has had no symptoms for
a few months they should
stop taking

their drugs.

Incorrect Answer

3 (8.10%)

1.70%, 21.9%

0 (0.00%)

0.000%, 17.6%*

10. If both parents have
IBD their children will
definitely develop IBD.

Incorrect Answer

11 (29.7%)

15.9%, 47.0%

4(21.1%)

6.10%, 45.6%

11. Which one fact about
complementary and
alternative products is
true? (example —

herbal drugs)

Incorrect Answer

11(29.7%)

15.9%, 47.0%

4(21.1%)

6.10%, 45.6%

12. If a person gets side
effects from taking
steroids they should stop
taking them at

once.

Incorrect Answer

20 (54.1%)

36.9%, 70.5%

8 (42.1%)

20.3%, 66.5%
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13. Not eating certain
foods will stop you having
IBD flares (example -
milk).

Incorrect Answer 26 (70.3%) | 53.0%, 84.1% 7 (36.8%) 16.3%, 61.6%

14. Which one fact about
IBD surgery is true?

Incorrect Answer 2(5.40%) | 0.70%, 18.2% 0 (0.000%) 0.000%, 17.6%*

15. People with IBD can
get all the nutrients they
need if they eat the right
foods.

Incorrect Answer 21 (56.8%) | 39.5%, 72.9% 8 (42.1%) 20.3%, 66.5%

Theme: Independence in One’s Care

Self-Management Questions

I measured self-management across ten questions. Total scores can range from 10-60 with a
higher score representing more independence in disease management. The overall median score
on the ten self-management questions was 46 (IQR: 36-56) in the pediatric-onset group and 52
(IQR: 42-56) in the adult-onset group. Appendix H contains the proportion of responses for each

self-management question by onset group type.

I then classified total scores into high self-management (scores of 50-60), moderate self-
management (scores 21-49), and low-self management (scores 10-20). Figure 5.4. shows the

proportion of each self-management score category by IBD onset group type.
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Figure 5.4. Self-Management in Study Participants by IBD Onset Group.
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Themes: Relationship with/Trust in Adult Care Team, Care Stability, & Care Team
Management

Relationship with IBD Care Team

I measured participants’ reported relationship with their IBD care team across 12 different
statements. Total scores can range from 0-48 with a higher score representing a greater
satisfaction with the relationship with the IBD care team. The overall mean score in the
pediatric-onset group was 37.4 (95% CI: 34.9, 39.9), while the overall mean score in the adult-
onset group was 37.5 (95% CI: 33.9, 41.1). Appendix I contains the proportion of responses for

each relationship with care team statement by IBD onset group type.
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I then classified scores into high satisfaction (scores 36-48), moderate satisfaction (scores 25-36),

and low satisfaction (scores 0-24). Figure 5.5 includes the proportion of each relationship rating

category by IBD onset group type.

Figure 5.5. Relationship with IBD Care Team in Study Participants by IBD Onset Groups.
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Theme: Disease Management

The Medication Adherence Report Scale (MARS-5)

The Medication Adherence Report Scale 5 (MARS-5) was administered to participants who

indicated that they were prescribed an IBD medication that relies on self-administration

(injection, oral, enemas, suppositories); therefore, patients on biologic monotherapy did not

complete the MARS-5. Nineteen participants in the pediatric-onset group and 16 in the adult-
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onset group completed the MARS-5 medication adherence questionnaire. Total scores on the

MARS-5 range from 5-25 with a higher score corresponding to higher adherence. 84.2% (16/19)

of participants in the pediatric-onset group and 93.8% (15/16) in the adult-onset group achieved

scores equal to or greater than 20. Table 5.7 includes the proportion of responses to each

response option of the MARS-5 by IBD onset group.

Table 5.7 MARS-5 Response Options by IBD Onset Group.

Reasons for missing medications

Pediatric-onset IBD patients

Adult-onset IBD patients

(N=19) (N=16)
I forget to take them N 95% CI N 95% CI
Never or Rarely 13 (68.4%) 43.4%, 87.4% 13 (81.3%) | 54.4%, 96.0%
Sometimes 4 (21.1%) 6.05%, 45.6% | 2 (12.5%) 1.60%, 38.3%
Often or Always 2 (10.5%) 1.30%, 33.1% | 1(6.30%) 0.200%, 30.2%
I alter the dose
Never or Rarely 19 (100.0%) | 82.4%-100.0%* | 13 (81.3%) | 54.4%, 96.0%
Sometimes - - 3 (18.8%) 4.10%, 45.6%
Often or Always - - - -
I stop taking them for a while
Never or Rarely 17 (89.5%) 66.9%, 98.7% | 15(93.8%) | 69.8%, 99.8%
Sometimes 1 (5.26%) 0.100%, 26.0% | 1 (6.30%) .200%, 30.2%
Often or Always 1 (5.26%) 0.100%, 26.0% | - -
I decided to miss out a dose
Never or Rarely 17 (89.5%) 66.9%, 98.7% | 14 (87.5%) | 61.7%, 98.4%
Sometimes 2 (10.5%) 1.300%, 33.1% | 1 (6.30%) .200%, 30.2%
Often or Always - - 1 (6.30%) .200%, 30.2%
I take less than instructed
Never or Rarely 19 (100.0%) | 82.4%-100.0%* | 15 (93.8%) | 69.8%, 99.8%
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Sometimes

Often or Always

1 (6.30%)

.200%, 30.2%

*QOne-sided 97.5% CI

The Medication Adherence Report Scale (MARS-5): Medical Appointments

Seven participants (18.9%) with pediatric-onset IBD and three (15.8%) with adult-onset IBD

indicated they had missed at least one medical IBD appointment in the past year. Scheduled

medical appointments included infusion, endoscopy, and clinical medical appointments. Of the

*Participants were able to select more than one response

ten participants

who missed at least one appointment, seven (70.0%) indicated that they had only missed one

IBD medical appointment in the past year, two indicated three (20.0%), and one (10.0%)

estimated between 5-8. Participants’ reasons for missing appointments are reported in Figure

5.6.

Figure 5.6 Reasons for Missing Medical Appointments by IBD Onset Group
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5.3.4. Exploratory Variables

5.3.5 IBD Impact on Life Domains

As previously outlined, the Secondary 7 Lifestyle Effects Screening (S7-LES) assesses the
impact of a chronic illness (IBD) on seven different life domains. Thirty-two (86.5%)
participants in the pediatric-onset group and 16 (84.2%) in the adult-onset group indicated IBD
impacted at least one life domain. In the pediatric-onset group, the mean number of life domains
that participants reported being impacted by their IBD was 2.73 (95% CI: 2.04, 3.42). In the

adult-onset group, the mean number of impacted life domains was 2.84 (95% CI: 1.94, 3.74).

For each life domain that participants indicated was impacted by their IBD, they were asked
whether they were experiencing emotional difficulties as a result of the impact of IBD on that
life domain. Twenty-four (64.9%) participants in the pediatric-onset group and 16 (84.2%) in the
adult-onset group indicated that they were experiencing emotional difficulties in at least one life
domain. The mean number of life domains participants were experiencing emotional difficulties
in was 2.53 (95% CI: 1.75, 3.31) in the pediatric-onset group and 2.69 (95% CI: 1.70, 3.67) in
the adult-onset group. Figures 5.7.1 and 5.7.2 presents the proportions of life domains impacted
by IBD and the proportions of participants experiencing emotional difficulties within each life

domain. Appendix J contains the distribution of responses for each life domain question.
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Figure 5.7.1 Life Domains Impacted by IBD by IBD Onset Group
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Figure 5.7.2 Life Domains Study Participants are Experiencing Emotional Difficulties in by
IBD Onset Group.
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5.3.6. Shame and Resilience

Chronic Illness-Related Shame Scale (CISS)

As previously outlined, total scores on the Chronic Illness-Related Shame Scale can range from
0-28 with scores on each question ranging from 0-4. A higher score indicates higher level of
shame associated with illness. The mean score on the Chronic Illness-Related Shame Scale was
10.0 (95% CI: 7.61, 12.4) in the pediatric-onset group and 10.4 (95% CI: 6.80, 13.9) in the adult-
onset group. Further, 27.0% of participants in the pediatric-onset group and 31.6% of
participants in the adult-onset group obtained scores of 14-28, which corresponds to a
combination of the response options ‘sometimes’, ‘frequently’ and ‘always true’. Table 5.8
displays mean scores for each question of the chronic illness-related shame scale. Appendix K

contains the distribution of response options to each statement on the CISS.

Table 5.8 Mean Scores on Each Question of the Chronic Illness Related Shame Scale by

IBD Onset Group.

Pediatric-onset IBD Adult-onset IBD
patients patients
Mean 95% CI Mean 95% CI

I feel isolated/alone due to my illness. 1.51 1.15, 1.88 1.58 1.06, 2.09
I’m ashamed of talking with others about my
illness or symptoms 1.57 1.19, 1.95 1.68 1.02, 2.35
I feel inferior and disregard myself because of
my illness. 1.08 0.740, 1.43 1.00 0.440, 1.56
I feel that my illness is embarrassing. 1.59 1.15, 2.04 1.84 1.17, 2.51
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I’m insecure due to my illness. 1.57 1.16, 1.98 1.74 1.04, 2.43
I feel that others may evaluate me negatively (or

criticize me) due to my illness and symptoms. 1.35 0.920, 1.78 1.42 0.770, 2.07
I feel inadequate because of my illness and

symptoms. 1.32 0.920, 1.73 1.11 0.460, 1.75

Connor-Davidson Resilience Scale (CD-RISC-10)

As outlined in Chapter 5.5.3, total scores on the Connor-Davidson resilience scale (CD-RISC-

10) can range from 0-40. A higher score indicates greater resilience associated with illness. The

mean score on the CD-RISC-10 scale was 26.7 (95% CI: 24.5, 28.9) in pediatric-onset group and

28.8 (95% CI: 25.0, 32.6) in the adult-onset group. 11.1% of participants in the pediatric-onset

and 27.8% of participants in the adult-onset group met the score cut off for high resilience (high

resilience score > 35). Table 5.9 displays mean scores for each question of the Connor-Davidson

resilience scale. Appendix L contains the distribution of response options to each statement on

the CD-RISC-10.

Table 5.9 Mean Scores on Each Question of the Connor-Davidson Resilience Scale by IBD

Onset Group

Pediatric-onset IBD

Adult-onset IBD

patients patients
Mean 95% CI Mean 95% CI
I am able to adapt when changes occur. 2.86 2.60, 3.12 2.84 2.44, 3.24
I can deal with whatever comes my way. 2.70 2.44, 3.00 2.84 2.39, 3.31
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I try to see the humorous side of things when I

am faced with problems. 2.78 2.47, 3.09 3.16 2.76, 3.56
Having to cope with stress can make me

stronger. 243 2.08, 2.78 2.58 2.02,3.14
I tend to bounce back after illness, injury, or

other hardships. 2.97 2.73,3.21 2.95 251, 3.39
I believe I can achieve my goals, even if there are

obstacles. 3.05 2.80, 3.30 3.11 2.65, 3.56
Under pressure, I stay focused and think clearly. 2.49 2.10, 2.88 2.79 2.35,3.23
I am not easily discouraged by failure. 2.22 1.87, 2.56 2.56 2.10, 3.01
I think of myself as a strong person when dealing

with life’s challenges and difficulties. 2.78 2,44, 3.13 2.79 2.20, 3.38
I am able to handle unpleasant or painful

feelings like sadness, fear, and anger. 2.53 2.20, 2.86 2.95 2.57,3.32

5.4 Discussion

In this discussion, I first discuss the objective of assessing the achievement of health care

autonomy indicators in patients with pediatric-onset IBD who have transferred from pediatric to

adult care. I then discuss the second objective of assessing similarities and differences between

the participants with pediatric-onset and those with adult-onset IBD.

5.4.1 Achievement of Health Care Autonomy Indicators in Patients with Pediatric-onset

IBD

For the first objective of assessing the overall achievement of health care autonomy indicators in

participants with pediatric-onset IBD, the study findings suggest both support for the
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achievement of health care autonomy indicators and areas where more support is needed for
participants. Participants with pediatric-onset IBD had adequate overall IBD knowledge, as
indicated by a mean score of 10.5 on the IBD-KID2. This mean score is comparable with the
mean score of 10.9 reported in a study that validated the use of IBD-KID2 in 75 adults with
IBD'8. While the overall IBD knowledge among participants was good, the results also suggest
the need for further education on specific topics in this patient population. For example, a large
proportion (73.0%) of participants with pediatric-onset IBD selected the incorrect answer to
‘IBD that is in remission can slow down a young person’s growth’ and ‘Not eating certain foods
will stop you having IBD flares’ which was answered incorrectly by 70.3% of participants with
pediatric-onset IBD. Additionally, over half of these participants selected the incorrect answer on

the questions about steroids (54.1%) and getting nutrients from food (56.8%).

A large proportion (46.0%) of participants with pediatric-onset IBD had a high level of
independence in their IBD care based on the scores on the ten self-management questions, which
suggests that most participants with pediatric-onset IBD have taken on most of the responsibility
for their disease management. While there was a low proportion of these participants who had a
score in the ‘low self-management’ category (2.70%), most participants (51.4%) had scores in
the moderate-self management category. The moderate self-management category reflects
aspects of IBD care where patients have not yet attained full independence as they continue to
rely on other individuals (e.g., parents or partners), for either the complete IBD management or
assistance in their IBD management. Patients with scores categorized into the moderate self-
management group may benefit from additional support to attain full independence in managing

their IBD care.
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Although the majority (51.4%) of participants with pediatric-onset IBD reported a total score
corresponding to high satisfaction with their relationship with their IBD care team, a large
proportion (43.2%) reported a total score corresponding to moderate satisfaction. Statements
with a higher proportion of ‘neutral’ or disagree’ responses pertain to aspects of holistic care. For
example, 37.6% of participants with pediatric-onset IBD answered ‘neutral’ or ‘disagree’ to the
statement, ‘/ feel my health care team supports my goals beyond my disease.’ and 40.0%
answered ‘neutral’ or ‘disagree’ to the statement, ‘I feel my health care team takes the time to get
to know me.” These statements in particular represent an area where the health care team can

improve on the care delivered to ultimately better support patients.

With respect to the theme of disease management, 84.2% of participants with pediatric-onset
IBD reported scores corresponding to high medication adherence (>35). Additionally, 10.5% of
these participants selected ‘often’ or ‘always’ to the statement, ‘I forget to take them’ as a reason
for missing medications. Seven (18.9%) participants with pediatric-onset IBD reported missing
at least one medical appointment in the past year. Of these seven participants, three reported
missing their medical appointment because they were sick, while three reported missing their
medical appointment because they forgot about it. These results suggest that although adherence
to medication and medical appointments was high, there remains a proportion of patients who

may benefit from supports to enhance their autonomy.

To conclude, while most participants with pediatric-onset IBD who have transferred from

pediatric to adult care demonstrated achievement of some health care autonomy indicators, there
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still remain areas in need of improvement. For example, most scores on self-management and
relationship with IBD care team fell into the moderate category, which suggests that these are
areas where further support may be beneficial in helping patients achieve higher scores.
Similarly, scores on specific IBD-KID2 questions demonstrate areas where most patients did not
have adequate knowledge (e.g., impact of remission, relationship with food, and IBD flares).
Additionally, since forgetfulness was identified in participants with pediatric-onset IBD as the
most common reason for nonadherence to both medication and medical appointments, supports
could prioritize providing patients with resources, such as appointment reminder apps, to help

them keep track of appointments.

5.4.2 Similarities and Differences of Achievement of Health care Autonomy Indicators in

Patients with Pediatric-Onset IBD and Patients with Adult-Onset IBD

Participants in the pediatric-onset group reported a somewhat lower average rating of their level
of comfort interacting with the healthcare system (mean score: 7.19) compared to those in the
adult-onset group (mean score: 8.11). Further, the pediatric-onset group had a substantially
higher proportion of participants who reported a decrease in level of comfort interacting with the
healthcare system from diagnosis to now when compared to the adult-onset group (20.6% vs.
5.56%). While the clinical significance of a one-point difference in the level of comfort between
the groups is unknown, the results suggest that prior experience with pediatric care may have an

impact on current level of comfort in adult care.
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The results suggest similarities and differences in the achievement of health care autonomy
indicators between participants with pediatric-onset and those with adult-onset IBD. With respect
to IBD knowledge, participants in the pediatric-onset group scored slightly lower than
participants in the adult-onset group with mean scores of 10.5 (pediatric-onset) and 11.8 (adult-
onset). While the mean score for the adult-onset group surpassed that of the pediatric-onset
group by 1.3 points, it important to consider whether this difference holds clinical significance in
terms of differences in patient outcomes. Further, while As mentioned above, the mean score of
10.5 in the pediatric-onset group is consistent with the validation study in adults with IBD that
reported a mean score of 10.9, but the mean score in the adult-onset group (11.8) is slightly

higher than the validation study'®.

The self-management mean scores between the pediatric-onset (46) group and the adult-onset
group (52) were similar with indications of slightly higher independence in the adult-onset
group. Fishman et al (2016) administered the same questions used in my study to 141 IBD
patients aged 25 to 50 (mean age of 36) and found a higher level of independence in completing
tasks compared to my results'. For example, in the older adult study, 92.9% of patients indicated
‘only me’ to the answering doctor’s questions during the visit where in my study ‘only me’ was
selected by 59.5% of participants in the pediatric-onset group and by 78.9% of participants in the
adult-onset group. Similarly, in the older adult study, 91.5% of participants selected ‘only me’
when asked who scheduled their own office visit and 85.1% selected ‘only me’ when asked who
contacted the doctor or nurse between visits if there was a problem. In my study, 56.8% of
pediatric-onset patients and 89.5% of adult-onset patients scheduled their own office visits, while

62.2% of pediatric-onset patients and 89.5% of adult-onset patients were the ones who primarily
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contacted their health care team. Interestingly, in the older adult study, 56.0% of older adults
independently picked up medication from the pharmacy. This finding is similar to my study that
reported 59.5% of participants in the pediatric-onset group and 52.6% of those in the adult-onset
group were fully independent in picking up their medications. A potential explanation for the
lower independence observed in picking up medications, as suggested by the older adult study,
may be that picking up medications is influenced more by convenience than independence.
Furthermore, in the context of my study, convenience may be accentuated, given that the
participants were at an age when individuals are less likely to have the means or ability to drive
themselves to a pharmacy. The comparison between my study and the older age study on
independence suggests that participants in the emerging adulthood period with pediatric-onset
IBD lack full independence in their care, whereas those with adult-onset IBD exhibited greater
independence. While a higher proportion of participants in the pediatric-onset group (51.4%) fell
into the moderate self-management category compared to those in the adult-onset group (42.1%),
it is worth noting the potential for differences within the moderate self-management category in
the responses of each group. For instance, the pediatric-onset group may exhibit greater diversity
in the responses ranging from ‘only me’, ‘mostly me’, to ‘me and parent’, whereas the adult-
onset group may exhibit more polarization, with responses tending to be either ‘only me’ or
‘mostly parent’. These results suggest that participants with pediatric-onset IBD may require
more time to achieve independence in managing their IBD compared to those with adult-onset
IBD. Furthermore, the suggested delay in achieving full independence among participants with
pediatric-onset IBD may also imply parental reluctance to fully handover responsibility for IBD

management to their child.
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The mean overall score of participants’ reported relationship with their IBD care team was
nearly identical between the pediatric-onset group (37.4) and the adult-onset group (37.5). The
finding of nearly identical scores is interesting as pre-transfer patients with various chronic
diseases have described difficulties and sadness about leaving behind the long-term relationship
they had with their pediatric care team?’°. It might be anticipated that as a result of being
reluctant to give up their long-term relationship with their pediatric team, patients with pediatric-
onset chronic diseases may be more critical of or dissatisfied with their relationship with their
adult team. My results suggest that the experience in pediatric care may not negatively impact
participants’ perceptions of their relationship with their adult care team, as evidenced by similar
overall mean scores between participants with pediatric-onset IBD and those with adult-onset

IBD who have not had an established relationship with a pediatric care team.

Participants in the pediatric-onset group and those in the adult-onset group had high adherence to
medications (=80%) according to the medication adherence report scale (MARS-5). Although
my study had a small number of participants who completed the MARS-5, the results are
consistent with other studies in IBD that showed adherence rates of >80%3>"%2. Crohn’s disease
has been identified as a predictor of medication adherence; therefore, the high medication
adherence in my study could be attributed to the high proportion of participants with Crohn’s
disease (70.9% of pediatric-onset patients, 78.9% of adult-onset patients)*!. Further, while our
study used a cut off for medication adherence, an Australian study with 129 IBD patients (50
pediatric, 38 transitioned, and 41 young adults) found no significant differences in medication
nonadherence between adults with pediatric-onset IBD who have transitioned to adult care and

those with adult-onset IBD2. This finding from the Australian study complements our finding of
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similar proportions of patients with medication adherence between young adults with pediatric-
onset IBD and those with adult-onset IBD, suggesting that medication adherence may not be

influenced by age period of IBD onset.

As it relates to medical appointment adherence, there were similarities in the proportions of
participants in the pediatric-onset group (15.8%) and those in the adult-onset group (18.9%) who
missed at least one medical appointment in the past year. Although IBD studies have found that

patients are more likely to miss medical appointments during transition*>>3

, my results suggest
that the number of young adults with pediatric-onset IBD who missed at least one medical

appointment is similar to those diagnosed with adult-onset IBD. It is possible that in medical

appointment adherence between the groups would emerge with a larger study size.

5.4.3 Exploratory Variables

As previously outlined, I included a few exploratory variables that were not identified as health

care autonomy indicators, but could be used to inform future research.

Impact of IBD on Life Domains, Resilience, and Shame

The results of the secondary 7 lifestyle effects screening (S7-LES) suggest that participants in
both the pediatric-onset and those in the adult-onset group report a similar mean number of life
domains impacted by IBD (2.73 vs 2.84) and report experiencing emotional difficulties in a

comparable number of life domains (2.53 vs. 2.69).
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The mean score on the Chronic Illness-related Shame Scale (CISS) was similar in the pediatric-
onset (10.0, [95% CI: 7.61, 12.4]) group and the adult-onset group (10.4, [95% CI: 6.80, 13.9]).
In a 2020 Portuguese study with 161 IBD patients aged 19-76 years old (mean age: 36.7), the
mean CISS score was 8.64%. In a study with college students who had a chronic health condition
the mean CISS score was 6.58. Although this study had participants who were closer in age to
the participants used in my study, the most common chronic health condition reported was
asthma (22.6%) with only 9.6% having Crohn’s disease; therefore, this study may not be relevant
to mine as the type of chronic health condition may impact CISS scores*®. Similarly, my study
)7

had higher mean scores than studies of shame in adults with breast cancer (mean: 6.75)°’ and

knee osteoarthritis (mean: 4.25). The finding of higher shame scores in my study compared to
other conditions may be attributed to specific challenges associated with IBD, such as the
unpredictable nature of symptoms (e.g., potential bowel urgency and incontinence), which may
negatively impact social relationships and self-perception. Collectively, these factors may

contribute to a higher level of shame that may be less common in other chronic conditions,

where such factors might be less prevalent.

Greater resilience is thought to reduce the effects of shame and ultimately contribute to greater
quality of life in IBD patients®*>*°, In my study, the mean score on the Connor-Davidson
resilience scale (CD-RISC 10) was 26.7 (95% CI: 24.5, 28.9) in the pediatric-onset group and
28.8 in the adult-onset group (95% CI: 25.0, 32.6).The resilience scores in the two groups were

similar or slightly lower than other studies in adults with IBD (mean CD-RISC of 29)** and in
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adolescent/young adult IBD patients (mean CD-RISC of 30.5)%. Further, participants in both
groups in my study exhibited lower or slightly lower resilience scores compared to nationwide

studies involving over 2,500 young adults aged 18-35 without a chronic condition, conducted in

Poland (CD-RISC mean score: 35.5) and Scotland (CD-RISC mean score: 29.6)*!42,

5.4.4 Strengths and Limitations

A key strength of this study is that it takes a multidisciplinary approach in assessing multiple
aspects of transition outcomes, rather than focusing on one or two outcomes. The online
asynchronous delivery of the questionnaire provided participants with flexibility to complete it
so that participants who did not have time in clinic to complete the questionnaire, could still
participate in the study. Additionally, participants who may have declined participation in other
research studies, such as semi-structured interviews or prospective studies requiring follow-up,
may have been more likely to participate in the one-time survey study due to low demand. This
explanation may be supported by my data in which 53.5% of participants indicated that they
were not interested in participating in an interview study about challenges they faced in their
IBD care. If | had chosen a different study design that required follow-up or was more time-
intensive, there might have been lower participant participation, potentially limiting the

generalizability of the findings.

This study has several limitations. Firstly, while I utilized tools validated for the IBD population,
some health care autonomy indicators could not be measured by existing tools. In such cases, I

created statements based on the indicator descriptions. However, this approach introduced some
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limitations, as these statements might not fully capture the intended indicators. This could lead to
inconsistent results among participants and limit generalizability of the findings. An additional
limitation is a small sample size, particularly in the adult-onset group there were only 19
patients. Due to the limited sample size, there were instances of low counts for certain outcomes
(e.g., one pediatric-onset participant with low self-management). As a result, the small study size

limited my ability to estimate associations with adequate precision.

Additional limitations relate to the participant characteristics and the generalizability of the study
results. First, as most participants were seen by one of four gastroenterologists, there may be
similarities in their care experiences. Similarities in care experience may influence responses to

the relationship with IBD care team statements so that there is less variability in responses.

Self-selection bias may also be a limitation as participants who agreed to complete the
questionnaire might have exhibited greater independence and responsibility in other areas of
their life, as well as greater independence in their IBD care and greater IBD knowledge,
compared to those who do not complete the questionnaire. If the study is impacted by a self-
selection bias of this kind, I may have overestimated the achievement of favorable outcomes in
the population. Unfortunately, because of the types of recruitment strategies used, I am unable to

know how many patients were made aware of the study and declined participation.
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This study may be subject to differential misclassification due to the influence of social
desirability as participants may be reluctant to disclose negative experiences and to select
extreme answers. For example, participants may be less inclined to select ‘disagree’ or ‘strongly
disagree’ to a statement about their IBD care team and instead select ‘neutral’. If this is the case,
the results may have appeared more favorable, suggesting that participants achieved better
outcomes. To counter some of the influence of social desirability, I defined moderate self-
management and moderate satisfaction of relationship with IBD care term to include a

combination of the ‘strongly disagree’, ‘disagree’, and ‘neutral’ responses.
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Part I11: Bringing it all together: Improving Outcomes for IBD Transition

In the final chapter of this thesis, I bring together all the findings presented in this thesis through
a discussion of the main findings and outline future directions. Importantly, I also provide

personal reflections on the challenges I faced throughout this thesis.
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Chapter 6. Conclusions

6.1 Summary of Findings

I characterized transition success by conducting semi-structured interviews with transitioned
patients, their parents, and IBD health care providers. Through the interviews, I identified seven
themes of outcomes signaling the achievement of transition success. The seven themes that
emerged across the partner groups include, 1. Health Outcomes (Patients); 2. Care Stability
(Patients); 3. Relationship with/Trust in Adult Care Team (Parents & Parents); 4. Care Team
Management (Parents); 5. Disease Management (Parents & Providers); 6. General Knowledge
(Providers); 7. Independence in One’s Care (Patients, Parents & Providers). These themes
characterize partners’ perceptions of the indicators of successful transition, and also the

difference between how each partner group characterizes successful transition.

The differences between each partner group are further demonstrated through the descriptions of
transition facilitators and barriers from pediatric to adult care in Chapter 3. The findings suggest
that partners view the following themes as facilitators of transition: 1. Preparedness (Patients,
Parents & Providers); 2. Supportive Adult Care Team (Patients & Parents); 3. Patient
Characteristics (Parents & Providers); 4. Supportive Parents and Home Environment (Providers).
Partners view the following themes as barriers to transition: 1. Patient Factors (Providers &
Parents); 2. Hovering Parents and Family Factors (Providers); 3. Navigating a New Health Care
System (Patients); 4. Travel to Clinic (Patients & Providers). In the subsequent chapters, I refer

to transition success outcomes as health care autonomy indicators.
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Overall, the results of the cross-sectional study suggest that most patients with pediatric-onset
IBD who transferred to adult care achieved adequate scores on health care autonomy indicators.
An adequate achievement of health care autonomy is supported by IBD knowledge scores
similar to those in the original studies, high or moderate self-management scores (98.3% of
participants), high or moderate satisfaction of the relationship with IBD care team (94.6% of
participants), and high medication and appointment adherence (84.2% & 81.1%). Scores on
health care autonomy indicators measured in young adults with pediatric-onset IBD were similar
compared to young adults with adult-onset IBD. These similarities existed in self-management
(51.4% of participants), high satisfaction of the relationship with care team (47.4%) and high
medication and appointment adherence (93.8% vs. 84.2%). IBD knowledge appeared to be
slightly higher in the adult-onset group compared to the pediatric-onset group. Additionally,
participants with adult-onset IBD demonstrated greater resilience, with a mean score of 28.8,
compared to those with pediatric-onset IBD, who had a mean score of 26.7. I also found
similarities with respect to the exploratory variables, such that both participants with pediatric-
onset IBD and those with adult-onset IBD identified IBD as having an impact on more than one

life domain, and had similar levels of shame related to their illness.

While the findings presented in this thesis offer valuable insights into the area of transition for
IBD patients, it is important to acknowledge limitations regarding the generalizability and
considerations of equity, diversity, and inclusion (EDI) within the study population. Firstly,
nearly all participants in the qualitative study (Chapter 3) reported viewing their transition as
successful, suggesting that the patient sample may primarily represent those who have had

favorable transition experiences. Additionally, I conducted the semi-structured interviews
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virtually during the COVID-19 pandemic, which may have excluded patients without reliable
communication means or those who had to work during the pandemic, potentially skewing the
sample towards individuals of higher socioeconomic status. Furthermore, the participant
characteristics in the cross-sectional study (Chapter 5) may limit the generalizability of the
findings to the broader population of young adults with IBD. For example, over 70% of
participants identified as white and over 90% were born in Canada. The perspectives of IBD
patients from other racial backgrounds or those who have immigrated to Canada, and who may
face different systemic and cultural challenges, are not represented in this study. Additionally,
recruitment primarily from clinic settings may have limited the representativeness of the sample,
as the perspectives of individuals who have difficulty accessing care or are in remission and do
not frequently see their IBD provider may not be reflected in the findings. Overall, these
limitations underscore the need to adopt more diverse and inclusive methodologies to ensure that

the findings are applicable to the entire young adult with IBD population.

6.2 Challenges and Lessons Learned

The design of part I of this thesis began in March 2020. As a result, this study overlapped with
the COVID-19 pandemic. Challenges related to starting a study during COVID-19 included a
delay in obtaining necessary approvals due to the prioritization of COVID-19 studies and having
to adapt to the COVID-19 restrictions in place leading to a change in the format of the semi-
structured interviews from in-person interviews to virtual interviews. Once approvals were in
place, the study had a high positive response rate, with 77% (17/22) of contacted patients

agreeing to participate. Despite the challenges posed by the COVID-19 pandemic, it may have
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also benefited this study. Participants may have been at home with more time available to
participate, and the virtual interview format was more widely accepted, potentially facilitating

participation for participants who would have been unable to attend in-person interviews.

In part II of this thesis, the challenge was how best to measure the outcomes characterized in part
I. Initially, I proceeded with conducting an electronic medical chart review of patients who had
undergone the transition from pediatric to adult care within the past 5 years. I proceeded with
extracting the identified outcome variables, but faced some challenges. The first challenge was
that I was unable to extract all the outcome variables that were more patient-focused (e.g.,
disease knowledge, relationship with care team) and the outcome variables that I could extract
were limited by the accuracy of provider notes (e.g., reporting of medication adherence, accurate
disease history). The second challenge was that not all of the IBD clinics were on Connect Care
at the time so I was restricted to using patients who transferred from the Edmonton Pediatric IBD
Clinic to the University of Alberta IBD Clinic resulting in a sample size limitation (about 100-
150 patients). Further, even with the use of administrative data, analysts were unable to
distinguish IBD patients throughout Alberta who were diagnosed in pediatric care from those
who were diagnosed in adult care without relying on hospitalizations or emergency department
visits, which would exclude patients who met the criteria, but had not experienced one of these
health care utilization events while in childhood/adolescence. For these reasons, I decided to

proceed with the study outlined in this thesis.

Like the qualitative study, the cross-sectional study also experienced challenges. I experienced

challenges mainly with time delays through needing to obtain permission from authors to use
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tools, and needing to obtain operational and administrative approvals to start patient recruitment

from sites throughout Alberta.

Further, while most patients who were approached about the study expressed an interest in
participating, individuals aged 18-25 represent a small proportion of IBD patients in Alberta, so
recruitment took a long time. For example, the University of Alberta IBD clinic has
approximately 6-10 patients a week meeting the study criteria so obtaining an adequate sample to
participate in the study within timeframe of this thesis was difficult. Because of the low number
of patients seen in clinic, efforts focused on expanding recruitment beyond clinics to include
advertising the study in university emails, infusion clinics, on social media, and using lists of
patients who had already consented to being contacted about research. While I attempted to
anticipate and account for time delays before initiating this study, it proved challenging to
predict the exact duration of delays, especially when delays affected subsequent steps of the

study.

While both studies in this thesis experienced challenges, the qualitative study did not struggle
with sample size; whereas, this was a challenge in the second study. Notably, the transition IBD
population is relatively small, which could make recruitment a prolonged process. Given this
constraint, qualitative studies may be more appropriate approach to provide rich data on aspects

of the complex phenomenon of transition.
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6.3 Future Directions

This thesis provides the foundation for future research. As outlined in the discussion of Chapter
3, the characterization of the indicators of successful transition provides guidance for the design
of transition interventions that focuses on my study’s definition of transition success.
Additionally, efforts should focus on promoting facilitators and reducing barriers as

characterized in Chapter 3.

The results suggest that there is a large proportion of patients with pediatric-onset IBD whose
self-management score is in the moderate categories (e.g., 51.4% in self-management; 43.2% in
relationship). Understanding the clinical significance of the scores is essential for setting targets
for patient achievement. For example, exploring whether there are differences in clinical
outcomes, such as disease activity, hospitalization, etc., between patients who fall into moderate
or high categories on the scores would allow us to determine if there is benefit to delivering

transition interventions to patients with moderate scores.

Further, since the study had a small sample size, I was unable to estimate associations between
exposures and outcomes with adequate precision. For example, since most participants achieved
high or moderate scores on self-management and only a few achieved low scores, the small
number of participants with low self-management scores limited my ability to estimate
associations with adequate precision. Future studies will focus on the recruitment of more
participants. More participants will allow for the identification of predicators transition outcomes

in participants with pediatric-onset IBD and those with adult-onset IBD. Overall, investigating
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predictors of poor outcomes will help identify patient populations that could benefit from

interventions aimed at improving overall scores.

The exploratory variables in the cross-sectional study provided insight into the impact of IBD on
various life domains, as well as insight into participant’s IBD-related shame and resilience.
Future studies should explore the relationship between these three variables and how these
variables impact the achievement of health care autonomy indicators. Further, a large proportion
of participants in both the pediatric-onset group and in the adult-onset group reported IBD
impacting at least one life domain (86.5% & 84.2%) and reported experiencing emotional
difficulties in at least one life domain (64.9% & 84.2%). These findings of the impact of IBD on
life domains warrants future research focused on investigating the underlying reasons for why
IBD is impacting their life domains. Additionally, future research should collaborate with
patients to investigate optimal strategies for supporting patients with the aim of mitigating the
impact of IBD. Studies could also investigate the impact of other chronic diseases on life
domains to determine whether my findings are specific to IBD or similar to those with other

chronic diseases.

Knowledge translation of the work presented in this thesis will be a central focus, ensuring a
widespread awareness and impact of this scholarly work. Efforts will include disseminating
research findings to health care providers through manuscript publication, conference
presentations, and informal engagements to foster dialogue about the important contributions
made in this thesis. A significant aspect of knowledge translation efforts will be engaging and

collaborating with partners such as patients and parents. It is crucial that patients are informed
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about the outcomes and efforts to improve care for young adults with IBD. Future knowledge
translation initiatives might involve establishing a patient advisory committee to collaborate with
patients in interpreting the results and implementing findings. This collaboration could also

extend to designing interventions to enhance the care provided to young adults with IBD.

6.4 Conclusion

To conclude, the work presented in this thesis contributes to improving the care delivered to
young adults with IBD. By characterizing the outcomes of transition success, [ was able to
implement these findings by designing a cross-sectional study aimed at measuring these
outcomes. This cross-sectional study reported that while most of the patients with pediatric-onset
IBD achieved the indicators of transition success, there are areas, such as specific knowledge
gaps and self-management tasks, where the health care team can better support patients. Overall,
health care providers can develop a targeted approach to support patients in the achievement of

the indicators of transition success; ultimately, promoting personalized IBD care.
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PsycINFO
# Searches Results
1 Continuity of patient care.mp. 2512
2 Transition to adult care.mp. 284
3 Transitional care.mp. 396
4 (transition*adj4 care).mp. 2759
5 Change of care.mp. 167
6 P?ediatric to adult care.mp. 118
7 lor2or3ord4or5or6 5345
8 Inflammatory bowel diseases.mp. 414
9 (IBD or inflammatory bowel disease* or crohn’s or 2111
colitis).mp.
10 | 8or9 2111
11 | 7and 10 16
Embase (OVID)
# Searches Results
1 Exp transition to adult care/ 2051
2 Exp transitional care/ 3350
3 Continuity of patient care.mp. 893
4 (transition*adj4 care).mp. 16678
5 Change of care.mp. 806
6 P?ediatric to adult care.mp. 1132
7 lor2or3ord4or5or6 18697
8 Exp inflammatory bowel disease/ 156711
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9 (IBD or inflammatory bowel disease* or crohn’s or 224197
colitis).mp.

10 | 8o0r9 235482

11 | 7and 10 374

Medline (OVID)

# Searches Results

1 “continuity of patient care”/ or transition to adult care/ | 21,557
or transitional care/

2 (transition*adj4 care).ti,ab,kw. 8,079

3 Change of care.ti,ab. 559

4 P?ediatric to adult care.ti,ab. 561

5 lor2or3or4 27,967

6 Exp Inflammatory Bowel Disease/ 82,273

7 (IBD or inflammatory bowel disease* or crohn’s or 122,155
colitis).ti,ab,kw.

8 6or7 135,425

9 5and 8 166

CINAHL

# Searches Results

S1 | (MH “Continuity of Patient Care”) OR (MH “Transitional | 16,676
Care”)

S2 | (transition* N4 (care or program®*)) 12,385

S3 | “change of care” 376

S4 | “p?ediatric to adult care” 71

S5 | S10ORS2ORS30ORS4 26,213
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S6 | (MH “Inflammatory Bowel Diseases”) OR (MH “Colitis, 15,621
Ulcerative”) OR (MH “Crohn Disease”)
S7 | (IBD or “inflammatory bowel disease”or crohn’s or 25,625
colitis)
S8 | S6 ORS7 25,625
S9 | S5AND S8 98
Scopus

( TITLE-ABS-KEY ( ( transition®* W/4 (care OR program* )) OR "continuity of
care" OR "change of care" OR "p?ediatric to adult care" ) AND TITLE-ABS-
KEY ((ibd OR "inflammatory bowel disease*" OR crohn* OR colitis ) ) )
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Defining and Predicting Transition Success in Young Adults with Inflammatory Bowel

Information Sheet & Consent: Semi-Structured Interview

Principal Investigator

Dr. Karen Kroeker

Zeidler Gastrointestinal Health Centre
University of Alberta

8540 112 St

Edmonton, AB T6G 2X8

780-492-4873

Graduate Student/Study Coordinator
Allison Bihari

Zeidler Gastrointestinal Health Centre
University of Alberta

780-248-1040

What is transition?

Transition refers to the period of time around the transfer from pediatric into adult care. This

period of transition can be stressful for young adults as they are expected to take responsibility
for their own health, while having to balance the regular challenges associated with becoming a
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young adult, such as becoming more financially independent, moving out, and starting
postsecondary schooling.

Why do we want to do this study?

During this transition period, some patients may be more likely to miss appointments, not take
their medications regularly and therefore, have more flares, ER visits, or need surgery. We want
to understand more about the outcomes associated with transition in inflammatory bowel disease.
As transition is a process that involves parents, patients, and health care providers we believe
that understanding its success should also reflect the perspectives of these key groups. Therefore,
the information that you provide during the interview will contribute to our understanding of
what transition success is. This definition of transition success will contribute to the development
of' a model that could be used to predict patients who are unlikely to achieve transition success,
and thus, who will need more support during transition.

What would be your role as a study participant?

As a study participant, you will have the option to choose between a telephone or an online video
(Google Hangouts or Skype) interview with our research coordinator. Additionally, if the current
social distancing requirements due to the covid-19 pandemic have been lifted, you will also have
the option to choose to participate in an in-person interview. During the interview, you will be
asked about your experience transitioning, your opinions on what defines a successful and an
unsuccessful transition and any factors that you believe influences experiencing a successful
transition. All interviews will be audio recorded and then transcribed to be analyzed. The
information that you provide during the interview will be confidential. During the interview, you
may ask that the recorder be turned off at any time and you do not have to answer every
question. Additionally, the total time to complete the interview is estimated to be between 45-60
minutes.

Who will have access to your information?

Only the individuals directly involved in this study will have access to the information you
disclose during the interview. Your identity will remain anonymous in any published report and
the information you provide will be confidential unless its release is required by law. The Health
Research Ethics Board may also have access to your records to monitor the research and verify
accuracy of the data.
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Why consider helping us?

By being a participant in this study, you will be contributing to advancements in IBD transition
research. The information you provide will allow us to better understand transition outcomes.
This study will also be used to fulfill the requirements for a graduate degree for the graduate
student involved in this project. Additionally, you will be compensated with a $15 gift card if a
telephone or online video interview is conducted and a $20 gift card for an in-person interview
once the current social distancing requirements have been lifted.

What if you change your mind after participating in the study?

Y our participation in this study is completely voluntary and you are free to withdraw from the
study at any time up until the completion of data analysis. If you wish to withdraw from the
study, you must express your desire to the project coordinator. As a participant, you will be
entitled to the gift card even if you choose to withdraw from the study early.

Who should you contact if you have concerns or questions?

If you have concerns about your rights as a study participant, you may contact the University of
Alberta Health Research Ethics Board at 780-492-9724. This office is independent of the study
investigators.

If you have questions or concerns about this study, please contact any of the individuals below.

Allison Bihari, University of Alberta, Project Coordinator: 780-248-1040 or bihari@ualberta.ca

Dr. Karen Kroeker, University of Alberta, Principal Investigator: 780-492-4873



189

Title of Study: Defining and Predicting Transition Success for
Young Adults with Inflammatory Bowel Disease

Principal Investigator: Karen Kroeker, MD Phone Number(s): 780-492-4873
Study Coordinator: Allison Bihari Phone Number(s): 780-248-1040
Yes No
Do you understand that you have been asked to be in a research study? o O
Have you read and received a copy of the attached Information Sheet? O ad
Have you had an opportunity to ask questions and discuss this study? O ad
Do you understand the benefits and risks involved in taking part in this research study? o O
Do you understand that you are free to withdraw from the study at any time O ad

without having to give a reason and without affecting your future medical care?

Has the issue of confidentiality been explained to you? o O

Do you understand that the interview will be audio recorded and transcribed? o O

Do you understand who will have access to your study records, including personally

identifiable health information? O O

Who explained this study to you?
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I agree to take part in this study: YES O NO O

Signature of Research Participant:

(Printed Name) Date:

Signature of Investigator or Designee: Date:

Alternatively, telephone and online video interviews will need to obtain verbal consent as
follows:

Name of Participant giving Verbal Consent:

Name of Investigator or Designee Obtaining Verbal Consent:

Date of Obtaining Verbal Consent: Time:

THE INFORMATION SHEET MUST BE ATTACHED TO THIS CONSENT FORM AND A
SIGNED COPY GIVEN TO THE RESEARCH PARTICIPANT
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B-2. Information Sheet and Consent Form: Parent Edition

Defining and Predicting Transition Success in Young Adults with Inflammatory Bowel
Disease

Information Sheet & Consent: Semi-Structured Interview

Principal Investigator

Dr. Karen Kroeker

Zeidler Gastrointestinal Health Centre
University of Alberta

8540 112 St

Edmonton, AB T6G 2X8

780-492-4873

Graduate Student/Study Coordinator
Allison Bihari

Zeidler Gastrointestinal Health Centre
University of Alberta

780-248-1040

What is transition?

Transition refers to the period of time around the transfer from pediatric into adult care. This
period of transition can be stressful for young adults as they are expected to take responsibility
for their own health, while having to balance the regular challenges associated with becoming a
young adult, such as becoming more financially independent, moving out, and starting
postsecondary schooling.
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Why do we want to do this study?

During this transition period, some patients may be more likely to miss appointments, not take
their medications regularly and therefore, have more flares, ER visits, or need surgery. We want
to understand more about the outcomes associated with transition in inflammatory bowel disease.
As transition is a process that involves parents, patients, and health care providers we believe
that understanding its success should also reflect the perspectives of these key groups. Therefore,
the information that you provide during the interview will contribute to our understanding of
what transition success is. This definition of transition success will contribute to the development
of a model that could be used to predict patients who are unlikely to achieve transition success,
and thus, who will need more support during transition.

What would be your role as a study participant?

As a study participant, you will have the option to choose between a telephone or an online video
(Google Hangouts or Skype) interview with our research coordinator. Additionally, if the current
social distancing requirements due to the covid-19 pandemic have been lifted, you will also have
the option to choose to participate in an in-person interview. During the interview, you will be
asked about your child’s experience transitioning, your opinions on what defines a successful
and an unsuccessful transition and any factors that you believe influences experiencing a
successful transition. All interviews will be audio recorded and then transcribed to be analyzed.
The information that you provide during the interview will be confidential. During the interview,
you may ask that the recorder be turned off at any time and you do not have to answer every
question. Additionally, the total time to complete the interview is estimated to be between 45-60
minutes.

Who will have access to your information?

Only the individuals directly involved in this study will have access to the information you
disclose during the interview. Your identity will remain anonymous in any published report and
the information you provide will be confidential unless its release is required by law. The Health
Research Ethics Board may also have access to your records to monitor the research and verify
accuracy of the data.

Why consider helping us?

By being a participant in this study, you will be contributing to advancements in IBD transition
research. The information you provide will allow us to better understand transition outcomes.
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This study will also be used to fulfill the requirements for a graduate degree for the graduate
student involved in this project. Additionally, you will be compensated with a $15 gift card if a
telephone or online video interview is conducted and a $20 gift card for an in-person interview
once the current social distancing requirements have been lifted.

What if you change your mind after participating in the study?

Your participation in this study is completely voluntary and you are free to withdraw from the
study at any time up until the completion of data analysis. If you wish to withdraw from the
study, you must express your desire to the project coordinator. As a participant, you will be
entitled to the gift card even if you choose to withdraw from the study early.

Who should you contact if you have concerns or questions?

If you have concerns about your rights as a study participant, you may contact the University of
Alberta Health Research Ethics Board at 780-492-9724. This office is independent of the study
investigators.

If you have questions or concerns about this study, please contact any of the individuals below.

Allison Bihari, University of Alberta, Project Coordinator: 780-248-1040 or bihari@ualberta.ca

Dr. Karen Kroeker, University of Alberta, Principal Investigator: 780-492-4873



Title of Study: Defining and Predicting Transition Success for 194
Young Adults with Inflammatory Bowel Disease

Principal Investigator: Karen Kroeker, MD Phone Number(s): 780-492-4873
Study Coordinator: Allison Bihari Phone Number(s): 780-248-1040
Yes No
Do you understand that you have been asked to be in a research study? O O
Have you read and received a copy of the attached Information Sheet? O ad
Have you had an opportunity to ask questions and discuss this study? o O
Do you understand the benefits and risks involved in taking part in this research study? O ad
Do you understand that you are free to withdraw from the study at any time O ad

without having to give a reason and without affecting your child’s future medical care?

Has the issue of confidentiality been explained to you? o O
Do you understand that the interview will be audio recorded and transcribed? o d
Do you understand who will have access to your study records? o O

Who explained this study to you?
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I agree to take part in this study: YES O NO O

Signature of Research Participant:

(Printed Name) Date:

Signature of Investigator or Designee: Date:

Alternatively, telephone and online video interviews will need to obtain verbal consent as
follows:

Name of Participant giving Verbal Consent:

Name of Investigator or Designee Obtaining Verbal Consent:

Date of Obtaining Verbal Consent: Time:

THE INFORMATION SHEET MUST BE ATTACHED TO THIS CONSENT FORM AND A
SIGNED COPY GIVEN TO THE RESEARCH PARTICIPANT
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B-3. Information Sheet and Consent Form: Provider Edition

Defining and Predicting Transition Success in Young Adults with Inflammatory Bowel
Disease

Information Sheet & Consent: Semi-Structured Interview

Principal Investigator

Dr. Karen Kroeker

Zeidler Gastrointestinal Health Centre
University of Alberta

8540 112 St

Edmonton, AB T6G 2X8

780-492-4873

Graduate Student/Study Coordinator
Allison Bihari

Zeidler Gastrointestinal Health Centre
University of Alberta

780-248-1040

What is transition?

Transition refers to the period of time around the transfer from pediatric into adult care. This
period of transition can be stressful for young adults as they are expected to take responsibility
for their own health, while having to balance the regular challenges associated with becoming a
young adult, such as becoming more financially independent, moving out, and starting
postsecondary schooling.
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Why do we want to do this study?

During this transition period, some patients may be more likely to miss appointments, not take
their medications regularly and therefore, have more flares, ER visits, or need surgery. We want
to understand more about the outcomes associated with transition in inflammatory bowel disease.
As transition is a process that involves parents, patients, and health care providers we believe
that understanding its success should also reflect the perspectives of these key groups. Therefore,
the information that you provide during the interview will contribute to our understanding of
what transition success is. This definition of transition success will contribute to the development
of a model that could be used to predict patients who are unlikely to achieve transition success,
and thus, who will need more support during transition.

What would be your role as a study participant?

As a study participant, you will have the option to choose between a telephone or an online video
(Google Hangouts or Skype) interview with our research coordinator. Additionally, if the current
social distancing requirements due to the covid-19 pandemic have been lifted, you will also have
the option to choose to participate in an in-person interview. During the interview, you will be
asked about your opinions on what defines a successful and an unsuccessful transition and any
factors that you believe influences experiencing a successful transition. All interviews will be
audio recorded and then transcribed to be analyzed. The information that you provide during the
interview will be confidential. During the interview, you may ask that the recorder be turned off
at any time and you do not have to answer every question. Additionally, the total time to
complete the interview is estimated to be between 45-60 minutes.

Who will have access to your information?

Only the individuals directly involved in this study will have access to the information you
disclose during the interview. Your identity will remain anonymous in any published report and
the information you provide will be confidential unless its release is required by law. The Health
Research Ethics Board may also have access to your records to monitor the research and verify
accuracy of the data.

Why consider helping us?

By being a participant in this study, you will be contributing to advancements in IBD transition
research. The information you provide will allow us to better understand transition outcomes.
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This study will also be used to fulfill the requirements for a graduate degree for the graduate
student involved in this project.

What if you change your mind after participating in the study?

Your participation in this study is completely voluntary and you are free to withdraw from the
study at any time up until the completion of data analysis. If you wish to withdraw from the
study, you must express your desire to the project coordinator. As a participant, you will be
entitled to the gift card even if you choose to withdraw from the study early.

Who should you contact if you have concerns or questions?

If you have concerns about your rights as a study participant, you may contact the University of
Alberta Health Research Ethics Board at 780-492-9724. This office is independent of the study
investigators.

If you have questions or concerns about this study, please contact any of the individuals below.

Allison Bihari, University of Alberta, Project Coordinator: 780-248-1040 or bihari@ualberta.ca

Dr. Karen Kroeker, University of Alberta, Principal Investigator: 780-492-4873
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Title of Study: Defining and Predicting Transition Success for
Young Adults with Inflammatory Bowel Disease

Principal Investigator: Karen Kroeker, MD Phone Number(s): 780-492-4873
Study Coordinator: Allison Bihari Phone Number(s): 780-248-1040
Yes No
Do you understand that you have been asked to be in a research study? o O
Have you read and received a copy of the attached Information Sheet? O ad
Have you had an opportunity to ask questions and discuss this study? O ad
Do you understand the benefits and risks involved in taking part in this research study? o O
Do you understand that you are free to withdraw from the study at any time O ad

without having to give a reason and without affecting your future employment?

Has the issue of confidentiality been explained to you? o O
Do you understand that the interview will be audio recorded and transcribed? o O
Do you understand who will have access to your study records? o d

Who explained this study to you?
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I agree to take part in this study: YES O NO O

Signature of Research Participant:

(Printed Name) Date:

Signature of Investigator or Designee: Date:

Alternatively, telephone and online video interviews will need to obtain verbal consent as
follows:

Name of Participant giving Verbal Consent:

Name of Investigator or Designee Obtaining Verbal Consent:

Date of Obtaining Verbal Consent: Time:

THE INFORMATION SHEET MUST BE ATTACHED TO THIS CONSENT FORM AND A
SIGNED COPY GIVEN TO THE RESEARCH PARTICIPANT
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Appendix C

C-1. Demographic Form: Patient Edition

Participant Demographic Information - Patient Version

Participant ID: -

Participant Name:

Date of Interview (dd/mm/yyyy):  / /

Location of Participant:

Sex: [0 Male [l Female

Date of Birth (dd/mm/yyyy):  / /

Phone number: () -

Email address:

Address:

Interview Type: 1 In Person ] Telephone 1 Online Video
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Background Information

1. What is your current occupation? If unemployed, what was your last occupation?
2. Are you currently in school?
= Yes
a) what grade, level or program:
.l No

b) What is the highest level of education you have completed?

3. What is your IBD diagnosis?

4. What age were you when you got diagnosed with IBD?

5. What medications are you currently taking for your IBD?
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C-2. Demographic Form: Parent Edition

Participant Demographic Information— Parent Version

Participant ID: -

Participant Name:

Date of Interview (dd/mm/yyyy):  / /

Location of Participant:

Sex: [0 Male [l Female

Phone Number: () -

Email address:

Interview Type: I In Person ] Telephone ] Online Video

Background Information:

1. What is your current occupation? If unemployed, what was your last occupation?
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2. What is your highest level of education completed?

3. Do you have IBD or another type of chronic disease?
= Yes

a) Name of chronic disease?

b) How long have you been diagnosed with this disease?
L] No

4. What is your child’s IBD diagnosis?

a. How old was your child when they were first diagnosed with IBD?
5. Does this child currently live with you?
 Yes

a) How long have they lived with you?

[l No

a) How far from you do they live?

b) Do they live with anyone else?

6. Do you have any other children (not including child with IBD)?

[1 Yes

a) How old are they?

0 No



C-3. Demographic Form: Provider Edition

Participant Demographic Information - Provider Version

Participant ID: -

Participant Name:

Date of Interview (dd/mm/yyyy):  / /

Participant Location:

Sex: [0 Male [l Female

Phone Number: () -

Email address:

Interview Type: I In Person ] Telephone ] Online Video

Type of provider: [l Pediatric Gastroenterologist
1 Adult Gastroenterologist

1 Pediatric IBD Nurse

[l Adult IBD Nurse

Background Information:

1. What is your current job title?

205
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2. How many years have you been caring for IBD patients? This may include years in

training.

3. What percentage of your time is devoted to patient care?
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Appendix D

D-1. Interview Guide: Patient Edition

Semi-structured Interview Guide: Patient Edition

Aims for Interviews:

1) To understand patient’s perspectives on what a successful and an unsuccessful transition
is.

2) Whether patients feel that they have achieved a successful or an unsuccessful transition.
3) Explore patient’s perspectives on any barriers that may prevent one from achieving a

successful transition.
4) Explore patient’s perspectives on any factors that may contribute to achieving a

successful transition.

Preamble:

[after consent is given]

Thank you for taking the time to speak with me today. As you know, the point of this interview
is to learn more about the outcomes associated with the transition and transfer from pediatric to
adult care for young adults with IBD. We want to know about your experience transitioning to
adult care and your opinion on what a successful and an unsuccessful transition looks like.
Throughout this interview, I will be referring to transition and transfer. By transition, I mean the
process of preparing young adults to change their care from pediatric to adult care. I will refer to

transfer in this interview as the actual exit from pediatric into adult care.
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The answers that you provide in this interview will not be linked with your name in any
presentation or publication. Only I will have access to your information name, but it will be kept

confidential.

In this interview, we will first talk about your transition, then about the outcomes you
experienced and the factors you believed played a role, then finally we will talk about how
transition has influenced you...

I will need to ask you some personal questions for this project. Please answer as honestly as
possible. You do not need to answer every question, and you are free to ask that the recorder be
turned off at any point during this interview. As well, there are no right or wrong answers to any

of the questions.

Do you have any questions for me before we begin?

We are going to start by filling out a participant demographic form to collect some background

information. (attached).

Ok, now we’re ready to start the interview. I am now going to turn on the recorder. I will now

start with some questions about your transition experience...

1. Transition Experience
a) Overall, on a scale of 1-5, with 1 being “not well, there were issues” to 5 being “excellent

with no issues”, how do you feel your transition and transfer from pediatric care went?
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1) Why did you assign this number?

b) Can you tell me a little more about your experience transitioning and transferring to adult
care?
1) How were you prepared?

i1) How did you feel?
1i1) At what time point did your parents stop being involved in your health? What did this
look like? (in terms of when they stopped telling you to take your medications and stopped

making your own appointments/ reminding you to)

v) How comfortable did you feel managing your own health?

V) How much of your health are you currently managing yourself?

C) Was there anything unexpected about your transition and transfer to adult care?

d) While in pediatric care, did you have any hopes or expectations about the outcomes you

wanted to achieve at the end of transition and transfer?
If yes, “What were some of the expectations and hopes did you have?”

If no, “Why do you think you did not have any hopes or expectations?”’

Awesome. These next few questions that I will be asking will focus more on your opinion on

how you view your transition...

e) Would you define your transition and transfer as being successful or unsuccessful?

1) Why do you think your transition was [successful or unsuccessful]?
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i1) What are the key outcomes that you believe indicate that your transition was [successful

or unsuccessful]?

f) In your opinion, are there any outcomes that you didn’t achieve that would have made
your transition more successful?

If so, “What are they?”

g) How would you characterize a [either unsuccessful or successful (use the opposite to how

they defined their transition)] transition for a patient?

1) What are the key outcomes that you believe would indicate that a transition was

[successful or unsuccessful]?

h) In general, can you think of any factors that would make it easier for a patient to achieve
a successful transition?
1) If have indicated that they had a successful transition, ask “Were there any specific

factors that made it easier for you to achieve a successful transition?”

1) Alternatively, can you think of any factors that make it more difficult for a patient to
achieve a successful transition?
1) Were there any specific factors that made it more difficult for you to achieve a successful

transition?
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1 Do you think now that you have gone through transition and have transferred to adult
care, that your views on what you would have liked to achieve has changed?

If yes, “In what ways have your views changed?”, “Why have they changed?”

k) If you were talking to someone just starting to transition, how would you define a [either
successful or unsuccessful] transition to them?

Use successful if they have previously said their transition is successful and unsuccessful if they
have indicated it is unsuccessful.

1) What outcomes would you tell them to aim for?

Now for the final question...

1) Do you think that your transition experience has impacted your health? What about your

day-day life?

1) If participants indicated that they experienced a successful transition, ask “If you had
experienced an unsuccessful transition, how do you think this would have impacted your health?

What about your day - day life?”

i) If participants indicated that they experienced an unsuccessful transition, ask “If you had
experienced a successful transition, how do you think this would have impacted your health?

What about your day — day life?”



212

Ok. Great. This brings us to the end of the interview. Thank you for taking the time to be

interviewed today.

Are you willing to be contacted if we need to clarify anything or have further questions?

Is there anything that I have not asked you during this interview that you feel is important I know

regarding transition outcomes?

Do you have any questions for me?

If you think of anything else that you forgot to mention, feel free to contact me using the email

address we used to schedule this interview. You will also receive an electronic gift card within

the week for participating in this study. Is the email you provided the best email to send it?

Thank you again for your time. We appreciate your contribution to this study. Have a great day.
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D-2. Interview Guide: Parent Edition

Semi-structured Interview Guide: Parent Edition

Aims for Interviews:

1. To understand parent’s perspectives on what a successful and an unsuccessful transition
is.

2. Whether parents feel that their child has achieved a successful or an unsuccessful
transition.

3. Explore parent’s perspectives on any barriers that may prevent one from achieving a

successful transition.
4. Explore parent’s perspectives on any factors that may contribute to achieving a successful

transition.

Preamble:

[after consent is given]

Thank you for taking the time to speak with me today. As you know, the point of this interview
is to learn more about the outcomes associated with the transition and transfer from pediatric to
adult care for young adults with IBD. We want to know about your experience as a parent with a

child who has transitioned to adult care and your opinions on transition outcomes.
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Throughout this interview, I will be referring to transition and transfer. By transition, [ mean the
ongoing process of preparing young adults to change their care from pediatric to adult care. I will
refer to transfer in this interview as the actual exit from pediatric into adult care.

The answers that you provide in this interview will not be linked with your name in any
presentation or publication. Only I will have access to your information, but it will be kept

confidential.

In this interview, we will first talk about your child’s transition, then about the outcomes your
child experienced and the factors that you believed played a role, and then how you think

transition has influenced your child ...

I will need to ask you some personal questions for this project. Please answer as honestly as
possible. You do not need to answer every question, and you are free to ask that the recorder be
turned off at any point during this interview. As well, there are no right or wrong answers to any

of the questions.

Do you have any questions for me before we begin?

We are going to start by filling out a participant demographic form to collect background

information. (attached).

Ok, now we’re ready to start the interview. I am now going to turn on the recorder. I will now

start with some questions about your child’s transition experience...
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1. Transition Experience
a) Overall, on a scale of 1-5, with 1 being “not well, there were issues” to 5 being “excellent
with no issues”, how do you feel your child’s transition and transfer from pediatric care went?

1. Why did you assign this number?

b) Can you tell me a little more about your child’s experience transitioning and transferring

to adult care?

1. Did you feel that they were prepared for it?
il. How did you feel about it overall?
C) On a scale of 1-5, with 1 being “not involved at all” to 5 being “very involved”, how

involved do you feel you were in your child’s transition and transfer?

1. Why did you assign this number?

ii. At what time point did you stop being as involved in your child’s care? What did this
look like?

d) Was there anything unexpected about your child’s transition and transfer to adult care?
e) While your child was in pediatric care, did you have any hopes or expectations about the

outcomes you wanted them to achieve at the end of transition and transfer?
If yes, “What were some of the expectations you had?”

If no, “Why do you think you did not have any hopes or expectations?”’
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Awesome. These next few questions that I will be asking will focus more on your opinion about

whether you view your child’s transition as being successful or unsuccessful ...

f) Would you define your child’s transition and transfer as being successful or
unsuccessful?

1. Why do you think your child’s transition was [successful or unsuccessful]?

il. What are the key outcomes that you believe indicate that your child’s transition was

[successful or unsuccessful]?

g) In your opinion, are there any outcomes that your child didn’t achieve that would have
made your child’s transition more successful?

If so, “What are they?”

h) How would you characterize an [either unsuccessful or successful (use the opposite to
how they defined their child’s transition)] transition for a patient?
1. What are the key outcomes that you believe would indicate that a transition was

[successful or unsuccessful]?

1) In general, can you think of any factors that would make it easier for a patient to achieve
a successful transition?
1. If have indicated that their child had a successful transition, ask “Were there any specific

factors that made it easier for your child to achieve a successful transition?”
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1 Alternatively, can you think of any factors that make it more difficult for a patient to
achieve a successful transition?
1. Were there any specific factors that made it more difficult for your child to achieve a

successful transition?

k) Do you think now that your child has gone through transition and has transferred to adult

care, that your views on what you would have liked your child to achieve has changed?

If yes, “In what ways have your views changed?”, “Why have they changed?”

1) If you were talking to a parent of a child just starting to transition, how would you define
a [either successful or unsuccessful] transition to them?

Use successful if they have previously said their transition is successful and unsuccessful if they
have indicated it is unsuccessful.

1. What outcomes would you tell them their child should aim for?

Now for the final question ...

m) Do you think that your child’s transition experience has impacted their health? What
about their day-day life?

1. If participants indicated that their child experienced a successful transition, ask “If your
child had experienced an unsuccessful transition, how do you think this would have impacted

their health? What about their day - day life?”
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il. If participants indicated that their child experienced an unsuccessful transition, ask “If
your child had experienced a successful transition, how do you think this would have impacted

their health? What about their day — day life?”

Ok, Great. This brings us to the end of the interview. Thank you for taking the time to be

interviewed today.

Are you willing to be contacted if we need to clarify anything or have further questions?

Is there anything that I have not asked you during this interview that you feel is important I know

regarding transition outcomes?

Do you have any questions for me?

If you think of anything else that you forgot to mention, feel free to contact me using the email

address we used to schedule this interview. You will also receive an electronic gift card within

the week for participating in this study. Is the email you provided the best email to send it?

Thank you again for your time. We appreciate your contribution to this study. Have a great day.
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D-3. Interview Guide: Provider Edition

Semi-structured Interview Guide: Provider Edition

Aims for Interviews:

1. To understand provider’s perspectives on what a successful and an unsuccessful
transition looks like.

2. Explore provider’s perspectives on any factors that may contribute to patients achieving a
successful transition.

3. Explore provider’s perspectives on any barriers that may prevent patients from achieving

a successful transition

Preamble:

[after consent is given]

Thank you for taking the time to speak with me today. As you know, the point of this interview
is to learn more about the outcomes associated with the transition and transfer from pediatric to
adult care for young adults with IBD. We want to know about your opinion on what a successful

and unsuccessful transition looks like.

Throughout this interview, I will be referring to transition and transfer. By transition, I mean the
process of preparing young adults to change their care from pediatric to adult . I will refer to

transfer in this interview as the actual exit from pediatric into adult care.
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The answers that you provide in this interview will not be linked with your name in any
presentation or publication. Only I will have access to your information, but it will be kept

confidential.

Do you have any questions for me before we begin?

We are going to start by filling out the participant demographic form to collect background

information. (attached).

Ok, now we’re ready to start the interview. I am now going to turn on the recorder. Ok I will

start with some questions about the transition process at your practice ...

1. Transition

a) Is there anything specific you do in your practice to help with the process of transitioning
and transfer of care?

If yes, “what do you do to help with transition?”

Awesome. Now, I will move on to questions that involve your opinions on transition outcomes.

We will first talk about what it means to have a successful transition...

2. Successful Transition
a) In your opinion, at what point in time would you assess whether a patient’s transition has

been successful or unsuccessful?
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b) If possible, could you tell me about a patient with IBD that in your opinion had a
successful transition and transferred smoothly? Please refrain from using the patient’s name.
If not, then ask “what outcomes would you define a successful transition and a smooth transfer

of care with? and then skip next question.

C) What were the outcomes that made it clear that the transition was successful?

d) In your opinion, are there any factors that may make it easier for a patient to achieve a

successful transition?

a. In the case of the patient previously mentioned, were there any specific factors that

contributed to them achieving a successful transition?

e) As a general definition, would you define transition success as meeting the outcomes you
have described for this patient or would you use a definition that is broader or narrower?

If no, ask “how else would you define transition success?”

f) Do you think that having a successful transition plays a role in a patient’s long-term

health? What about their day — day life?

Awesome. Now that we have talked about transition success, the next section will ask questions

about an unsuccessful transition.
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3. Unsuccessful Transition

a) If possible, could you tell me about a patient with IBD that in your opinion had an
unsuccessful transition and transferred poorly? Please refrain from using the patient’s name.
If not, then ask “what outcomes would you define an unsuccessful transition and a smooth

transfer of care with? and then skip next question.

b) What were the outcomes that made it clear to you that the transition was unsuccessful?

c) In your opinion, are there any factors that may make it more difficult for a patient to

achieve a successful transition?

a. In the case of the patient previously mentioned, were there any specific factors that made

it more difficult for them to achieve a successful transition?

d) When do you think you can first suspect that the transition is going to be unsuccessful?
a. Do you think there are any specific signs to look for?
b. In the patient you have mentioned, were there any indications that the transition was

going to be unsuccessful?

e) As a general definition, would you define an unsuccessful transition as meeting the outcomes

you have described for this patient? Or would you use a definition that is broader or narrower?
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f) Do you think that having an unsuccessful transition plays a role in a patient’s long-term health

outcomes? What about their day — day life?

Ok. Great. That brings us to the end of the interview. Thank you for taking the time to be

interviewed today.

Are you willing to be contacted if we need to clarify anything or have further questions?

Is there anything that I have not asked you during this interview that you feel is important [ know

regarding transition outcomes?

Do you have any questions for me?

If you think of anything else that you forgot to mention, feel free to contact me using the email
address we used to schedule this interview. As well, if you can think of any other individuals
treating IBD that would provide valuable insight please feel free to let us know.

Thank you again for your time. Have a great day.
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Appendix E. Email Sent to Providers to Aid in Recruitment

Dear ,

My name is Allison Bihari and this study is part of my thesis research for my PhD with Dr.
Kroeker. We are hopeful that you will be able to help with recruitment for our study: Young
Adults — Inflammatory Bowel Disease Care Experience (YA-ICE). We hope that this study
will provide insights into the outcomes and skills, such as self-management and disease
knowledge, achieved by young adults with IBD. This study will also further an understanding of
the impact that IBD may have on young adults.

Attached are both study posters and postcards with a QR code that directs the patient to the
questionnaire. In addition to putting the posters up around your clinic, if you could please
distribute the study postcards to patients who meet the study criteria, that would be greatly
appreciated.

Patients who are eligible:
. Aged 18-25 years old
. Diagnosed with IBD

As a reminder, the questionnaire is about 20-minutes long and patients will be compensated with
a $10 electronic gift card.

For virtual appointments, you can direct your patients to complete the survey using the link:
https://redcap.link/YAICE.

Please let us know if you have any questions about the study or recruitment. You can contact
either Dr. Kroeker (karen.kroeker(@ualberta.ca) or myself, Allison Bihari (bihari@ualberta.ca). I
will follow up with you each month to inquire if you need additional study recruitment materials,
but feel free to reach out if you need more materials before then.

Again, we are very grateful for all your help.

Sincerely,

Karen I. Kroeker, MD, MSc, FRCPC Allison Bihari

Associate Professor PhD Candidate



Appendix F. Questionnaire Administered to Participants

Young Adults - Inflammatory Bowel Disease Care Experience (YA-ICE)

Principal Investigators:
University of Albarta:

Dr. Karen Kroeker
T80-492-4873

University of Calgary:

Dr. Cynthia Seaw
403-592-5015

Study Coordinator:

Allison Bihari
bihari@ualberta.ca
780-248-1037

INTRODUCTION

You have the option to take part in a research study. The goals of this form are to give you
information about what will happen in the study if you choose to take part and to help you
decide if yoi want to be in the study.

You are being invited to participate in this research study because you have inflammatory
bowel disease (IBD) and are a young adult {aged 18-25 years-old). This form provides a
summary of the study information.

Before agreeing to participate, it is important for you to understand all the information
related to this optional research study. You are encouraged to contact either the principal
investigator or study coordinator with questions if you feel anything needs to be made
clearer.

WHY ARE WE DOING THIS STUDY?
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Beconiing a young adult is filled with many stressful challenges including moving out and
away from family, starting post-secondary schooling or employment, and gaining more
responsibility in one's daily life. These challenges may be compounded when also trying to
balance becoming recently diagnosed with IBD and/or having to change care from pediatric to
adult care.

We want to understand more about the challenges young adults face when managing their IBD
and whether there are differences between young aduits diagnosed in childhood or adulthood.
This study will identify areas where young adults may need more support. Ultimately, the
resilts of this study will lead to the development of interventions to further support patients
in their care.

WHO WILL PARTICIPATE IN THIS STUDY?

Approximately 300 young adults with IBD from throughout Alberta, Canada will participate in
this survey study.

WHAT DOES THE 5TUDY INVOLVE?

If you agree to take part in this study, you will complete a 20-minute survey designed to
collect information about your disease history, disease knowledge, medication and
appointment adherence, and the impact of your IBD on your life. This survey will also ask for
your role in your IBD disease management and opinions on your relationship with your care
team.

Access to your medical history is also part of the study. If you consent to completing the
survey, you will be asked to provide your Alberta Personal Health Care Number [(ULI) so that
the study team can verify survey information, callect information on IBD health care
utilization, and lab results.

WHO WILL HAVE ACCESS TO YOUR INFORMATION?

Only the individuals directly involved in this study will have access to the information from
your survey. Any identifiable information will only be accessed by the study coordinator and
will be replaced with a study ID number immediately. Your responses will be grouped together
with other patients from across Alberta so your health care team will never be able to identify
you. The information you provide will be confidential unless its release s required by law.
Health Research Ethics Board may also have access to your records to monitor the research
and verily accuracy of the data.
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The study coordinator may need to look at your personal health records or at those kept by
other health care providers that you may have seen in the past (i.e. your family doctor). Any
personal health information that we get from these records will be only what is needed for the
study. By agreeing to this consent form you are saying it is okay for the study team to collect,
use and disclose information about you from your personal health records as described above.

WHAT ARE THE POTENTIAL BENEFITS OF PARTICIPATING?

By being a participant in this study, you will be contributing to advancements in IBD research
for young adults. Specifically, the information you provide will allow us to better understand
similarities and differences in the skills of young adults who have been diagnosed with I1BD in
both childhood and adulthood. The identification of potential differences will be used to better
advocate for patient care in the future.

This study will also be used to fulfill the requirements for a graduate degree for the graduate
student involved in this project. Upon verification of your IBD, you will be provided the option
to be compensated with a $10 electronic gift card for your time.

WHAT IF YOU CHANGE YOUR MIND AFTER PARTICIPATING IN THE STUDY?
Your participation in this study is completaly veluntary and you are free to stop the survey at
any time. If the survey is not completed, you will not be entitled to an electronic gift card.

Additionally, you can request (either by email or phone to a study team member) that your
results not be included up until the completion of data analysis.

WHO SHOULD YOU CONTACT IF YOU HAVE QUESTIONS OR CONCERNS?
If you have concerns about your rights as a study participant, you may contact the University

of Alberta Health Research Ethics Board at 780-492-92724. This office is independent of the
study investigators.

If you have questions or concerns about this study, please contact any of the individuals
below.

Allison Bihari, University of Alberta, Study Coordinator: 780-248-1037 or bihari@ualberta.ca

Dr. Karen Kroeker, University of Alberta Principal Investigator: 780-492-4873



Dr. Cynthia Seow, University of Calgary Principal Investigator: 403-592-5015

How do | indicate my agreement to be in this study?
By providing vour first and last name below, you understand:

» That you have read the information on the previous page and have had anything that you do
not understand explained to you to your satisfaction.

* That you will be taking part in a research study.

* That you understand whao will have access to your study records, including identifiable
health information.

* That you may freely leave the research study at any time.

Ethics ID: Pro00099184 (UofA), REB20-0979 {UofC)
Version: November 7, 2023

First Name

Last Name
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Thank you for agreeing to participate in this questionnaire!

Your answers will help improve care for young adults with IBD. Please answer the questions as

honestly as possible.

As a reminder, the questionnaire will take approximately 20 minutes to complete.

The following questions ask you to provide demographic information.

‘What is your 9-digit Alberta Personal Health Number
oy?

How do you self-identify in terms of gender?

() Man

) Woman

) Transgender

{0 Two-Spirit

{C) Won-Binary

{7y Another gender not listed abowve
() Prefer nat to answer

Please describe:

In our society, people are often described by their
race or racial backgrownd.

These are not based in science, but our race may
influence the way we are treated by individuaks and
institutions, and this may affect our health.

‘Which categonylies) best describes you?

Select all that apply.

[ Black (African, African Canadian, Afro-Caribbean
descent]

O East Asian (Chinese, japanese, Korean, Talwanesa
descent]

[ indigenous {First Natens, Inuk/inuit, Matis
descent]

[ Latin American (Hispanic or Latin American descent)

[] Middle Eastern {Arab, Persian, West Asian descent
|e.g., Afghan, Egyptian, Iranian, Kurdish,
Lebanese. Turkish})

O South Asian {South Asian descent (eqg.,
Bangladeshd, Indian, Indo-Caribbean, Pakistani,
Sri Lamkan])

O Southeast Asian (Cambodian, Fifipino, indomsesian,
Thai, Vietnamess, or other Southeast Asian descent)

] White [European descent]

[ Another race category

[ Do nat know

O Prefer not to an=wer

Plaase describe




What i5 your current age?

What type of IBD hawve you been diagnosed with?

) Crohn's Disease

() WHcerative Cofitis

) Indeterminate Ciofitis
Ct Unsure

How did you hear about this study?

] Health care team

[ Poster/Postcard

0 mail

O Social media

[ Student digest

] Crohn's and Codins Canada
] Othar

Plaase describe:

Where do you primarily receive 18D care?

Edmonton
Calgary
Fort McMurray
Grand Prairie
Medirine Hat
) Red Deer
() Lethbridge
) Other

Flease enter the location where you primarily receive
180 care

‘What is the name of the health care provider you
primarily see for your IBD?

As a reminder, FESPORSES 3E ANONY TS,

The following questions ask about your current lifestyle.

Who do you currently live with? O Spouse
[ kids
Seiact all that apply. [ Parents
[ koommates
[ Other relativeis} {eg., grandparents,
auntsfunches, cousins)
O Alone
Are you currently working? ) Yes, Full-time
() Yes, Part-time
) Yes, Causal
O bo
Do you currently have a family doctor? O fes
O ko
) Linsure
Are you currently attending a post-secondary school Yes, Full-time
le.g.. college, university)? Yes, Part-time
No
‘What is your highest level of education completed? O High School
) Diploma/Certificate
) Undergraduate Degree
(O Graduate Degres
(O Other
Please describe:
‘What age did you start att=nding your first
past-secondary school (e.g., college. university)?
Did you attend your first post-secondary school in 3 O Yes
different city than where you attended high school? [a] ]
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The following questions ask about your childhood.

Were you bom in Canada? O es
) o
‘What age did wou move to Canada?
Were your parents born in Canada? ) Yes, both
() Yes, only one
() Reither
Please read the following descnption and then mowve
the slider to the position that best represents where
wou think your family stood on the ladder when you
weTe between the ages 14-18
At the top of the ladder are the people who are the
best off, those who have the most money, most
education, and best jobs. At the bottom are the people Least Money, Host Money
whi are the worst off, those who have the least money, Education, Education, Best
least education, worst jobs, or no job. WarstiNo ok 18] (1] Joiss {281

P & mare o i Sk Sboreat

Between the ages of 14-18, who did you primarily live
with?

[ Parent/Guardian 1
O ParentiGuardian 2
[ Sibling(s)

Select all that apply. O Other retative(s} {eqg., grandparents,
auntsfuncles, cousinsh
O Other
Please describe:

What is the highest level of education achiewed by
FarentGuardian 17

{7} Some high schoal

(") High school
DiplomaCertificats
Undergraduate Degres
Graduate Degree

What is the highest level of education achiewved by
PFarent/Guardian 27

(C) Some high schoal

()} High schoal

(O Diploma Certificate

(O} Undergraduate Degree
(O} Graduate Degres

Growing up, did anyone you live with have a
significant health issue?

Yes
]

Wha?
Selact all that apply.

[ Parent/Guardian 1
L] Parent/Guardian 2
[ iblingls)

O Other Relative(s)
O Other
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‘What health 1ssue did Parent/Guardian 1 have?

[Lrst all major health issues.

What heaith issue did Parent/Guardian 2 have?

{List all major health issues. )

What health issue did your sibfingis] hawe?

|List all major health issues.

‘What health 1ssue did your other relativels) have?

[Lest all major health issues. |

What health issue did they hawve?

{List all major health issues. )

Growing up. did anyone you live with regularly smoka
cigarettes?

) Yes
Crho

20%
Completion

The following questions ask about your Inflammatory Bowel Disease (I1BD).

What age were you diagnosed with IBD?

How long befere your diagnosis did your 18D symptoms
start?

Do you hawe any chronic health issee(s) besides your
1Bo?

0-1 years
1-2 years
24 years
Unsure
o
]

‘What health issus(s]?

Hawe you ever experienced any challenges accessing O Yes

health care for your |1BO?Y Oy No

Please describe these chalienges

When you were first diagnosed with IBD, how

comforiable did you feel interacting with the D (ot 10 (Very

healthcare system? Coemiartabis & {Comiottatile| Coeminrinble|
FPracE & A 09 I Sl adrai

How comfortable do you currently feel interacting with [ 10 [Very

the healthcare system? Cosmiortabiel 4 (Comdtrtaiie| Loerdormble)

FPas & aik o8 N Geale Aol
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The following questions ask about your IBD knowledge and IBD medications.

Please answer to the best of your knowledge and without outside help.

‘Where is your disease located?

O Terminal #eum
[ Calan
[ lleal and colonic

‘Where is your disease located?

O Pancolitis/Extensive colitis
[ Unsure

Have you ever had surgery for your 1BD7?

8‘(5
5]

Orther than when you had surgery, have you ever been

hospitalized for your IBD?

O Yes
O o

Have you ever been hospitalized for your 1807

O} Yes
O ko

Are you currently taking medications for your IBD?

Yes
Ko

Please use the table below to input information about the medications that you are currently taking for your 18D,

Please answer to the best of your knowledge and without outside help.

Please do not warry about correct spelling.

Medication Type: What type of medicatian is this? Medication Name: \What is the name of this medication?
Medication Dose: What is the dose of this medication? Dose Fregquency: How often do you take this medicaiton?

Haow do you currently pay for your 18D medications?

Selact all that apply.

[ Your's or Your partner's insurance

[ Out of pocket

[ Parent/Guardian's insurance

[ Compassionats coverage

[0 Government health coverage (e.g. Provincial or

FMNEHE]
O Unsure
] Other

Please describe:
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The following are guestions about using your medicines

* Many people find a way of using their medicines which suits them.

* This may differ from the instructions on the labed or from what their doctor has said.
* We would like to ask you a few guestions about how you use your medicines.

Here are some ways in which people have said that they use their medicines,

For each of the statements, please tick the box which best applies to you.

© Professor Rob Horne

e Rarely CamEtmes Tlten
i forgat to take them O (8]} o )
[ alter the dose O e o o
[ stop taking them for a while O < o o
i decided to miss cut 3 dose o o o o
| take less than instructed 9] o o o

DDODGE

The following questions ask you to identify the individual who most often does these tasks as

it relates to your IBD.

Drlyme  Masily me  Me and Mestly Me and
panner pa:tr-er pahent

1. Wha answers the doctor's O O O O o
questions during the visit?

2. Who schedules your office (8] (] O
wisit?

3. Wha is present with you in the (@] (@] O O O
examination room?

4. Wha comes with you o the O ] o 5 o
doctor's office?

5. Who contacts the doctor or 0 0 O O O

nurse bebween visits if there is a
problem?

. Wha reminds you to take your
medications?

1. Who calls in your medication
refills?

8. Who asks questions of the
doctor during the visit?

9. Whao picks up your medicaton
fram the pharmacy?

o o © O O
o o o0 0o O
o o o o 0
o o o o 0O
o o o 0O 0

10. Wha prepares a Fist of
questiens before coming to the
doctor?

Wty
pahent

O

o o QO ©

c o o o Q

Mot
applicable

)

c o QO ©

o o o o Q

Self-Management Soore
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This salf-administered screening tool helps assess changes in many areas of your life as a
resiilt of your medical procedure or diagnosis. In this case, medical diagnosis is referring bo
your diagnosis of inflammatory bowel disease.

Please chack the response that most accurately reflects your experience at this point in time.
/7] s

Since my medical diagnosis, | O O

hawe had to after my life plan or

hawe been unable to reach

impartant milestones (e.g..

delayed graduation or marriage,

relocation).

| am experiencing emational ] O
difficulties as a result of this

le.g.. stress, anxiety, ar

depression].

OF
L}

Simce my medical disgnosis, |
feel more negative about myself
andfor my abilities (e.g., seif
confidence, feeling worthwhilz)

I am expensencing emational &, O
difficulties as a result of this

{e.g.. stress, anxiety, or

depression)

Since my medical diagnosis, | 9] O
hawe noticed strain on my

relationships with others {e.g.,

friends, family, significant

others, coworkers)

| am experiancing emational o O
difficulties as a result of this

(e.g.. stress, anxiety, ar

depression)

et

O &
Q

Simce my medical disgnosis, |
hawe noticed negative effects on
my careerfeducational
performance (2.g.. competence
in duties, ability to advance]

| am experiencing emational O O
difficulties as a result of this

{e.g.. stress, anxiety, or

depression)



Simce my medica! diagnosis, |
struggle with thoughts about
whiat it all means for me and my
fife (e.g., endings, lack of
meaning. imited freedom, ar
loneliness)

I am experiencing emational
difficulties as a result of this
{e.g.. stress. anxisty, ar
depression)

Simce my medical diagnosis, |
hawe noticed changes in my
ability to do things | once did for
funiheaith/relaxation.

[ am experencing emotcnal
difficulties a5 a result of this
{e.g., stress, anxiaty, or
depression)

Since my medical diagnosis, |
have noticed changes in my
spiritual beliefs or practces
{e.g.. beliefs or relationship with
God or a higher power, spiritual
activities such as relighous
service atbendance)

| am experiencing ematienal
difficulbies as a result of this
{e.g.. stress, anxisty, or
depression)
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The following questions ask you to reflect on your relationship with your IBD health care team
and indicate te what extent you agree or disagree with the following statements.

As a reminder, responses are anonymous and will not be shared with your health care team so
please answer as honestly as possible.

Health care team refers to anyone you see during your normal IBD clinic visit (e.g., nurses,

doctors).
Srrangly Desapres Neutral Agres Strangly Agres
Desagres
i feel my health care team o o o o O
fistens to me when | explain the
impact that my B0 has on my
daily life.
My health care team provides O O O O O
me with the guidance and
support that | need.
My health care team i easy to o o O O o
reach if | have any questions to
ask them.
| feel my health care team (o) o o o o

understands that | may hawve
ather demands in my life {a.g..
education, work, family)

i feel my health care team o (8] o (8} o
supports my goals beyond my
dizeasa,

I feel my health care t=am takes o o o o o
the time to get to know me.

| feel my health care team caras O o O o O
about me.

To confirm that you are reading o o o o o
carefully, please select disagres

for this guestion.

My health care team takes my o 9] o 9] o
daily life into account whan

deciding my treatment plan.

| trisst my health care team with o o o o o
managing my disease.

‘When | am experiencing a flare, | O {':} C} {':} C}

feel comfortable reaching out to
my health care team.
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Pleasze indicate how much you agree with the following statements as they apply to you over
the last month.

If a particular situation has not occurred recently, answer according to how you think you

would have felt.

Fat True A A Fasely Trie  Somelimes True Clten True Triee Meaty Al

Thee: T

I am able to adapt when o O o O O
chandges occur.
| can deal with whatever comes (o] o] (o] (o] (o]
My Wy
| try to see the humaorcus side of o O o O o
things when | am faced with
problems.
Hawving to cope with stress can O O o [ o
make ma stronger.
| tend to bounce back after O 8] O 8] O
iliness, injury, or other
hardships
T Dl can actieve miy goals. O 8] O (0] O
even if thera are abstacles.
Under pressure, | stay focused 8] O o O O
and think clearly.
I am nok easily discouraged by ] o ] 8] o
failure.
I think of myself as a strong O O O O O
person when dealing with life's
chalienges and difficulties.
[ am able to handle unpleasant O O o O o
or painful feelings like sadness,
fear, and anger.

Resilience Score

Please answer the following items taking into consideration your personal experience with
your illness. In this case, illness refers to your 1BD.

Hewar Sedormdy Sametimes Frequenty Always Troe
I feel isplatedialone due to my o O (] 2 o
iflness.
I'm ashamed of talking with &) o &) 9] &)
others about my lliness ar
symptoms.
i feel inferior and disregard o o O O o
myself because of my illness.
| feel that my iliness is O (8] o 8] o
ambarrassing.
I'm insecure due to my iliness. ] O o O o
1 feel that othars may evaluate 8] O 8] o o
me negatively (or criticize me)
due to my iliness and symptoms.
[ feel inadequate because of my O O O O O

illness and symptoms.
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This is the last set of questions! Thank you for all your help so far.

Instructions:

This is not a test 50 don't worry about getting the answers wrong.

Please click one answer. If you don't know the answer click 'don't know".

Please answer the questions by yourself. If you need someone to read the questions to you

that is ok, but we need your answers.

Please don't study before answering the questions or azking for help to get the right answer.

Take as long as you like to finish, but please finish the questions all at the same time. Don't

leave half for later or another day.
Thank you for taking the time to fill this in.

& 2020 Vernon-Roberts. All rights reserved.

From start to finish, the cormect order of the
digestive iract is:

) Mowth - stomach - cesophagus - large bowel
= small bowel =+ anus

) Mowth -+ oesophagues -+ stomach = large bowel
=+ small bowel =+ anus

(O Mouth - oesophagus -+ stomach - small bowel
= |arge bowel = anus

Oy Don't know

Doctors and scientists know what causes B0,

True
Falze
) Don't Know

Emaotional stress can irigger a flare-up of IBD.

{0 True
) False
)y Don't Know

The reason semeone might have a colonoscopy of their
large bowel is ka:

() Look for disease

{O) Remowve part of it
(O Apply drugs inside it
(Ct Don't know
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IBD can affect organs other than the bowsels.

) True
) False
O Don't Know

‘Which one fact about Osteoporosis (weakening of your
banes] is true?

It doesn't affect males or young women
if | drink plenty of milk | won't get it
it can be caused by 1BD

Don't know
B0 that s in remission can slow down a young ) True
person's growth. ) False
¥ Don't Know

How do binlogic drugs work? ) They reduce the chance of infections
() They block the chemicals or cells in the body that
cause inflammation
") They help the body absorb enowgh nutrients
O Don't know
If a person with 18D has had no symptoms for a few True
months they should stop taking their drugs. False
Don't Know
If both parents have IBD their children will {3 True
definitely develop EBD. ) False
) Don't Know

Which one fact about complementary and altermative
products is true? (exampie - herbal drugs].

They may interact with prescribed drugs.
Herbal products are natural so do not have side
effects.
C) They are all safe to use with prescribed drugs
) Don't know

Iif & person gets side effects from taking steroids you
should stop taking them at once,

True
False
Don't Know



Mot eating cer@in foods will stop you having 18D
flares {exampie - milk).

3 True
False
Don't Know

Which one fact about IBD surgery is trus?

(O} All people with IBD will need surgery at some point

{7} Surgery is not helpful for pecple with IBD
T} Some people with IBD may need surgery to help with

their symptoms
Oy Don't know
People with 180 can absorb all the nutrients they need O True
if they eat the right foads. i False
) Don't Know

Thank you for participating in our study! :)

We are extremely grateful for your contribution.

Please provide the following information so that we can send you an electronic gift card as a

token of our appreciation.

Would you like to provide an email so that you can
receive a gift card as 3 thank you for your
participation?

) Yes
) o

Please enter your email.

[This 15 the email we will send the gift card to.}

Whare would you like a gift card to?

Starbucks
Amazon

‘We are also inberested in understanding the challenges
faced by young adults with IB0 and how we can better
support pakients in their care.

Would you be interested in being contacted about
participating in an interview on your care experience’

D) fes
N

‘What is the best phone number to reach you at?

Please proceed to the next page to review and submit the survey to complebe your participation,
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Appendix G. Instruments Considered to Assess Indicators of Transition Success

Theme Instrument Reason for excluding
Considered

Independence | Transition Readiness Did not capture who helps

in One’s Care | Assessment patient with various tasks.
Questionnaire Some questions did not relate
(TRAQ) to the themes from part one

and seemed relevant to a
younger patient population.

Inflammatory Bowel
Disease Self-
Efficacy Scale (IBD-
SES)

Did not capture who helps
patient with various tasks
Some questions overlapped
with other outcomes in our
survey

Disease
Knowledge

CCKNOW

Length (CCKNOW has 24
items compared to 15 items in
the IBD-KID2).

An acceptability survey
showed that adults with IBD
preferred the IBD-KID2 to the
CCKNOW.

Short Knowledge
Questionnaire

Focuses on knowledge about
what increases risk of
developing disease and what
may impact severity

Disease
Management

Morisky medication
adherence scale-8

Does not explore reasons why
patients may be non-adherent

(MMAS-8) to medications.
Brief Medication Does not explore reasons why
Questionnaire patients may be non-adherent

to medications.
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Appendix H. Responses to Each Self-Management Question by IBD Onset Group

Pediatric-onset IBD
patients (N=37)

Adult-onset IBD
patients (N=19)

N % N %
Who answers doctor’s
questions during the
visit?
Only me 22 59.6 15 79.0
Mostly me 10 27.0 2 10.5
Me and partner - - - -
Mostly partner - - - -
Me and parent 5 13.5 2 10.5
Mostly parent - - - -
Not applicable - - - -
Who is present with you
in the examination room?
Only me 17 46.0 9 47.4
Mostly me 7 18.9 5 26.3
Me and partner 3 8.11 1 5.30
Mostly partner - - - -
Me and parent 9 24.3 4 21.1
Mostly parent 1 2.70 - -
Not applicable - - - -
Who comes with you to
the doctor’s office?
Only me 11 29.7 7 36.8
Mostly me 7 18.9 3 15.8
Me and partner 5 13.5 2 10.5
Mostly partner - - - -
Me and parent 13 35.1 7 36.8
Mostly parent 1 2.70 - -
Not applicable - - - -
Who contacts the doctor
or nurse between visits if
there is a problem?
Only me 23 62.2 17 89.5
Mostly me 6 16.2 - -
Me and partner 2 5.41 - -
Mostly partner - - -
Me and parent 3 8.11 - -
Mostly parent 3 8.11 2 10.5
Not applicable - - - -
Who reminds you to take
your medications?
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Only me 20 54.1 10 52.6
Mostly me 6 16.2 5 26.3
Me and partner - - 1 5.26
Mostly partner - - 1 5.26
Me and parent 4 10.8 1 5.26
Mostly parent 4 10.8 - -
Not applicable 3 8.11 1 5.26
Who calls in your

medication refills?

Only me 25 67.6 12 324
Mostly me 2 541 2 10.5
Me and partner - - - -
Mostly partner - - - -
Me and parent 1 2.70 2 10.5
Mostly parent 5 13.5 1 5.26
Not applicable 4 10.8 2 10.5
Who asks questions of the

doctor during the visit?

Only me 22 59.5 10 52.6
Mostly me 6 16.2 5 26.3
Me and partner 1 2.70 - -
Mostly partner - - - -
Me and parent 7 18.9 3 15.8
Mostly parent 1 2.70 - -
Not applicable - - 1 5.26
Who picks up your

medication from the

pharmacy?

Only me 14 37.8 8 42.1
Mostly me 11 29.7 5 26.3
Me and partner - - - -
Mostly partner - - 1 5.63
Me and parent 5 13.5 2 10.5
Mostly parent 4 10.8 1 5.26
Not applicable 3 8.11 2 10.5
Who prepares a list of

questions before coming

to the doctor?

Only me 18 48.7 8 42.1
Mostly me 13.5 5 26.3
Me and partner - - - -
Mostly partner - - - -
Me and parent 3 8.11 3 15.8
Mostly parent 5 13.5 1 5.26
Not applicable 6 16.2 2 10.5
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Appendix I. Responses to Each Statement on Relationship with IBD Care Team by IBD

Onset Group
Pediatric-onset IBD | Adult-onset IBD
patients (N=37) patients (N=19)
N % N %
I feel my health care team listens to me
when I explain the impact that my IBD
has on my daily life.
Strongly disagree - - - -
Disagree - - 1 5.26
Neutral 10 27.0 2 10.5
Agree 11 29.7 7 36.8
Strongly agree 16 43.2 9 47.4
My health care team provides me with
the guidance and support that I need.
Strongly disagree - - - -
Disagree - - 2 10.5
Neutral 6 16.2 1 5.26
Agree 15 40.5 9 47.4
Strongly agree 16 43.2 7 36.8
My health care team is easy to reach if I
have any questions to ask them.
Strongly disagree 1 2.70 - -
Disagree 2 5.41 1 5.26
Neutral 6 16.2 4 21.1
Agree 21 36.8 7 36.8
Strongly agree 7 18.9 7 36.8
I feel my health care team understands
that I may have other demands in my
life (e.g., education, work, family).
Strongly disagree - - - -
Disagree - - - -
Neutral 6 16.2 4 21.1
Agree 22 59.5 8 42.1
Strongly agree 9 24.3 7 36.8
I feel my health care team supports my
goals beyond my disease.
Strongly disagree 1 2.70 - -
Disagree 2 5.41 1 5.26
Neutral 9 24.3 8 42.1
Agree 12 324 4 21.1
Strongly agree 13 35.1 6 31.6
I feel my health care team takes the time
to get to know me.
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Strongly disagree - - - -
Disagree 4 10.8 2 10.5
Neutral 11 29.7 5 26.3
Agree 11 29.7 5 26.3
Strongly agree 10 27.0 7 36.8
I feel my health care team cares about

me.

Strongly disagree - - - -
Disagree 2 5.41 - -
Neutral 7 18.9 2 10.5
Agree 17 46.0 9 47.4
Strongly agree 11 29.7 8 15.8
My health care team takes my daily life

into account when deciding my

treatment plan.

Strongly disagree - - - -
Disagree - - 1 5.26
Neutral 7 18.9 4 21.1
Agree 21 56.8 9 47.4
Strongly agree 9 24.3 5 26.3
I trust my health care team with

managing my disease.

Strongly disagree - - - -
Disagree - - - -
Neutral 1 2.70 2 10.5
Agree 17 46.0 9 47.4
Strongly agree 19 51.3 8 42.1
When I am experiencing a flare, I feel

comfortable reaching out to my health

care team.

Strongly disagree - - - -
Disagree - - - -
Neutral 6 16.2 5 26.3
Agree 16 43.2 8 42.1
Strongly agree 15 40.5 6 31.6
I feel comfortable asking questions to

my health care team.

Strongly disagree - - - -
Disagree - - - -
Neutral 4 10.8 3 16.0
Agree 14 37.8 7 36.8
Strongly agree 19 51.3 9 47.4

Overall, I am happy with my
relationship with my health care team.

Strongly disagree
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Disagree 2 5.41 - -

Neutral 2 5.41 2 10.5
Agree 17 46.0 9 47.4
Strongly agree 16 43.2 8 42.1
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Responses to Each Life Domain on the Secondary 7 Lifestyle Effects Screening (S7-LES) by

IBD Onset Group

Domain Pediatric-onset IBD patients (N=37) | Adult-onset IBD patients (N=19)
N (%) 95% CI N (%) 95% CI

Developmental 11 (29.7%) 15.9%, 47.0% 8 (42.1%) 20.3%, 66.5%
Intrapersonal (self) 24 (64.9%) 47.5%, 79.8% 9 (47.4%) 24.4%, 71.1%
Relationship 7 (18.9%) 8.0%, 35.2% 6 (31.6%) 12.6%, 56.6%
Career/Occupation 15 (40.5%) 24.8%, 58.0% 8 (42.1%) 20.3%, 66.5%
Existential 21 (56.8%) 39.5%, 72.9% 11 (57.9%) 33.5%, 79.7%
Avocational/Leisure 18 (48.7%) 31.9%, 65.6% 10 (52.6%) 28.9%, 75.6%
Spiritual 5 (13.5%) 4.5%, 28.8% 2 (10.5%) 1.3%, 33.1%

Experiencing Emotional Difficulties in Life Domains on the Secondary 7 Lifestyle Effects

Screening (S7-LES) by IBD Onset Group

Domain Pediatric-onset IBD patients (N=37) Adult-onset IBD patients (N=19)
N (%) 95% CI N (%) 95% CI

Developmental 10 (27.0%) 13.8%, 44.1% 7 (36.8%) | 16.3%, 61.6%
Intrapersonal (self) | 18 (48.6%) 31.9%, 65.6% 8 (42.1%) | 20.3%, 66.5%
Relationship 7 (18.9%) 7.96%, 35.2% 5 (26.3%) | 9.2%, 51.2%
Career/Occupation | 14 (37.8%) 22.5%, 55.2% 4 21.1%) | 6.1%, 45.6%
Existential 17 (45.9%) 29.5%, 63.1% 10 (52.6%) | 28.9%, 75.6%
Avocational/Leisure | 13 (35.1%) 20.2%, 52.5% 8 (42.1%) | 20.3%, 66.5%
Spiritual 2 (5.4%) 0.661%, 18.2% 1 (5.3%) 0.13%, 2.6%
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Appendix K. Responses to Each Statement on the Chronic Illness-Related Shame Scale by

IBD Onset Group

Pediatric-onset IBD
patients (N=37)

Adult-onset IBD
patients (N=19)

N % N %
I feel isolated/alone due to my illness.
Never (0 points) 8 21.6 4 21.1
Seldomly (1 point) 10 27.0 15.8
Sometimes (2 points) 12 32.4 10 52.6
Frequently (3 points) 6 16.2 1 5.26
Always true (4 points) 1 2.70 1 5.26
I’m ashamed of talking with others about
my illness or symptoms
Never (0 points) 7 18.9 4 21.1
Seldomly (1 point) 13 35.1 7 36.8
Sometimes (2 points) 7 18.9 1 5.26
Frequently (3 points) 9 24.3 5 26.3
Always true (4 points) 1 2.70 2 10.5
I feel inferior and disregard myself
because of my illness.
Never (0 points) 13 35.1 9 47.4
Seldomly (1 point) 12 32.4 4 21.1
Sometimes (2 points) 9 24.3 3 15.8
Frequently (3 points) 2 5.41 3 15.8
Always true (4 points) 1 2.70 - -
I feel that my illness is embarrassing.
Never (0 points) 11 29.7 5 26.3
Seldomly (1 point) 6 16.2 1 5.26
Sometimes (2 points) 11 29.7 8 42.1
Frequently (3 points) 5 13.5 2 10.5
Always true (4 points) 4 10.8 3 15.8
I’m insecure due to my illness.
Never (0 points) 11 29.7 6 31.6
Seldomly (1 point) 5 13.5 2 10.5
Sometimes (2 points) 11 29.7 4 21.1
Frequently (3 points) 9 24.3 4 21.1
Always true (4 points) 1 2.70 2 10.5
I feel that others may evaluate me
negatively (or criticize me) due to my
illness and symptoms.
Never (0 points) 12 32.4 5 26.3
Seldomly (1 point) 11 29.7 8 42.1
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Sometimes (2 points) 6 16.2 1 5.26
Frequently (3 points) 5 13.5 3 15.8
Always true (4 points) 3 8.11 2 10.5
I feel inadequate because of my illness and

symptoms.

Never (0 points) 12 32.4 9 47.4
Seldomly (1 point) 10 27.0 4 21.1
Sometimes (2 points) 8 21.6 2 10.5
Frequently (3 points) 5 13.5 3 15.8
Always true (4 points) 2 541 1 5.26




Appendix L. Responses to Each Statement on the Connor-Davidson Resilience Scale by

IBD Onset Group

Pediatric-onset IBD

patients (N=37)

Adult-onset IBD
patients (N=19)

N % N %
I am able to adapt when changes
occur.
Not true at all (0 points) - - - -
Rarely true (1 point) 1 2.70 1 3.26
Sometimes true (2 points) 11 29.7 5 26.3
Often true (3 points) 17 45.9 9 47.4
True nearly all the time (4 points) | 8 21.6 4 21.1
I can deal with whatever comes
my way.
Not true at all (0 points) - - - -
Rarely true (1 point) 2 5.41 1 5.26
Sometimes true (2 points) 12 32.4 7 36.8
Often true (3 points) 18 48.6 5 26.3
True nearly all the time (4 points) | 5 13.5 6 31.6
I try to see the humorous side of
things when I am faced with
problems.
Not true at all (0 points) - - - -
Rarely true (1 point) 3 8.11 1 5.26
Sometimes true (2 points) 11 29.7 2 10.5
Often true (3 points) 14 37.8 9 47.4
True nearly all the time (4 points) | 9 24.3 7 36.8
Having to cope with stress can
make me stronger.
Not true at all (0 points) - - 1 5.26
Rarely true (1 point) 8 21.6 2 10.5
Sometimes true (2 points) 12 32.4 6 31.6
Often true (3 points) 10 27.0 5 26.3
True nearly all the time (4 points) | 7 18.9 5 26.3
I tend to bounce back after
illness, injury, or other
hardships.
Not true at all (0 points) - - - -
Rarely true (1 point) - -
Sometimes true (2 points) 10 27.0 5 26.3
Often true (3 points) 18 48.6 7 36.8
True nearly all the time (4 points) | 9 24.3 6 31.6

I believe I can achieve my goals,
even if there are obstacles.
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Not true at all (0 points)

5.26

Rarely true (1 point) - - 1

Sometimes true (2 points) 9 24.3 4 21.1
Often true (3 points) 17 45.9 6 31.6
True nearly all the time (4 points) | 11 29.7 8 42.1
Under pressure, I stay focused

and think clearly.

Not true at all (0 points) 2 541 - -
Rarely true (1 point) 4 10.8 1 3.26
Sometimes true (2 points) 15 40.5 7 36.8
Often true (3 points) 6 16.2 6 31.6
True nearly all the time (4 points) | 10 27.0 5 26.3
I am not easily discouraged by

failure.

Not true at all (0 points) 2 541 - -
Rarely true (1 point) 7 18.9 2 10.5
Sometimes true (2 points) 12 32.4 7 36.8
Often true (3 points) 13 35.1 6 31.6
True nearly all the time (4 points) | 3 8.11 3 15.8
I think of myself as a strong

person when dealing with life’s

challenges and difficulties.

Not true at all (0 points) 1 2.70 1 5.26
Rarely true (1 point) 2 541 2 10.5
Sometimes true (2 points) 12 32.4 4 21.1
Often true (3 points) 11 29.7 5 26.3
True nearly all the time (4 points) | 11 29.7 7 36.8
I am able to handle unpleasant

or painful feelings like sadness,

fear, and anger.

Not true at all (0 points) - - -
Rarely true (1 point) 5 13.5 - -
Sometimes true (2 points) 14 37.8 6 31.6
Often true (3 points) 10 27.0 8 42.1
True nearly all the time (4 points) | 7 18.9 5 26.3
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