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A B S T R A C T

Introduction: The transition from pediatric to adult care poses challenges for adolescents and young adults (AYA) 
with chronic conditions and their caregivers. A patient navigator (PN) intervention may mitigate transition- 
related barriers.
Methods: A qualitative study was conducted within a pragmatic randomized controlled trial. A purposive sample 
was recruited of AYA with diverse diagnostic and demographic characteristics who worked with the PN and/or 
their caregivers. Seventeen participants completed semi-structured interviews at baseline and post-intervention 
and optional journal entries. Thematic analysis was used inductively.
Results: Analysis yielded two themes from baseline interviews: 1) uncertainty and hesitation with leaving a place 
of support, 2) navigator assistance with post-secondary education, and three themes from post-intervention 
interviews: 1) emotional support, 2) informational and task-focused support, 3) navigator guidance to become 
more independent.
Discussion: Our findings describe the needs of AYA and the experience of PN support; our findings may guide 
future implementation of PNs in transition care.
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1. Introduction

The transition from pediatric to adult healthcare is associated with 
many challenges for adolescents and young adults (AYAs) with chronic 
health and mental health conditions 1. Although there are challenges 
specific to certain disease groups and individuals based on sociodemo-
graphic determinants, many are common 2. A systematic review iden-
tified common barriers AYA experience related to relationships, beliefs 
and expectations of the adult healthcare system, skills and/or efficacy, 
and access to care or health insurance-related barriers 2. AYAs experi-
ence simultaneous changes in other areas of life such as leaving high 
school and changes in interpersonal relationships. Developmental con-
siderations further distinguish the AYA experience. While there are 
extensive individual differences, AYA may be more likely to engage in 
risky behavior or behavior with immediate rewards3. Thus, they may 
benefit more from external structure and support than adults, but the 
adult healthcare system does not typically treat AYAs differently. AYAs 
are often still developing self-management and interpersonal skills, 
which also affect their healthcare transition 4. A recent scoping review 
examined recommendations for improving transition from the per-
spectives of AYAs with chronic health conditions/complex health needs 
who have transitioned to adult care; recommendations included 
improving continuity of care, promoting patient-centered care, building 
strong support networks, and enhancing transition preparedness 
training 5. Caregivers of AYA with chronic health conditions face unique 
challenges by undergoing the transition with their child, as well as a 
transition in their own roles and responsibilities.

One proposed solution to improve AYAs transition to adult care is a 
patient navigator (PN). Patient navigators gained popularity in pro-
grams serving cancer populations 6 and have become widespread in 
other contexts, however, are often limited to disease-specific patient 
populations such as patients with type 1 diabetes 7, and hemoglobin-
opathies 8. A 2018 environmental scan identified 19 pediatric programs 
in Canada using navigators; the majority provided support to a group of 
patients with a specific condition such as mental health and addictions, 
diabetes, oncology or medically complex conditions 9. A more recent 
environmental scan identified 58 programs that included patient navi-
gation in Alberta, with most available to patients of any age, though 
some were specific to children 10. Patient navigators have also been used 
in programs addressing disparities in health outcomes within margin-
alized groups 6,11. Patient navigator support during transition has been 
shown to benefit clinical outcomes 8,12, however the evaluation of PN 
from the perspectives of AYA who receive such services or their care-
givers has not been well studied.

To address this gap, we conducted a qualitative study embedded 
within a larger randomized controlled trial, the Transition Navigator 
Trial (TNT), designed to evaluate the use of a transition PN with AYAs 
transitioning from pediatric to adult specialty care in Alberta, Canada 13.

2. Methods

Our objective was to ascertain the experiences of AYA with chronic 
health or mental health conditions and/or caregivers working with a PN 
throughout their transition to adult health services. Participants eligible 
for the study had a chronic health condition lasting over 3 months, 
requiring referral to an adult specialist 13. The trial was prospectively 
registered at clinicaltrials.gov NC-T03342495; full trial results will be 
reported elsewhere.

A province-wide pragmatic randomized controlled trial was con-
ducted examining the impact of a patient navigator intervention 
compared to usual care for young people aged 16–21 with chronic 
conditions transitioning from pediatric to adult healthcare 13. Partici-
pants were enrolled between 25 January 2018 and 10 September 2021, 
and randomly assigned to either the PN or the usual care group. The PNs 
were social workers with clinical experience, employed by the provin-
cial publicly funded healthcare system. The PN role was developed 

based on input from provincial healthcare stakeholders (direct care 
providers, administrators and policy makers) and recommendations 
from the transition literature 14. The intervention lasted 12–24 months. 
Patient navigators conducted an initial assessment with each partici-
pant, and contacted them every 3 months thereafter. Participants were 
able to initiate contact with PNs at any time by email, text, phone, and 
in-person. Participants assigned to the PN group were invited to 
participate in a qualitative interview at baseline (prior to beginning 
work with the PN). Those who participated at baseline were invited to 
complete a second interview at the end of the intervention, focused on 
obtaining reflections on how the PN assisted them during the trial.

Institutional ethics approval was granted for this study. Participants 
provided written or oral informed consent or assent (with parent/ 
guardian consent), documented in writing by study staff. Consent was 
sought from a parent/guardian unless the mature minor participant 
declined to have their parent/guardian involved.

2.1. Participants and Sampling

Trial participants were recruited from specialty clinics at three ter-
tiary care pediatric hospitals in Alberta, Canada. Eligible interview 
participants were trial participants assigned to the PN. In some cases, 
caregivers of a child who required additional support during the tran-
sition worked with the PN and participated in the interviews. This re-
flects the approach of the PN intervention to work with patients and 
their families. Interview participants were recruited using purposeful 
sampling strategy to ensure the sample was representative of the overall 
TNT cohort on the basis of primary disease category, sex, gender, 
presence or absence of comorbidities, and immigrant status15.

2.2. Data Collection and Analysis

Individual interviews were conducted by phone using a semi- 
structured interview guide by team members EM, BA, and DS. The 
interview guide was established in collaboration with content experts in 
transitions, chronic health conditions, and adolescent development. 
Interviews were audio recorded and transcribed verbatim with identi-
fying information removed. Data collection and analysis were iterative, 
and modifications to the interview guides were implemented when 
necessary. Data analysis occurred using NVivo software Version 11. 
Thematic analysis 16–18 was used to identify and analyze patterns in the 
data. Initial coding was done by three team members (MP, SS, DS). 
Through several rounds of discussion with the research team and qual-
itative methods expert (GD), codes were refined and combined to create 
themes and subthemes based on shared meaning 18. This process was 
completed while analyzing both baseline and post-intervention in-
terviews; themes were then compared between time points.

Themes and subthemes were reviewed by the TNT steering com-
mittee; data was shared with all co-investigators and feedback was 
invited. Authors agreed that the information power of the sample was 
sufficient to address the research question 19. While the experiences of 
participants are diverse, the focus on the time period of transition, the 
purposive sampling strategy and depth of interviews led to rich and 
thorough data. Efforts to ensure trustworthiness in the analysis process 
included making changes to the interview guide, involving multiple 
coders, and providing reflexive memos and thorough descriptions of 
codes 17.

Participants had the option to share thoughts about their transition 
experience through an online journal at the time of enrollment and at 6, 
12, 18 and 24 months post-enrollment. The journal prompt was an open- 
ended invitation to share thoughts in a free-text response box. Journal 
entries were analyzed using a general thematic analysis, and compared 
with the themes from the interview analysis. Within this cohort, 9 par-
ticipants completed journal entries at various time points, for a total of 
20 journal entries. Results from the analysis of journal entries agreed 
with the themes from the analysis of the interviews, thus they are 
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presented together.

3. Results

3.1. Participant Characteristics

Forty-six participants or caregivers were interviewed at baseline. 
Four subsequently withdrew from the study, and two did not have any 
interaction with the navigator. All remaining participants (n=40) who 
were interviewed at baseline were invited for a post-intervention 
interview. Some participants did not respond (n=16) or declined 
(n=7). The final sample represents 17 AYA participants. Interviews were 
conducted as follows: with AYA participants only (n=10), AYA partici-
pants supported by their caregivers during the interview (n=2) or 
caregivers only (n=5) when AYA were not able to participate in in-
terviews themselves. The same person (participant and/or caregiver) 
was interviewed at both baseline and post-intervention. Participant 
demographics are summarized in Table 1.

3.2. Themes and Subthemes

An overview of themes at baseline and post-intervention is shown in 
Figs. 1 and 2, respectively. Supporting quotes are presented in Table 2.

3.2.1. Baseline Data: Perceptions of how the Patient Navigator Will Help 
them Transition

3.2.1.1. Theme 1: Uncertainty and Hesitation with Leaving a Place of 
Safety and Support. Before the intervention, a majority of participants 
anticipated requiring a range of support from the PN during the trial to 
assist them through their transition to adult services. Nevertheless, some 
participants were uncertain about what specifically the PN could do to 
assist them through this transition period, leading to participants 
describing their goals or articulating when they would cease requiring 
support: "When I feel like I’m strong enough to be by myself. And … 
have learned as much as I can from them…like I’ve become the teacher 
of my own life. Then I feel like I’ll be ready" (CGY-078).

3.2.1.1.1. Subtheme 1.1 “I’m nervous about going in and I need sup-
port”: Navigator Assistance with Healthcare Transition and Health Man-
agement. Several participants recounted their worries about the transfer 
and relocation to adult healthcare facilities. Consequently, many par-
ticipants thought it would be helpful for the PN to physically accompany 
them to initial adult appointments while assisting them with mapping 
out the locations and routes to take to access such services. Participants 
also identified requiring assistance with acquiring a family doctor, adult 
specialists, and supports for the ongoing management of their chronic 
health condition. Some identified that they had already experienced 
difficulties finding these types of necessary and lifesaving supports.

3.2.1.1.2. Subtheme 1.2 “We are paying a lot out of pocket”: Navigator 
Assistance with Financial Support. A persistent theme across baseline 
interviews was uncertainty regarding potential financial hardships 
related to accessing medical equipment to manage medical conditions 
post-transfer. The need for assistance with applying for financial support 
related to their condition was a paramount concern for caregivers and 
youth.

3.2.1.2. Theme 2: "I’m actually really nervous about going to university": 
Navigator Assistance with Preparation and Transitioning to Post-Secondary 
Education. Participants expressed that they would like assistance with 
decisions about post-secondary including applications and preparation 
to attend. Within the context of health needs, participants anticipated 
requiring PN support with ensuring academic and medical accommo-
dations on campus are put in place to meet their needs. Some partici-
pants expressed heightened stress related to the management of their 
health while attending post-secondary education. Concerns with 

financial challenges related to post-secondary came up for multiple 
participants. Some anticipated needing help with student loans and 
other financial assistance related to attending post-secondary (text-
books, living expenses). Both baseline themes describe sentiments 
related to an unknown future.

3.2.2. Post-intervention: participants report on how the patient navigator 
helped them transition

The analysis of the post-intervention interviews showed significant 

Table 1 
Participant demographics.

Interviewee (n=17) 
Participant 
Caregiver 
Participant and caregiver joint interview

10 (59 %) 
5 (29 %) 
2 (12 %)

Age of AYA participant at baseline interview (n=17)

17 
18 
19

13 (76 %) 
3 (18 %) 
1 (6 %)

Sex of AYA participant (n=17) 
Female 
Male

8 (47 %) 
9 (53 %)

Ethnicity* (n=17) 
East Asian 
South East Asian 
Middle Eastern 
White/Caucasian (North American and European)

2 (12 %) 
1 (6 %) 
2 (12 %) 
15 (88 %)

Sex of caregiver interviewee (n=7) 
Female 
Male 
Did not respond

5 
1 
1

Referral site (n=17) 
ACH 
Stollery 
Glenrose

6 (35 %) 
9 (53 %) 
2 (12 %)

Primary Diagnosis Category (n=17) 
Neurology 
Genetic/Metabolic 
Cardiovascular

4 (24 %) 
3 (18 %) 
2 (12 %)

Developmental 
Hematology/Immune deficient 
Rheumatology 
GI/Liver 
Nephrology 
Endocrine 
Renal/Urology

2 (12 %) 
1 (6 %) 
1 (6 %) 
1 (6 %) 
1 (6 %) 
1 (6 %) 
1 (6 %)

Number of clinics involved in care (n=17) 
1 
2 
3 
4 
5 
6 
7 
8 
9

5 (28 %) 
4 (22 %) 
3 (17 %) 
1 (6 %) 
1 (6 %) 
0 (0 %) 
0 (0 %) 
3 (17 %) 
1 (6 %)

Presence of self-reported mental health conditions at baseline (n=17) 
Yes 
No

6 (35 %) 
11 (65 %)

Post-secondary aspirations at baseline* (n=17) 
Trade-school 
College/certificate 
University 
Work 
Prefer not to answer 
Other

3 (18 %) 
5 (29 %) 
6 (35 %) 
8 (47 %) 
1 (6 %) 
3 (18 %)

Vocational status at end of intervention (n=17)* 
College/certificate 
University 
High School 
Work 
Other community activities

2 (12 %) 
3 (18 %) 
2 (12 %) 
4 (24 %) 
9 (53 %)

* Participants could select more than one answer, thus resulting in a total 
greater than 100 %
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variation in the level of engagement between participants and PN. 
Participants had between 1 and 24 follow-up encounters with the PN, 
with an average of 9.6 follow-up encounters. Participants with fewer PN 
interactions expressed that they did not need more support due to prior 
preparation for transition or having few clinic visits, or that their contact 
with the PN was reduced due to pandemic restrictions or because they 
forgot the PN was available. One participant clearly identified needs that 
the PN could have helped with but did not due to low levels of inter-
action with the PN during the trial. Relationships between themes are 
illustrated in Fig. 1.

3.2.2.1. Theme 1: “they’re always there”: emotional support. Participants 
shared that the emotional support provided by the PN facilitated an 
overall positive transition experience. Emotional support was described 
as both the supportive presence of the PN and the application of specific 
engagement interventions. Participants explained that they felt sup-
ported when the PN checked in with them regarding their transition 
experience and progress on personal and transition-related goals. This 
was described as “being there” by multiple participants and as a “reas-
suring gesture” by others.

Emotional support from the PN was described as distinct from sup-
port received from other healthcare providers, family and friends, and 
invaluable even when participants had these other support systems in 
place. Participants described the PN as understanding of their experi-
ences as an AYA with a chronic health condition.

Participants described that an emotionally supportive PN created 
space for them to share their feelings and experiences, including during 
times of crisis. These discussions sometimes led to receiving both 
emotional support and timely, relevant informational resources.

3.2.2.2. Theme 2: “she would look into it and get back to me”: informa-
tional and task-focused support. Participants reported the PNs supporting 
the transition to adult care by providing timely and relevant informa-
tion. PNs sometimes provided task-focused support by completing 
necessary tasks on behalf of the participant to promote a positive tran-
sition experience for the young person.

3.2.2.2.1. Subtheme 2.1: healthcare and community resources and 
support. Participants shared that PNs followed up on topics discussed in 
their baseline assessment, thus providing them with individualized 
support. In addition, most participants received resources tailored to 
issues as they arose and when participants were unsure where to start. 
Conversely, one participant identified that the PN did not have extensive 
knowledge of resources in their town compared to the larger urban 
center.

Participants described the benefit of the PN role being located within 
the healthcare system, as this allowed PNs to access medical records and 
provide informational support related to their healthcare transition such 
as confirming referrals, appointments, and contact information of 
healthcare providers. Participants described receiving resources to help 
address specific healthcare issues, such as challenges accessing or paying 

Fig. 1. : Baseline Themes.
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for medications, and also related to community supports, including 
government funding programs and post-secondary supports for students 
with chronic health conditions.

Participants described PNs providing task-focused support within the 
healthcare system, such as contacting clinics on their behalf and writing 
letters of support, and in the community. These tasks done by the PN 
sometimes expedited processes or were crucial in helping participants 
access funding or programs. In particular, caregivers of young adults 
with chronic conditions described the PN’s support in helping them 
access financial and community supports as important during a time of 
immense overwhelm that found them “fumbling” and “floundering”.

3.2.2.2.2. Subtheme 2.2: self-management resources and tools. Multi-
ple participants described being made aware of resources and tools that 
could help with tracking appointments, health information, and medi-
cations. Finally, many shared that it was helpful to know that they could 
contact the PN if they needed any information or had any questions 
about managing their healthcare needs. This informational and task- 
focused support could be built on, with the PN providing guidance to 
help participants learn to complete these healthcare related tasks 
themselves.

3.2.2.3. Theme 3: “i used every method she taught me. it worked”: navi-
gator guidance to become more independent. The theme of PN guidance 
overlaps with and builds on previous themes. Participants described this 
as a process of teaching, goal setting, creating “action plans”, and/or 
talking through challenges participants experienced. It was particularly 
helpful when the PN did this in a way that was tailored to their indi-
vidual needs, for example, PNs taking notes during meetings, sending 
follow-up emails, and identifying “homework” tasks to help participants 
follow through on needed actions. Several participants shared that the 
PN was aware that these tasks were new to them and understood the 
developmental considerations unique to AYAs.

3.3. Comparing baseline and post-intervention interviews

Similarities and differences between baseline and post-intervention 
themes are illustrated in Fig. 3. At baseline many participants identi-
fied a desire for assistance with tasks related to their transition to adult 
healthcare such as obtaining adult doctors and physically navigating 
new healthcare facilities, as well as information about financial assis-
tance programs. In the post-intervention interviews, many participants 
noted that the PN actively assisted with information and task-focused 
support in the domains of healthcare and community support, thus 
directly addressing these baseline concerns. Post-secondary assistance 
was commonly identified in the baseline interviews and some partici-
pants in the post-intervention interviews shared that they received 
assistance with accessing scholarships/grants and accommodation ser-
vices. Concepts unique at post-intervention included the need for 
adopting concrete self-management tools/resources, the need for guid-
ance on a range of topics and with setting goals, and the need for 
emotional support. Participants provided briefer, less nuanced responses 
about their expectations from the PN at baseline in contrast to the wide 
breadth and depth of responses after their participation in the trial.

4. Discussion

This research describes the needs AYA have when approaching their 
transition and how a PN service helped AYA meet these needs. To our 
knowledge, this is the first study to explore the perspectives of AYA and 
caregivers about the role of a PN before and after the transition to adult 
care.

This study’s findings align with existing literature in describing 
many challenges related to healthcare transition: mixed emotions 20

and/or negative emotions 21, relinquishing attachment to their pediatric 
team 22, apprehension about accessing new providers 2, concerns about 

Fig. 2. : Post-Intervention Themes.
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Table 2 
Baseline and Post Intervention Themes.

Theme Illustrative Quotes

Baseline  
Theme 1 Uncertainty and hesitation 

with leaving a place of 
safety and support



Subtheme 1 “I’m nervous about going in 
and I need support”: 
Navigator Assistance With 
Healthcare Transition and 
Health Management

"I guess like getting me ready to 
go there and…even if you can’t 
meet up for the first time, just go 
in there and just introduce 
yourself, get familiar with the 
doctors and then … she can help 
me with figuring out what kind of 
things I need to do when get to the 
doctor’s office"(EDM− 137) 
"Well I’m concerned with all my 
like, parking and stuff… 
Especially moving into a separate 
hospital. I wouldn’t know where 
I’m going and stuff, and some 
clinics will be in a different 
building … I know some of the 
doctors told me that some of their 
clinics will be like in downtown. 
And then in [Adult Hospital] and 
a different hospital again and 
different clinics" (CGY− 064) 
“We try to go over to my mom’s 
original doctor that she goes [to] 
… but she doesn’t like my 
condition so she doesn’t want me 
to, she doesn’t want to become 
my family doctor" (EDM− 085) 
“You know the hardest thing for 
parents like me is finding actual 
care givers” (Caregiver 
CGY− 080). 
"I think they would [be able to 
help] because I don’t really have a 
lot of access to, well, like adult 
providers like that other than like 
school. So it would help kind of 
get into it … because once I leave 
school, I would have that kind of 
outside as well." (EDM− 078)

Subtheme 2 “We are paying a lot out of 
pocket”: Navigator 
Assistance With Financial 
Support.

"Personally I may end up having 
an issue just with cost at some 
point … I don’t necessarily know 
what the future holds for me 
monetarily" (EDM− 043) 
"Right and if I get a pump like 
depending on the pump that I get 
that may not be covered, I’m not 
currently on a pump but I do if I 
do get one there may be issues 
around that" (EDM− 043) 
"I will probably need financial 
support because all the 
medications I am on, like we are 
paying, like right now my mom 
and dad are paying for them, but 
we are paying them, like some of 
the insurance pays for it, but we 
are paying a lot of it out of pocket" 
(EDM− 137) 
"Will I have insurance?" 
(CGY− 064)

Theme 2 "I’m actually really 
nervous about going to 
university": Navigator 
Assistance with 
Preparation and 
Transition to Post- 
Secondary Education

“I think [my health condition] 
will affect me more in post- 
secondary” (CGY− 064) 
“I will have to do a half course 
load and maybe help me 
transition to that … also keeping 
aware that I am in school and I 
have to keep up with it and keep 
up with my health” (EDM− 137)  

Table 2 (continued )

Theme Illustrative Quotes

"Cause like since I’m applying for 
college, I want to learn about 
ways that will make my life easier 
(laughing)… cause it’ll be hard to 
move around and stuff." 
(CGY− 064) 
"Just the disability" (EDM− 006) 
“might need help with the student 
loans” (EDM− 006) 
“I’m actually really nervous about 
going to university, like taking, 
being in larger classes it might be 
little harder and maybe they’ll 
[patient navigator] help me 
transition in that as well.” 
(EDM− 078) 
“figure[ing] out how to apply 
properly” (EDM− 043) 
“I would like to be able to pay for 
my books and go to school” 
(EDM− 085)

Post- 
Intervention

 

Theme 1 “They’re always there”: 
Emotional Support

"It actually blew me away…she’s 
the first person to actually pick up 
a phone and go ‘hey, are you 
okay?’” (EDM− 075, Caregiver) 
"And then I, she asked me how life 
was going and I kind of just 
poured my heart out on her cause, 
you know, I had this big 
connection with her and I asked 
her if she knew, if she could 
provide me with any help and she 
said yes, and she like started 
giving me, um, different resources 
to help" (EDM− 137) 
"I also just like the fact that, um, 
they call me like, like it’s more 
like a reassuring gesture. Like, oh, 
we are here if you are, if you need 
any help." (CGY− 064) 
"Maybe it felt more like talking 
more to a human (laugh) not the 
doctors are inhuman but like it 
was kind of nice because she did 
sympathize with both sides …well 
informed about COVID but at the 
same time you know she was able 
to sympathize of how quarantine 
seems to have been, especially 
with still in school and things like 
that, so I really enjoyed that I 
thought it was kind of nice" 
(CGY− 084) 
"If I needed something, she was 
there. I mean she’s been there 
more for me then any social 
worker or any doctor. " 
(EDM− 075, Caregiver) 
"I think in my opinion, I think um, 
and probably same as [participant 
name], it was her biggest role was 
just the supportiveness. Mm- 
hmm. Like being able to, um, help 
us okay. Direct us which way to 
go or if there was a service that 
could help us with something, she 
was always there" (EDM− 219, 
Caregiver) 
“[someone] who does 
understand, at least at some level 
the kind of stress and everything 
that does come along…with a 
chronic condition that kind of 
makes you an outlier in a lot of 

(continued on next page)
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Table 2 (continued )

Theme Illustrative Quotes

your friend groups and situations" 
(EDM− 043) 
“made [the transition] easier and 
has reduced my stress 
significantly” (EDM− 043, journal 
entry at 12 month time point).

Theme 2 “She would look into it and 
get back to me”: 
Informational and Task- 
Focused Support



Subtheme 1 Healthcare and Community 
Resources and Support

“If it wouldn’t have been for my 
transition navigator kind of 
telling me what exactly had to be 
done, I wouldn’t have had a clue 
and I would have been fumbling 
through the system with supports 
not in place.” (EDM− 047, 
Caregiver) 
"If the navigator contacted them, 
they got back to her immediately. 
So she was able to, if she was 
looking into something for me, 
she was able to get back to me 
within a day or two if I wasn’t 
able to reach them. Um, and then 
she was able to get appointments 
or let me know if he’s on a wait 
list for an appointment or already 
currently has an appointment. 
Whereas some of the other clinics, 
it was just, we, it took months to 
hear back from." (CGY− 080, 
Caregiver) 
"Honestly it was amazing. I was 
trying to apply for my 
[government funding] and with 
the [PNs] help, I was finally 
accepted after how many years of 
trying, so it was really good" 
(EDM− 006) 
"She gave me a lot of contact 
numbers and that for me to get a 
hold of different people, so that 
really helped because I think 
otherwise you’d just be… 
floundering if you didn’t exactly 
know where to start" (EDM− 149, 
Caregiver). 
“[Navigator] was very supportive 
that way when we were getting 
our paperwork in for 
guardianship and trusteeship, she 
was very good that way and 
helped us out, and talked me 
through it for some of the parts, so 
got me going." (EDM− 149, 
Caregiver) 
“When I started my college 
program, she informed me 
[about] some things for people 
with like disabilities and stuff and 
like uh medical issues. So like for 
Cohn’s, there’s something for 
Crohn’s at the, at the college I 
went to…it was something that 
she brought to my attention cuz I 
didn’t know before we had our 
call” (CGY− 095) 
“You name it. I mean, if I had a 
question, she’d figure it out.” 
(EDM− 075, Caregiver) 
“If I had anything, questions in 
between, I could text them any 
questions I had and they would 
get back to me.” (CGY− 092) 
"And I also got information on  

Table 2 (continued )

Theme Illustrative Quotes

sexual health stuff at one point… 
cause that’s super important as a 
diabetic." (EDM− 043) 
"Sometimes it’s hard to find a lot 
of resources when it comes to 
specialist care so I think that was 
kind of like the best thing they 
provided was that they were able 
to find and access you know… 
certain resources and again like if 
was medications and stuff I didn’t 
really know where to find they 
were really good about being able 
to do that." (CGY− 084) 
"I had specific medication that I 
have to take and it isn’t covered 
by health care but they had a 
bunch of resources to, you know, 
to tell me like who to call and who 
to write a letter to get it covered 
by health care and things like that 
so that was really good too." 
(CGY− 084) 
"She gave me numbers for if I felt 
suicidal or anything like that. She, 
um, she, she gave me numbers to 
contact if I ever felt like that. And 
she provided phone numbers to 
call for therapists and counselors 
to call and she said, call your 
family doctor, they’ve gotta have 
someone that, you know, they 
send their patients to and um, you 
know, look in the community to 
see if there’s any therapists that 
you can see. And, uh, that helped 
a lot. That she was also there for 
my mental health and not just my 
physical health.” (EDM− 137) 
"I would say [their role] was 
largely to provide support on 
topics or ways that other people 
in my life couldn’t or at least she 
could do it more easily than 
having to reach out to someone 
like my [specialist] who was 
always super busy." (EDM− 043) 
“She set me up with a guideline 
with exactly how to apply for uh 
trustee ship, guardianship…um 
how to apply for [provincial 
funding program] how to get 
[provincial funding program] 
going for [child’s name]… She 
even set me up like with a 
timeline of this has to applied for 
by this date and after you can, you 
can’t apply for this until this is 
done, so this is step one when step 
one is done you got step two, and 
to have that in place, because I 
wouldn’t have - nobody sits down 
and tells you these things, so 
without a navigator telling me 
these things there was no doctor 
that told me, no teacher, no 
educator that told me everything 
that had to be involved with my 
special needs child turning 
eighteen.” (EDM− 047, Caregiver)

Subtheme 2 Self-Management Resources 
and Tools

“It was a very useful tool” 
(CGY− 078). 
“They shared like different apps I 
could use or different resources.” 
(CGY− 092) 
“They helped me with tools on 

(continued on next page)
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new provider knowledge of their condition or individual needs 23,24, 
concerns regarding transportation and parking at adult healthcare fa-
cilities 25 and concerns about finances and insurance as they enter adult 
services 25,26. AYA in this study articulated uncertainty about transition 
which may be alleviated by better understanding the systematic differ-
ences between pediatric and adult care. Other transition studies simi-
larly highlight the importance of disseminating information about the 
differences between pediatric and adult care to prepare youth for their 
transition 2.

4.1. Support with post-secondary education

While prevalent in our findings, the topic of post-secondary educa-
tion in transition-related studies is sparse. However, the Canadian Pe-
diatric Society recommends seeking to understand educational and 
vocational goals of AYA in order to support a successful transition 1. 
Studies focusing on the AYA perspective have found that information 
about this topic is sought by AYA 27. AYAs may face barriers entering 
post-secondary education if the professionals they are engaged with lack 
knowledge about grants and programs they may need to succeed 
academically 28. Youth with special healthcare needs and their parents 
can struggle to find educational services that fit their needs 29,30. Despite 
the lack of consistent focus on educational/vocational planning in the 
healthcare transition literature, the healthcare setting has been identi-
fied as an appropriate context to share information about 
post-secondary education, as AYAs who seek accommodations often 
require medical documentation 31.

4.2. The significance of emotional support and continuity of care

The literature highlights the need for emotional support for tran-
sitioning patients 5 which can be validating and valuable for AYA; our 
findings are in agreement. For instance, receiving emotional support 
such as reassurance and encouragement from a PN was helpful for stroke 
survivors 32, and validation was desired by patients with asthma who 
worked with a PN 33. Indeed, PNs report that emotional support is an 
important component of their work in a variety of patient populations 34, 

35.
A PN may be especially well positioned to create this environment 

during transition because they can tailor interactions to meet the 
emotional needs of AYA. They may be one of the few healthcare pro-
viders who consistently provides care to patients during the transition 
period, thus creating or enhancing continuity of care. Improving conti-
nuity of care is a frequent recommendation from studies exploring the 
AYA perspective 5.

4.3. Individualized informational and task-focused support

The importance of informational and task-focused support resonates 
with findings from other studies in various patient populations 32,33. The 
PN as a social worker embedded in the healthcare system facilitated 
informational and task-focused support related to the healthcare system. 
Our study found that the ability of the PN to adapt and tailor their 
approach to the individual needs of a participant was impactful. This has 
been recommended in the literature 14,36–38. Participants in our study 
and others reported that information geared toward a young audience 
was helpful 27.

Table 2 (continued )

Theme Illustrative Quotes

your phone. Like writing down 
notes of what medications you 
have, so you always have those 
things … [and] an app that you 
can write lists in of like what 
prescriptions you’re on, when you 
take them, and like what doctors’ 
appointments you had 
recently.”(CGY− 078)

Theme 3 “I used every method she 
taught me. It worked”: 
Navigator Guidance to 
Become More 
Independent:

"They really helped me improve, 
like how to book appointments, 
how to get the medication, how I 
can talk about my condition… 
past history, medications and just 
everything like medically 
involved…So they really helped 
me like have the confidence to 
call the doctors and then follow 
up if I need appointments, if I 
need anything, like getting a taxi 
or like getting prescriptions, 
anything like that." (CGY− 064) 
"It helped me a lot and it helped 
me become more independent as 
a person, just not in my medical, 
um, aspect of life, but my regular 
day to day life … I’m just like this 
more confident, self-confidence, 
independent person now because 
of her"(EDM− 137) 
"The transition navigator …said 
like ‘talk to your doctors and let 
them know like you get out of 
class around like 3:30 so have 
them call you with your 
appointments around 4:00 before 
somebody leaves like set up a 
system that works for 
you’"(CGY− 078) 
"Yeah having like the goal setting 
and stuff like these things are 
going to do in the next week or 
the next couple weeks to months 
and so on, so you sort of have 
these periodic goals that you can 
accomplish and talk about with 
them with the next 
meeting."(CGY− 084) 
"I told her I was very nervous for 
my very first appointment with an 
adult provider. And she basically, 
we sat down and we just talked it 
through. She taught me, okay, 
this is what you need to do. You 
need to advocate for yourself. Tell 
them what’s going on, tell them 
what you’ve been doing for the 
last two years. Tell them what 
needs to happen with the rest of 
your, um, with the rest of your 
health. Right? Because not 
everything gets translated from 
pediatrics to adults and you have 
to relay all the information. And 
she told me, cause I didn’t know 
all of my history with my family, 
she said, you need to get with 
your mother and you need to get 
all the information. So that’s what 
I did." (EDM− 137) 
"She helped me write everything 
out what I should be saying on 
there. She’s like ‘tell nothing but 
the truth. But also make sure you 
are seeing what your worst days 
are’…And so I did that and it’s  

Table 2 (continued )

Theme Illustrative Quotes

still an application but you know, 
it helped me be realize, okay, this 
is what I need to do for any other 
applications in the future for 
other providers" (EDM− 137)
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4.4. Guidance and coaching strategies

Meaningful guidance that comes from a PN was a notable finding in 
the post-intervention interviews. This builds on existing literature 
indicating that AYA and/or caregivers who receive coaching support are 
more likely to enhance their skills such as stress management, self- 
efficacy and problem-solving 39. Participants in our study reported use 
of action plans with PNs as beneficial, which aligns with recommenda-
tions of a healthcare professional creating specific plans with AYA and 
completing regular check-ins 39. Setting goals was also identified as 
valuable for AYA who used an educational kit and online mentor to 
assist with their transition 27.

4.5. Practice implications

Implementation of a PN may help address challenges experienced by 
AYA during transition and mitigate gaps in care. Further practice im-
plications address operationalization of the PN role. Participants may 
not have a complete grasp of the PN’s role before working with them, 
thus, this should be clearly articulated. Participants demonstrated their 
ability to articulate when they no longer needed the PN, suggesting a 
consensus on the end of the intervention in practice. There is potential 
benefit for patients when PNs possess knowledge about financial sup-
ports and post-secondary education, and developmental considerations 
of AYA, and are able to work collaboratively with parents/caregivers. 
This scope of work aligns well with the training and expertise of clinical 
social workers, however implications extend to other pediatric providers 
such as nurse practitioners. We suggest that further research address 
how other professional disciplines can execute the role of a PN; this may 
increase the availability of PN roles.

4.6. Limitations

Participants who completed both baseline and post-intervention in-
terviews may have had more involvement and positive involvement 
with the PN. While the PNs ability to tailor the intervention to an in-
dividual and/or their involved family members was a strength, the study 
lacked a more thorough investigation of the potential impact of devel-
opmental disability on the experience of the intervention. Participant 
characteristics, such as mental health comorbidity or the number of 
clinics involved in their care, may have changed over the course of the 
study period, however were only collected at baseline. Reporting these 

characteristics at baseline could have more accurately described the 
sample. The small sample size is a further limitation. The COVID-19 
pandemic may have influenced participants’ transition experiences 
and the research team’s ability to connect with participants for a post- 
intervention interview. The PN service itself has limitations related to 
accessibility such as language spoken, past experiences with healthcare 
and social services, and the scope of the PN role. Finally, the study took 
place within a healthcare system that is publicly funded; it is unknown 
whether the PN would be effective in different contexts.

5. Conclusion

Our findings support the implementation of a PN intervention to 
address a range of barriers associated with the transition to adult care. 
The AYA perspectives on working with the PN during transition may 
inform the future implementation of PNs in transition care.
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