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gastrointestinal tract, including Crohn’s disease and 

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



significant social implications through the disease’s interference in social activities. 

individuals with IBD note that due to their loved one’s IBD, these family members face feelings 



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.

pose challenges for patients’ 





Part I of this thesis is titled, ‘ .” 

Part II of this thesis is titled, ‘A ’. 

Part III is titled, ‘ ’. 



Dłubacz A, Pytrus T, Akutko K, et al. —
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—

inflammatory bowel disease: correlations with quality of life and patient’s 

Living with inflammatory bowel disease: a Crohn’s 



childhood‐and adulthood‐

—



Marchak Gilleland J, Reed‐Knight B, Amaral S, Mee L & Blount RL. Providers' 



A social‐ecological model of 

adult‐oriented care for adolescents and young adults with 

and Crohn’s and Colitis Canada.









tract and include Crohn’s disease (CD) and ulcerative colitis (UC)

– —

—

—



Guidelines used for this scoping review were first described by Arksey and O’Malley and then 
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–







– –

Four studies measured patient’s comfort in adult care as an outcome of transition

explore patient’s attitudes towards the medical team, accessibility, and facilities of the centre

c logistics. Other studies either explored patients’ transition 

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


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



survey assessing patients’ knowledge of their diagnosis, dose and side effects of medications, 

questionnaire to assess patient’s IBD knowledge, their treatment, and diagnostic tests

the final list was the patient’s ability to recall medication 

Six studies measured patients’ quality of life (QoL)



. Sattoe et al., examined patients’ 

efficacy in medication use, and patient’s independence and behaviours at 

appointments, the questionnaire “IBD Yourself” was used

Efficacy Scale for Adolescents and Young Adults, which assesses patient’s confidence in their 





found that after the implementation of a transition program, patient’s scores increased in the 

–





may differ from providers’ perspectives, they would be able to provide patient



—



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 







15. Arksey H, O’Malley L. Scoping studies: Towards a methodological framework. 



19. Yadav AM, O’Toole FA, Patchett S. Perspective, and self





selected “non transitioned” referrals from







–



of independence in one’s care. The theme of disease management emerged within parent and 



. These additional stressors may diminish patients’ ability to take responsibility 



This study used naturalistic inquiry to address the research question: “What is transition success 

transition?”. Naturalistic inquiry aims to study events in 

–



–

recommended by the study’s authors. Providers were then contacted via email about study 

™ ™

describe the stakeholders’ perspectives on what a successful transition looks like, and 2. to 



describe stakeholders’ beliefs on how successful transition impacts long

™

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 –

–



were based on analysis of participants’ responses to questions about the key indicators they 

– –



–

Crohn’s

–

–

–

–



Master’s degree



–

–

–

–

–

–

Patients and parents were asked if they would characterize their/their child’s transition as 

r child’s transition was 

Seven themes emerged from the interviews across the three groups: 1) independence in one’s 



One’s Care

“It’s nice having more responsibility with my 

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 

need to, whether it is about the care you’ll be getting or if 

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



“Someone who is defiantly more aware of their body and 

responsibility because… you’re not a kid anymore you can 

doing that”

“… the amount of 

samples are done and sent in and correctly done.”

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

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, 

track of that.”



“Basically, compliant with all the factors that they 

pitalizations 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 

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 

reassuring.”

“I just really wanted a doctor that I was as close and 

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 …”



“Well, she has found a physician she is comfortable with. 

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 

contact with doctors”

“The nurse checks up on me here and there and I haven’t 

can happen to kids.”

“Constant contact is still there and any issues I’ve had are 

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.”



“There was really not one blip in his care. Not one missed 

Remicade because no communication.”

“They made it easy – ‘oh he is going to school?’ ‘Yup’ ‘We 

around where he is living.’”

“What is their overall understanding of medications if they 

effectiveness of those medications.”

“He knew the importance of how these medications can 

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 

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 



Five parents mentioned how the adult care team managed their child’s IBD as a determinant of 

guidance and support. One parent described their child’s adult care team as being flexible about 





patient’s care. They mentioned that patients will know who to reach out to when they encounter 

patient’s mental health through increasing both general and social anxiety, and feelings of 

patients’ employment, schooling, and relationships. One patient speculated that if their transition 

l, “I would probably be very much struggling in school. There is no way I 

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

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



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 

Our provider interviews revealed themes of independence in one’s care, disease management, 

theme of independence in one’s care and disease management because it incorporated the 





reflect the opinions of general gastroenterologists. Further limitations include only mother’s 



The strength of this manuscript is that it explores the various stakeholders’ perspectives on 

–





Shiman SL, Porter CQ. Direct Health Care Costs of Crohn’s Disease 



–

21. Sandelowski M. What’s in a Name? Qualitative Description Revisited. 



26. Charmaz K. ‘Grounded Theory: Objectivist and Constructivist Methods’, in N.K. Denzin 







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



Transition, defined as “the purposeful, planned movement” from 



to address the additional research question: “What are the facilitators and barriers to achieving a 

ion according to patients, parents, and health care providers?”. The study was 





author’s biases on the formation of codes and 

A.B’s positionality 





™

child’s/patient’s transition (when applicable) and then to transition in general. Participant 

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

52.9% had Crohn’s disease, and 58.8% were diagnosed 





described being mentally prepared for changing care. One parent mentioned how their child’s 



communication, and being responsive to the patient’s questions. Logistic facilitators included an 

as the patient’s pediatric clinic was described as facilitating better communication between the 



system that promoted the patient’s self

their child’s independence in managing their hea



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 

child’s behalf during appointments. Other examples included families who experienced 

and how these dynamics may impact the family’s ability to transfer responsibility for disease 



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 





“I think the most important is just asking a lot of questions and if you 

know you’re 

questions…”

“I think that [transitioning patient] could use some counselling or 

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 

person who set them over.”

“I think that the [adult] clinic somehow needs to put a little extra attention 

you’re stressed out going to school… so I think like a scheduled 3

‘hey 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 

person and that person’s job is to check up on these kids that are coming 

out of [pediatric care team].”



“… 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 

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 

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 

some decisions on their own…”

“They just aren’t 

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 

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.”



“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 

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 

like that. You don’t really know how to do that –

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

often they’re moving away to different places and then you have to hand 

ect.”

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

– makes it more difficult.”



parenting and patients’ developmental maturity

gave the example of parents who wanted to maintain control of their child’s care. The 

ribed “hovering parents” as a barrier. The theme of patients’ 

inadequately prepared by the pediatric team where in our study, patients’ preparedness to 



“concerns with transitioning”, while our study asked about “barriers”. Parents and patients may 



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

with the goal of developing patients’ self

Providers were the only group to mention aspects of the patient’s family as both a facilitator and 

patients view their parents’ involvement during their transition as detrimental or helpful.



mothers is consistent with the literature on parental involvement in their child’s chronic 

looking at age of diagnosis, and parent’s education level. Because this study did not



–

–

adulthood: A systematic review and thematic synthesis of parents’ experiences. 



–



–

O’Brien BC, Harris IB, Beckman TJ, Reed DA, Cook DA. Standards for reporting qualitative 

–



–

–

–







suggested to be the most heterogeneous period in an individual’s life course because it is 



research question of, “what is transition success according to patients, parents, and health

?”

themes: 1. Independence in one’s 



—

—

•

•



either Crohn’s disease



’

and their parent’s 



–

’ perception of their family’s

used to assess an individual’s perceived rank 

their family’s social 

the patient’s family dynamics before the patient enter



Independence in One’s Care

The theme of independence in one’s care 

(e.g., 6 points for ‘only me’ 5 for ‘mostly me’ 4 for ‘me and 

parent’ 3 for ‘me and partner’ 2 for ‘mostly partner’ 1 for ‘mostly parent’ answers).

‘ me’ and ‘ me.’ Moderate self

‘ me’, ‘me and parent’ ‘me and partner’

‘me and parent’, ‘me and partner’, 

‘mostly pa ’ ‘mostly parent’



all centered on patients’ perceptions of their adult IBD care team; therefore, I decided that these 

the patient’s 

patients’ perceptions of different aspects of their relationship with their 

’

“I trust my health care team with 

managing my disease” and “

”

, corresponds to mostly ‘ agree’ and ‘agree’

corresponds to mostly ‘ ’

and ‘ ’ 

‘neutral’, ‘disagree’, ‘strongly disagree’ 



item validated tool to measure patients’ self



•

•

•

atient’s perspectives on 

–

“my IBD diagnosis’ instead of “my medical procedure/diagnosis”

item validated scale that provides an indication of one’s ability to bounce back and 

: ‘Not 

true at all’ (0 points), ‘Rarely true’ (1 point), ‘Sometimes true’ (2 points), ‘Often true’ (3 points), 



and ‘True nearly all the time’ (4 points). The total score range

: ‘Never’ (0 

points), ‘Seldomly’ (1 point), ‘Sometimes’ (2 points), ‘Frequently’ (3 points), and ‘Always’ (4 

email by the study’s gastroenterologists and 

the Crohn’s and Colitis 



Canada’s website

patients’ 





—

’s timing, readability, and IBD



–





Crohn’s disease





’



’ ’s social status 





onset group answered, ‘yes’ to the question, ‘

’ Challenges described by participants mainly focused on 



10, ‘

’ with 1 being not comfortable and 10 

‘how comfortable did you feel interacting with the healthcare system 

when you were first diagnosed?’ ’

participant’s 





a young person’s growth.

–



Theme: Independence in One’s Care 



measured participants’ reported relationship with their IBD care team across 12 different 







’







‘sometimes’, ‘frequently’ and ‘always true’. 

I’m ashamed of talking with others about my 



I’m insecure due to my illness.

resilience score ≥ 35). 



with life’s challenges and difficulties.



‘IBD that is in remission can slow down a young person’s growth’ and ‘

’ which was answered incorrect

score in the ‘low self management’ category (2.7



a higher proportion of ‘neutral’ or disagree’ 

answered ‘neutral’ or ‘disagree’ to the 

statement, ‘ ’ and 40.0% 

answered ‘neutral’ or ‘disagree’ to the statement, ‘

.’ These statements in particular represent an area where the health

(≥35)

participants selected ‘often’ or ‘always’ to the statement, ‘ ’ as a reason 





‘only me’ to the answering doctor’s question study ‘only me’ was 

91.5% of participants selected ‘only me’ 

when asked who scheduled their own office visit and 85.1% selected ‘only me’ 



‘only me’, ‘mostly me’, ‘me and parent’

‘only me’ or 

‘mostly parent’



score of participants’ reported relationship with their IBD care team

participants’ perceptions of their relationship with their adult care team

medications (≥80%) according to the medication adherence report sc

≥ . Crohn’s disease 

could be attributed to the high proportion of participants with Crohn’s 





asthma (22.6%) with only 9.6% having Crohn’s disease; therefore, this study may not be 







to select ‘disagree’ or ‘strongly 

disagree’ to a statement about their IBD care team and select ‘neutral’. If this is the case, 

combination of the ‘strongly disagree’, ‘disagree’, and ‘neutral’ responses. 



—



–

rohn’s and Colitis Canada. 

–



Storey A, Marcellin S, Purtell KM, Tougas A, Lessard A. “It’s about having 

:” A qualitative investigation of how adolescents understand 

–

–



–

–

–

–



–

Trindade IA, Duarte J, Ferreira C, Coutinho M & Pinto‐Gouveia J. The impact of illness‐

Trindade IA, Marta‐Simões J, Ferreira C & Pinto‐Gouveia J. Chronic illness‐related 



—A patient’s perspective.





(Providers); 7. Independence in One’s Care (Patients, Parents & Providers). These themes

’











y’



as well as insight into participant’s IBD





–

–

disease: correlations with quality of life and patient’s characteristics.

Arksey H, O’Malley L. Scoping studies: Towards a methodological framework. 



Living with inflammatory bowel disease: a Crohn’s and 







–

–

–

. Differences between childhood‐and adulthood‐onset 



Charmaz K. ‘Grounded Theory: Objectivist and Constructivist Methods’, in N.K. Denzin and 



—

–



and Crohn’s and Colitis Canada. 

–



–

adulthood: A systematic review and thematic synthesis of parents’ experiences. 



–



Shiman SL, Porter CQ. Direct Health Care Costs of Crohn’s Disease and 

Dłubacz A, Pytrus T, Akutko K, et al. —





Marchak Gilleland J, Reed‐Knight B, Amaral S, Mee L & Blount RL. Providers' assessment of 



–



–

O’Brien BC, Harris IB, Beckman TJ, Reed DA, Cook DA. Standards for reporting qualitative 



–



–

—

patient’s perspective. 



Sandelowski M. What’s in a Name? Qualitative Description Revisited. 



selected “non transitioned” referrals from





Pinto‐Gouveia J. The impact of illness‐related 



Yadav AM, O’Toole FA





(IBD or inflammatory bowel disease* or crohn’s or 



(IBD or inflammatory bowel disease* or crohn’s or 

“continuity of patient care”/ or transition to 

(IBD or inflammatory bowel disease* or crohn’s or 

(MH “Continuity of Patient Care”) OR (MH “Transitional 

Care”) 

“change of care”

“p?ediatric to adult care”



(MH “Inflammatory Bowel Diseases”) OR (MH “Colitis, 

Ulcerative”) OR (MH “Crohn Disease”)

(IBD or “inflammatory bowel disease”or crohn’s or 









 

 

 

 

 

 

 

 



 





asked about your child’s experience transitioning,





 

 

 

 

 

child’s 

 

 

 



 









 

 

 

 

 

 

 

 



 















To understand patient’s perspectives on what a successful and an unsuccessful transition 

Explore patient’s perspectives on any barriers that may prevent one from achieving a 

Explore patient’s perspectives on any factors that may contribute to achieving a 



transition has influenced you… 

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…  

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?



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?”

how you view your transition… 



In your opinion, are there any outcomes that you didn’t achieve that would have made 

If so, “What are they?”

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?” 



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

Now for the final question… 

If participants indicated that they experienced a successful transition, ask “If you had 

day life?”

If participants indicated that they experienced an unsuccessful transition, ask “If you had 

– day life?”  





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

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

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



In this interview, we will first talk about your child’s transition, then about the outcomes your 

transition has influenced your child … 

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…  



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?  

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

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? 

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

Was there anything unexpected about your child’s transition and transfer to adult care?

If yes, “What were some of the expectations you had?”

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



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

Would you define your child’s transition and transfer as being successful or 

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

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

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?”

how they defined their child’s transition)] transition for a patient? 

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?” 



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

Now for the final question …

Do you think that your child’s transition experience has impacted their health? What 

If participants indicated that their child experienced a successful transition, ask “If your 

day life?”



If participants indicated that their child experienced an unsuccessful transition, ask “If 

– day life?”  



To understand provider’s perspectives on what a successful and an unsuccessful 

Explore provider’s perspectives on any factors that may contribute to patients achieving a 

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



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 …  

If yes, “what do you do to help with transition?” 

We will first talk about what it means to have a successful transition… 

In your opinion, at what point in time would you assess whether a patient’s transition has 



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 

If no, ask “how else would you define transition success?” 

Do you think that having a successful transition plays a role in a patient’s long

–



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 



f) Do you think that having an unsuccessful transition plays a role in a patient’s long

–



–

•

•





































in One’s Care
•

•

•

•

•

•

•

•

•



answers doctor’s 

the doctor’s office?   













I’m ashamed of talking with others about 

I’m insecure due to my illness.







person when dealing with life’s 


	( 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 ) ) )

