University

UVicSPACE: Research & Learning Repository H of Victoria

Faculty of Human and Social Development

Faculty Publications

Riding the wave: A grounded theory of transplant transition in adolescents and
youth adults

Angie Lim & Lenora Marcellus

2023

© 2023 Lim & Marcellus. This is an open access article distributed under the terms of the
Creative Commons Attribution License. https://creativecommons.org/licenses/by-nc-nd/4.0/

This article was originally published at:
https://doi.org/10.1016/j.hctj.2023.100019

Citation for this paper:

Lim, A. & Marcellus, L. (2023). Riding the wave: A grounded theory of transplant
transition in adolescents and youth adults. Health Care Transitions, 1, 100019.
https://doi.org/10.1016/j.hctj.2023.100019.



https://doi.org/10.1016/j.hctj.2023.100019
https://creativecommons.org/licenses/by-nc-nd/4.0/
https://doi.org/10.1016/j.hctj.2023.100019

Health Care Transitions 1 (2023) 100019

Contents lists available at ScienceDirect

Health Care Transitions

FI. SEVIER

journal homepage: www.sciencedirect.com/journal/health-care-transitions

HEALTH CARE
TRANSITIONS

Riding the wave: A grounded theory of transplant transition in adolescents
and youth adults

Angie Lim , Lenora Marcellus

School of Nursing, University of Victoria, PO Box 1700, STN CSC, Victoria, BC V8W 2Y2, Canada

t.)

Check for

updates

ARTICLE INFO

Keywords:

Adolescent

Young adult
Transplant

Grounded theory
Health care transition

ABSTRACT

Objectives: The health care transition from pediatric to adult-focused health care for adolescent and young adult
(AYA) organ transplant recipients is a critical yet understudied period. Unique challenges include supporting
adherence to immunosuppressive regimens and addressing psychosocial factors that impact long-term graft
survival and recipient well-being. The objective of this study was to understand how AYAs prepared for and
engaged in the transition process.

Methods: Constructivist grounded theory, underpinned by symbolic interactionism, was employed to systemat-
ically gather, synthesize, analyze, and conceptualize qualitative data from in-depth interviews with 14 transplant
recipients, their families, and pediatric nurses, and related online social media stories.

Results: The overall process participants experienced was that of riding the wave of change: transforming through
transition, which they did through navigating four phases: (1) anticipating the impending transition, (2) losing
security when transitioning to uncertainty, (3) seeking supportive anchors in the swell of transition, and (4)
gaining a new sense of self.

Conclusions: AYA transplant recipients undergo numerous changes as they enter adulthood and adult-focused
health care. There are many opportunities for pediatric and adult health care providers to collaborate to
strengthen support for AYA recipients and their families during this critical period. Developmental and trauma-

informed approaches are recommended to support successful transition.

1. Introduction

Solid-organ transplantation is an established therapeutic approach
for end-stage, organ-specific diseases and prevails as a leading treatment
for children and youth with organ failure."> However, because trans-
plantation is a chronic condition requiring ongoing monitoring, solid
organ transplantation is considered a treatment modality, not a cure.
Since the introduction of transplantation, the number of solid organ
transplants performed worldwide has continued to increase."? In Can-
ada, 1482 pediatric solid organ transplants were performed between
2018 and 2021.%°

With continued advances in both the surgical and medical manage-
ment of transplantation, health outcomes for pediatric transplant re-
cipients have improved significantly.” For example, the five-year
survival rates for liver and renal transplant recipients are estimated at
around 90-96%.”° In Canada, pediatric-focused health care systems
provide transplantation care to recipients up to 18 years of age, after

which there is a transfer to adult-focused care. Thus, provided these
improving survival rates, AYA transplant patients will eventually tran-
sition from pediatric to adult-focused care. Despite the success of
transplantation as a treatment option, AYAs continue to experience
adverse outcomes during the transition period from pediatric to adult
health care, with the most common and impactful effects being frequent
emergency room visits, increased hospital admissions, graft failure, and
death.” !

As AYA transplant recipients transition into adult-focused care, their
adherence to treatment plans becomes increasingly crucial in managing
the adverse outcomes of this period.

The concept of adherence, critiqued as paternalistic due to the
assumed requirement of following medical treatment orders, ' presents
a paradoxical challenge for transplant recipients in which capacities for
autonomy, independence, and self-management are critical for health
maintenance. However, adherence remains critical for transplant re-
cipients’ survival. Non-adherent behaviours in transplant recipients may

Abbreviations: AYA, adolescent and young adult; HCP, health care provider; HCT, health care transition.
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include not taking medications as prescribed or missing follow-up
medical appointments, thereby placing them at risk of rejection or
graft loss.®'° Non-adherent behaviours are common among AYA
transplant recipients, with rates almost four times higher in the pediatric
transplant population when compared to adults.'®

Consequently, graft loss and mortality rates are highest in adolescent
transplant recipients compared to all other pediatric transplant re-
cipients and are considerably worse around the time of transition to
adult care.®'” Given the propensity for non-adherent adolescent trans-
plant recipients to require frequent hospital admissions for rejection
treatment, many researchers have historically focused on the physio-
logical responses to transplant and non-adherence to post-transplant
regimens rather than on this group’s psychosocial and developmental
needs. There has been limited emphasis on the associated psychosocial
impact of transplantation. Research has recently begun to shift from
patient outcome or graft survival rates to also reflect long-term con-
siderations such as allograft health, immunosuppression complications,
global functional and mental health, and overall quality-of-life.>®'*

This transition period signifies a critical period for AYA’s develop-
mental trajectories that may have significant and enduring implications,
especially for those AYAs with chronic medical conditions.®'> Although
there have been significant advancements in pediatric transplantation,
the health care transition (HCT) research to support this population has
progressed more slowly. There is also limited research focusing on the
broader implications for AYA transplant recipients and their families
during the transition process, complicated further by the variability of
transition assessment and the need for a theoretical transition model.'®
These gaps are concerning, given the psychological, social, and personal
factors that arise from transplantation and transition, alongside the
typical developmental changes experienced by AYAs during this time in
their lives.

Given the limited understanding of how a health care team can best
support AYAs with the psychosocial impact of transplantation and
transition, we explored how AYA transplant recipients managed the
transition process from pediatric to adult-focused care. Our overarching
research question was: How do adolescent and young adult kidney and liver
transplant recipients manage the transition from pediatric to adult health
care? The primary objective of this study was to determine how AYAs
prepared for and engaged in the transition process. A secondary aim was
to identify how nurses and health care providers (HCPs) supported the
psychosocial adaptation of AYA transplant recipients through their
transition.

2. Methods
2.1. Design

We employed constructivist grounded theory (CGT) to examine how
AYA transplant recipients’ managed their transition and how the
multifaceted relationship between AYA transplant recipients, the health
care environment, and the HCPs role shaped the transition experience.'”
This qualitative approach allowed for development of a theory
explaining the process of how AYA transplant recipients viewed their
world, created meaning from their diverse life experiences, and
managed transition.

2.1.1. Theoretical underpinnings

The principles underpinning our theoretical positioning included
views that there is no single objective reality, but that human perspec-
tives, shared interactions, and attributed meanings construct our reality.
We locate ourselves within a constructivist epistemology, wherein re-
searchers aim to understand the complex world of lived experiences
from the perspective of those who live it. Constructivism resonates with
our clinical backgrounds in pediatric nursing and family-centred care,
with our practice centred on striving to understand the experiences of
patients and their families. Thus, we were active participants in the
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research process rather than objective witnesses not involved in the data
or emerging theory.

The philosophical lens of symbolic interactionism informed this CGT
study, emphasizing the subjectivity inherent in the co-created relation-
ship between researcher and participant, with meaning-making and
knowledge rooted in cultural, historical, and social contexts.'” %!
Moreover, symbolic interactionism provided a mechanism to address
how individuals crafted personal realities to interpret their experiences
and attach meaning to events through intricate and ongoing social
interactions.'” ?° This approach also provided the means to recognize
how our personal values and experiences influenced the research pro-
cess and the emergent theory. For example, the first author (AL) brought
significant experience from her practice as a Registered Nurse in an
acute care hospital setting focused on the care of AYAs with solid organ
transplants. The process of reflexivity was central to the research and
instrumental in examining and acknowledging the influence of
researcher positioning, power dynamics, and structural elements.
Beyond our nursing perspective, our personal identities, beliefs, and
lived experiences also played a role in the research process. Having a
lived experience of a younger sibling who underwent a devastating
transition has not only prompted further study in this domain, but also
provding unique personal perspectives that informed the research and
theory development. Consistent shared reflection, along with CGT ap-
proaches including constant comparison and memoing, ensured that the
interpretations and findings remained grounded in the participants’
narratives. This commitment to reflexivity was essential in maintaining
the integrity and authenticity of the findings.

2.1.2. Ethics

Ethical approval was granted by the University of Victoria Human
Research Ethics Board (19-0474-01). We recruited participants via so-
cial media platforms and online distribution of study posters. To ensure
informed consent, interested potential participants were provided with
an introductory study letter and study overview, and an opportunity was
provided to ask questions before consent was obtained.

2.1.3. Setting

In response to the COVID-19 pandemic, the Canadian government
declared a state of emergency in March 2020. As a result, jurisdictions
across Canada experienced multiple lockdowns restricting individual
movement and in-person activities, meaning that most research activ-
ities were paused, discontinued, or redesigned to limit face-to-face ac-
tivities.”” This study, originally designed to be conducted face-to-face
within one community, was redesigned to be conducted virtually,
expanding the research setting to include health systems across Canada,
with participants from two Canadian provinces, Ontario and British
Columbia. Additionally, online blogs and stories were integrated as data
sources, allowing the experiences of recipients from centres within the
United States to be integrated.

2.1.4. Sampling

Three groups of participants were recruited for this study: kidney
and/or liver transplant recipients between the ages of 12 and 28 who
had been transplanted in a pediatric care centre a minimum of six
months from the time of study participation to capture a wide array of
experiences along the transition continuum (Group A), family caregivers
(FCs) of pediatric transplant recipients aged 12-28 (Group B), and all
HCPs from the interprofessional team who identified as having experi-
ence caring for transplant recipients aged 12-28 for at least six months
(Group C). Participant demographics are summarized in Table 1.

Sampling began with an initial purposive approach, followed by
theoretical sampling which continued throughout the process of theory
development.'”?®> Theoretical sampling was used to expand on
emerging categories to develop a rich theory that accounted for varia-
tion across participants’ experiences.'””> We aimed to recruit AYAs
(Group A) as young as 12; however, the youngest participant was 18
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Table 1
Socio-Demographic Characteristics of Participants.
Participant’s Sex Age at Age at Time of  Type of
Characteristic Interview/ Transplant in Transplant
Pseudonyms Story Years
Group A: Adolescent and Young Adult Transplant Recipients
Jane Female 28 11,17 Liver
Leila Female 24 4 months, 20 Liver
Nancy Female 27 14 Liver
Riley Female 26 12 Liver
Sarah Female 26 17 Liver
Andrew Male 26 14 Liver
Bruno Male 28 3,23 Kidney
Josh Male 28 16 Kidney
Online Story Female 20 8 Kidney
Online Story Female 20 12 Liver
(USA)
Online Story Female 20 12 Kidney
(USA)
Online Story Female 23 17 Kidney
(USA)
Online Story Male 28 7 Kidney
Online Story Male 19 10 Liver
(USA)
Online News Male 18 3 Kidney
Article
Group B: Family Caregiver
Child’s
Transplant
Poppy Female 13 Liver
(mother)
Donna Female 12 Liver
(mother)
Bryon Male 17 Liver
(father)
Online Blog Female 17 7 Kidney
(UsA) (mother)
Group C: Pediatric Health Care Professionals
Years of Education
Experience
Kelly Female 34 8 BScN
Ariya Female 43 16 BScN, MN
John Male 38 18 BScN, MN

(in progress)

years old at the time of the interview (Table 1). Eight interview partic-
ipants in Group A, including three cis-males and five cis-females, and an
additional seven online digital sources, including stories and news ar-
ticles, represented a total of fifteen kidney or liver transplant recipients
as participants. Three participants in Group B (family caregivers of
transplant recipients), including one cis-male and two cis-females, and
one digital online blog for a total of four participants. Group C, trans-
plant healthcare professionals, included three participants comprised of
one cis-male and two cis-females with a range of experience as
baccalaureate-prepared pediatric nurses, two were master’s prepared
and a third was in a master’s program. Although intending to recruit
HCPs across disciplines at pediatric and adult care centres, the partici-
pants were registered nurses practicing at one pediatric centre.

2.2. Data collection

Data were collected in multiple ways, including interviews, online
chats, and documents. Within the GT methodology, anything that sur-
rounds what is being told and potentially helps researchers generate
concepts is considered data, with the emerging conceptualization and
theory guiding further data collection.”>

2.2.1. Interviews

Participants were invited to participate in individual semi-structured
interviews via video-conferencing platforms. The initial interview guide
(Appendix A) was modified over time based on codes and categories
emerging during the analysis, with questions constructed as open-ended
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and supported with additional probing questions that reflected the data
collected and emerging themes.'” Virtual interviews were audio and
video recorded and transcribed verbatim by one researcher (AL). Re-
flexive field notes were made following each interview to capture the
interview setting, tone, and any other reflections that arose. NVivo©
Version 12 qualitative data analysis software was used to manage the
transcripts.

2.2.2. Online chats

Three participants expressed interest in the study but had challenges
attending a virtual interview time. These participants continued to
engage, ask questions, and provide information through the online chat
function of social media platforms Facebook and Instagram.?* ?° Rather
than verbal exchange, the interaction occurred through typed text,
where we communicated asynchronously with participants by sharing
questions, prompts, responses, and comments. The comfort of these
participants with the chat mode of interviewing may reflect the gener-
ational preferences of Group A participants who have frequent oppor-
tunities to express their thoughts and feelings through text
communication means and social media presence.?* Reflexive field
notes were also made throughout ongoing chats.

2.2.3. Documents

Specifc documents included data such as clinical guidelines, orga-
nizational policies, program descriptions, and clinical team bulletins
from one leading Canadian pediatric health centre with a specialty focus
on organ transplantation, and from relevant professional associations.
Additional sources of data included publicly posted online stories, blogs,
and media articles detailing experiences of transition, as detailed in
Table 1.27-34

2.3. Data analysis

All forms of data, including interview and chat transcripts and doc-
uments, were initially read and re-read for an overview of the data. Data
collection and analysis occurred concurrently using the process of con-
stant comparison. This process allowed for the development of emerging
codes and preliminary categories early in the research process. Coding
began with line-by-line or first-level coding using the participant’s own
words.!”*®> To ensure the codes represented participant experiences,
gerunds or action words were used where possible.'”-*> Analysis was
moved to second-level coding or focused coding by separating, sorting,
and collapsing the data by consolidating the first-level codes into con-
cepts, representing a higher level of abstraction.'”*° In third-level
coding, the relationships between categories were elucidated through
the evolution of theoretical codes, hypothesizing how the substantive
codes related to each other and then integrating them into a theory.> A
core category was identified and a grounded theory was developed to
explain the relationships and differences between categories and
concepts.

The use of memoing and diagramming throughout the analytic
process helped create an audit trail, supported development of theo-
retical sensitivity, and addressed rigour. 17,35,36 Memoing also supported
our process of reflexivity throughout the data analysis process, through
the documentation of ideas, thoughts, assumptions, and beliefs about
the substantive area and comparing these to the findings to see if they
were supported.®’

3. Results

Participants shared different experiences of transitions, but overall,
the process of transition was identified as significant for the AYA re-
cipients, their families and FCs, highlighting the basic social problem of
transitioning to adult-focused care. This problem was resolved or
managed by the basic social process of transforming through transition,
represented by the analogy of riding a wave that evolved from the
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participant’s reflections of the experience (Fig. 1). AYAs depended on
family, peers, and HCPs to help them learn how to anticipate the
impending transition from pediatric to adult care following a solid organ
transplant. As AYAs moved through the same process of transition to
adulthood as their peer counterparts without medical complexities, they
developed a sense of losing security when transitioning to uncertainty as
they left behind safe systems of support they had known through a
substantial portion of their lives. Pediatric nurses often felt unsure of
how to best support these simultaneous developmental and health
transitions, creating a divide between pediatric and adult care centres.
Likewise, FCs and HCPs struggled with finding the right balance of
support for each AYA in letting go while promoting independence. AYAs
sought supportive anchors in this swell of transition, finding new ways to
establish normalcy while navigating feelings of shock and grief at lost
relationships. Ultimately, AYAs transitioned to adult-focused care
regardless of self-assessed readiness, gaining a new sense of self through
this process.

Although this process is described and depicted linearly, in reality,
participants moved through waves of change in many directions. Much
like underlying currents, many forces pushed and pulled AYAs as they
moved forward toward the end point of the transition to adult-focused
care, with underlying feelings and experiences not always visible
above the surface within each phase. Most recipients experienced a
transformation as they gained strength and grounding from their family,
peers, and health care team. At the same time, FCs often helped re-
cipients make sense of the transition and move toward transformation
during the shift to adult care. Each theme is explored in more depth,
accompanied by chosen quotes from participants for clarification. More
quotes related to each theme are available in Appendix B.

3.1. Anticipating the impending transition

Participants shared many feelings about the impending transition to
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adult care and the impact these feelings had on the movement toward
transformation. Beneath the surface, many emotions underpinned the
anticipating phase, including feeling distressed about the transition, feeling
angry about being made to feel insignificant, and denying the reality. Par-
ticipants highlighted their state of mind and the process of mental
preparation they undertook once they learned of the impending transi-
tion to adult-focused care. While some were ready to become autono-
mous, there were ranging views and emotions while anticipating
transition. Despite the expressed turmoil, it was a necessary preliminary
step toward transformation.

3.1.1. Feeling distressed about the transition

Participants characterized their transition from pediatric care pre-
dominantly by negative and distressing emotions, such as worry, fear,
and uncertainty. Although Leila was glad to have some of the same
doctors, she expressed substantial emotional concerns about the
transition:

I hated [ADULT HOSPITAL]. I still hate it. I was lucky enough to stay
with some of my same doctors, and I feel like if I hadn’t that would
have made the transition so much harder. I still complain about it
every time I have to go to the hospital. Which says a lot of things
about adult care if I hate it that much. (Leila, recipient)

Many AYAs struggled to articulate the precise nature of their emo-
tions, suggesting a potential gap in their emotional vocabulary or
introspective capacities. For some recipients, the prospect of assuming
substantial self-care responsibilities once their FCs’ involvement
diminished proved to be a daunting challenge. Josh described how
overwhelmed he felt at the thought of taking on this health care work:

It’s a lot to figure out on my own and carry. I sometimes feel like I'm
drowning with how much to remember, and then I think about the
rest of the changes coming, and I get a bit panicked. I worry about
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screwing it up, you know like about my kidney and what happens if I
screw up. (Josh, recipient)

Josh described the weight of responsibility he was starting to
personally feel for not exacerbating his health challenges. This experi-
ence was of particular significance when examined through the lens of
developmental psychology and developmental stages. As AYAs strived
to achieve autonomy and independence, they encountered myriad
emotional, cognitive, and social challenges inherent to adolescence and
young adulthood. This disruption heightened feelings of distress, un-
certainty, and vulnerability, as AYAs experienced a lack of continuity in
care and thus diminished trust in their adult care providers.

3.1.2. Feeling angry about being made to feel insignificant

Recipients frequently reported experiencing feelings of anger, which
stemmed from a perceived sense of insignificance and isolation within
the adult care system. This felt lack of attention and genuine care
contributed to increased resistance to engaging with the adult care
system, with some recipients ultimately disengaging from the health
care process altogether, as shared by Nancy:

But like, maybe ask me have a conversation get to know me just for
like one second, rather than throwing me out kind of in a way like
how it felt like, and being like, oh, okay, you’re good. Go home. Like,
I would like a little bit more interaction. I like I know, you know, I
don’t...I don’t want to feel like I'm a number is kind of how it would
feel like. (Nancy, recipient)

Feeling insignificant provided a reason for them to resist treatment
and potentially drop out of the system:

I used to have to go by bus two to three hours each way to be there for
five minutes, like you’re not worth their time. You’re just another file
that hit [sic] their desk and [they] do little to really understand what
you’re going through. (Bruno, recipient)

Bruno’s sense of frustration and anger toward the health care system
was a sentiment echoed by many recipients who felt that the adult care
team disregarded their concerns and needs. This lack of attention was
especially significant for AYAs, who typically place considerable
importance on building relationships with HCPs. Consequently, when
these connections were absent or weakened, they experienced height-
ened distress.

3.1.3. Denying reality

Many recipients were reluctant to embrace the transition process and
the associated responsibilities. Some participants used denial as a coping
strategy in which they felt they could continue receiving care at the
pediatric hospital if they denied the necessity for transition to the adult
centre:

Like I said, if I could go back to peds I would. Working with adults,
people generally aren’t as nice. There’s more expectation that you
just deal with it. There are no bright, fun colours, and I have yet to
experience a therapy animal or clown come to the adult ward, which
I'm actually mad about. Why do we stop bringing dogs to people
when they turn 21? I would like stickers and puppies and popsicles,
thank you very much. But just in general, it seems like a far harsher
environment. (Leila, recipient)

These juxtapositions in environment and care approaches between
pediatric and adult health care were broadly shared between partici-
pants in all groups. For instance, Nancy, Leila, and Jane depicted adult
care as brief and devoid of the numerous supplementary supports they
had grown accustomed to, either from their parents or the pediatric
hospital. Yet, participants recognized that support ought to be provided
in moderation, as an overabundance of support in certain instances
obstructed their autonomy and resulted in AYA feeling ill-prepared for
transition: “They probably tried to get me ready, but at that point,
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everything around my health was taken care of the group home, so I
never took it seriously” (Bruno, recipient). In these instances, the sup-
port provided to participants that did not encourage independence or
self-management inadvertently left them feeling ill-equipped for the
transition, thus impeding their autonomy.

3.2. Losing security when transitioning to uncertainty

The second category of losing security when transitioning to uncertainty
explored recipients’ figurative and literal sense of losing feelings of
safety when transitioning to an uncertain place during their HCT. This
category represents the emotional turmoil and challenges that AYAs
faced as they navigated the actual transition from the familiar pediatric
environment to the unfamiliar realm of adult care. Two sub-categories
emerged: experiencing shock and grieving the loss of relationships.

3.2.1. Experiencing shock

The transition from pediatric care to adult health care frequently
proved to be a challenging experience, regardless of the extent of their
prior preparation. This perception of an abrupt shift and the subsequent
impacts on continuity of care emerged as a consistent theme among
participants. Recipients felt the transition occurred suddenly, regardless
of the perceived varying degrees of preparation leading up to the
transfer. For instance, Sarah was cognizant of the impending transition
due to her age:

Like, I knew I was going to transition at some point because I was like
at the basically maximum age but or nearing there, but there wasn’t
really like any warnings or like. Well, this is what’s gonna happen.
You just like stopped going. (Sarah, recipient)

Even though aware of the pending HCT, many recipients felt un-
prepared for the change, resulting in shock at the time of transition.
Similarly, Jane, a recipient, echoed these sentiments, portraying the
transition as an almost instantaneous switch to the adult system: “’cause
it’s basically like how do I describe it, as like one day and then you
switch over to become like an adult and adult system.” As a result, they
believed they were either minimally prepared or wholly unprepared to
enter adult health care, where independence was crucial. Without clear
communication or guidance, participants felt overwhelmed and uncer-
tain about the changes that awaited them in the adult health care sys-
tem. FCs also recognized that the transition to adult care meant reduced
access to their child’s medical records and involvement in decision-
making and determining the course of medical treatment. This lack of
support exacerbated the transition process and affected the adolescent’s
ability to develop self-care capacity.

3.2.2. Grieving the loss of relationships

Recipients and FCs expressing feelings of grief and sadness over the
termination of relationships with their pediatric HCPs. The sudden
absence of familiar and trusted health care teams was a considerable
challenge for individuals moving from pediatric to adult care. According
to Riley, the suddenness of the transition did not provide her with
adequate time to process her emotions and ready herself for adulthood
and adult care. Similarly, Andrew noted that he found it challenging to
leave pediatric services as he had come to view the health care team as
an extension of his family:

Ah. I don’t know how I prepared exactly. They told me that I had to
move to [ADULT HOSPITAL] because I was turning 18 and I couldn’t
be at [PEDIATRIC HOSPITAL] anymore. It was difficult, uh, so the
transition was hard. [PEDIATRIC HOSPITAL] was like my family and
it was hard to leave. I was happy coming back to visit... and I was
nervous. (Andrew, recipient)

As Andrew and many other participants shared, the relationships
between pediatric patients, FCs, and their care team were unique due to
their development over time and the genuine care and connection they
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embodied. Brendan (recipient) stated “My experience at [ADULT
HOSPTIAL] was incredible. My relationships with the people there are
amazing. They quite literally saved my life. I'll always remember them
and will stay in contact with them”, >°%¢

Such relationships were grounded in trust and familiarity, with re-
cipients and their families depending on their HCPs for support and
guidance throughout their medical journey, often starting in infancy. On
the other hand, transitioning to adult care often appeared to be less
personal, presenting fewer opportunities for patients to build a similar
degree of trust and rapport with their new HCPs. This sentiment was
echoed by participants who noted that frequent changes of physicians in
adult care made it difficult to form the kind of enduring relationships
they were accustomed to in pediatric care. As a result, AYAs faced a
twofold emotional challenge: they not only had to cope with the loss of
long-standing relationships from their pediatric years, but they also
needed to navigate through the impersonal and transitory nature of
relationships in adult health care.

3.3. Seeking supportive anchors in the swell of transition

Recipients navigated many challenges and changes throughout the
transition process. They were required to develop self-management stra-
tegies to help them take control of their health care and adapt to new
environments and routines and forge new relationships to help them feel
more secure and anchored during the transition process.

3.3.1. Developing self-management skills

During the HCT process, AYAs were faced with the task of taking on
greater responsibility for their own health care needs, as described by
Leila:

My parents had me preparing my own cornstarch doses and doing my
own g-tube feeds since I was a pre-teen. I'd been taking care of the
day-to-day activities for years, so that didn’t feel like much of an
adjustment. It was more weird than anything to now be the one
answering phone calls and booking my own appointments and
having to keep track of papers...Luckily my parents were still very
hands on and supportive in keeping me organized, and if I needed
anything, they were only a phone call away. (Leila, recipient)

This required developing self-management skills, such as advocating
for themselves, making informed decisions about their care, and relin-
quishing FC guidance. By doing so, AYAs gained a sense of control and
agency over their health care journey, which was important as they
navigated a time of change and uncertainty in their lives. Nonetheless,
readiness to assume this responsibility varied among the AYAs, with
some being more adept than others at self-advocacy during the transi-
tion period. Specifically, recipients who had early exposure and assis-
tance in cultivating self-care and advocacy skills during their pre-teen
years demonstrated greater ability to manage their health care needs.

Family caregivers were a critical factor in empowering recipients to
feel more in control of their health. When FCs exhibited confidence in
their children’s abilities and provided them with the necessary tools and
resources, they fostered an environment conducive to developing self-
efficacy, autonomy, and self-management skills. These attributes were
instrumental as they enabled recipients to navigate their care more
independently and effectively. However, there were instances where the
opposite was seen, and self-advocacy was hindered by FCs who would
not allow the recipient to assume responsibility for their care. Kelly, a
Registered Nurse, shared how she identified the need to coach FCs
through this process:

If you can identify that, you know it might be a barrier for that
challenge in the future, like if I notice that I have a 17-year-old pa-
tient that I'm caring for and they don’t have any idea about their
medications and they’re not answering any questions when I ask
them and that their father maybe is answering all the questions, I can
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kind of identify there that maybe we might need to do some teaching
with this family and identify you know what it is that they under-
stand about the illness and to encourage and promote the patient to
be a little more autonomous in their own health and to help them feel
more empowered to do that. (Kelly, RN)

Nurse participants emphasized the importance of identifying po-
tential barriers to patients’ autonomy and empowerment in managing
their health. In instances where recipients had overreliance on their
families, nurses advocated for FC education and fostering patient au-
tonomy as key strategies to bolster the patient’s confidence and sense of
empowerment in navigating their health care journey.

3.3.2. Forging new relationships

The development of new relationships became critical to establishing
a connection with the adult care team. When AYAs did not feel heard or
understood by their HCPs, they were less likely to express their needs
and preferences. This led to a cycle of frustration and disengagement
that could ultimately result in suboptimal health outcomes such as organ
rejection. Conversely, recipients who had FC support and were
encouraged to engage in self-care before the transition appreciated the
autonomy they had gained and eagerly began forging new relationships.
Jane shared the feeling of appreciation for the gains and development
she experienced:

I guess like just uncertainty thinking about how I would build trust
with the new team if they know if they, like, they always need time to
get to know you and your system, everything, so that was probably
the biggest thing that I was thinking about. And like I had developed
like trust and relationships with my other team as well, right, so at
the whole year so being able to do that. So yeah, I think that was
basically what I was thinking. (Jane, recipient)

Jatin (recipient) expressed a similar experience in that although, in
the beginning, the transition to adult care was difficult, by ensuring that
he remained open and spoke up to make sure his voice was heard, he
developed trust in the adult team as well over time (The Kidney Foun-
dation of Canada, n.d.a). Family caregivers were instrumental in the
process of establishing trust and relationships by contributing to the
development of strong relationships between pediatric and adult health
care teams to ensure that their child’s care was coordinated, and they
received the support they needed to transition successfully. For HCPs,
their role in supporting the bridge between pediatric and adult health
care teams was focused on helping AYAs to develop healthy behaviours
and to become engaged in learning and self-advocacy. This involved
providing them with information about their health care needs and
encouraging them to ask questions and express their preferences,
fostering the skills needed to be successful in adult care. By building new
relationships with the adult teams, recipients had more opportunities to
practice self-care with the guidance and support of FCs and HCPs.

3.4. Gaining a new sense of self

AYAs underwent profound personal growth and development during
their HCT, primarily through two processes: stabilizing through normal-
izing and accepting a new reality. Most recipients led fulfilling lives
despite the potential debilitation from chronic conditions necessitating
organ transplantation. The accomplishment of this feat was attributable
to their efforts to normalize their health care journey, ultimately leading
to the emergence of a transformed self. Accepting a new reality refers to
the AYAs’ acknowledgement and embracement of the changes brought
about by their chronic conditions and the transition to adult health care.
This acceptance entailed reconciling with the inevitable adjustments in
their lives and relinquishing previous expectations of their future. By
coming to terms with their new reality, AYAs cultivated resilience,
adaptability, and a renewed sense of purpose, ultimately fostering the
development of a transformed and more mature self.
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3.4.1. Stabilizing through normalizing

Recipients experienced a stabilizing effect in their HCT as they began
normalizing their routines within the new environment. This entailed
acclimating to the new health care team and adjusting to a different care
system. Generally, participants required some time to become familiar
with these changes, which ultimately led to a feeling of stability and
reassurance. According to Donna, who juxtaposed the two periods in
care (pediatric and adult), her child began to stabilize when experi-
encing hope of survival. The original mindset observed during the teen
years was described as follows:

But at that teenage age, they don’t care how much help you try and
find them, they they’ve gone to that place. They’ve just shut
everyone out...but she listens now, so it’s she when she wasn’t
listening. Oh, I don’t even, can’t even tell you, I thought she was not
going to survive because of their own stupidity. (Donna, parent)

This is contrasted against her shifted mindset of how her daughter
stabilized:

She is overall with her health and taking care of herself. She’s just,
uh, amazing doing a very, very amazing job. It just sort of one
happened after six months. She just flipped over and just really
taking responsibility for her body in herself and realize she can
survive. I think when she was younger, she said I just thought I was
going to die anyway. (Donna, parent)

Both FCs and the health care team played vital roles in supporting
transition and patient transplant success. AYAs received FC guidance to
become autonomous and stabilizing in their care, with their FCs
simultaneously letting go of control and coaching them toward self-
management. As they adapted to their new routines in adult care, par-
ticipants shared strategies to help manage their health care, such as
enlisting family support, utilizing technology like phone applications
and alarm clocks for care organization and reminders, or seeking guid-
ance from their care team in navigating the new setting.

A crucial stabilization component was the capacity to accomplish
health care milestones, such as proficiently managing medications,
attending appointments, and adhering to care plans. Riley described
how she took on these responsibilities:

I guess after a while, I sort of get so used to it that I just, I guess, I
would do it myself, but I knew that they were always in sort of one
place, and I still do that now; I still keep it in the cupboard at home.
Yeah, it’s just it’s easy in it, and they’re all there. And I've learned to
mention with medication to ask for refills and things, like when I see
these people in person or now on the phone, because I know that
they’re very, very busy people, and for some, it can be challenging to
get refills, prescription refills. It really can; definitely, something that
I've learned over the years. (Riley, recipient)

For many AYAs, these milestones held particular significance, as they
were occasionally the first of their age to survive into adulthood with
their condition. Although this presented challenges in finding relatable
peers, it also rendered the attainment of these milestones increasingly
important and gratifying. As AYAs gained stability and grew more at
ease with the new system, they also tended to exhibit increased inde-
pendence and self-guidance in their health care management. This
encompassed seeking access to care without reliance on their FCs and
embracing a more significant role in managing their care. This was a
considerable source of pride and accomplishment for many recipients,
who felt a sense of competency and control over their health for the first
time.

3.4.2. Accepting a new reality

The transition from pediatric to adult health care was a complex
psychological and emotional experience that involved recognizing and
internalizing the implications of the change. This process involved a
fundamental shift in the AYA’s identity and sense of self as they moved
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from a dependent role in pediatric care to assuming greater re-
sponsibility for their health in adult care. At the heart of accepting a new
reality was recognizing the transition itself and the responsibilities with
which it came. Participants acknowledged that they were no longer
children and needed to be more active in their care. This involved
assuming responsibility for medication management, self-care practices,
and decision-making related to their health, thereby developing a
greater sense of autonomy and control over their lives. This contributed
to improved self-efficacy, greater engagement in self-care behaviours,
and acceptance of their new reality. This involved assuming re-
sponsibility for medication management, self-care practices, and
decision-making related to their health.

Thus, recipients emphasized the importance of realizing that after a
transplant, it was ultimately the individual’s responsibility to manage
their health.

By accepting responsibility for their health, recipients developed a
greater sense of autonomy and control over their lives, contributing to
improved self-efficacy, greater engagement in self-care behaviours, and
acceptance of their new reality. Leila’s decision to work in the health
care field can be seen as an example of accepting her new reality:

Growing up, my life and what I did was very much dictated by my
illness. Now, as an adult, post-transplant, I'm healthier and less of my
daily decisions are dictated by my illness, but I still choose to work in
health care...There are also the little things in my brain I think can
only be explained by having grown up in the system. I still have
weird habits for sleeping and counting carbs and how my brain
operates when my phone rings. (Leila, recipient)

Leila’s reflection on the lasting impact of growing up with a chronic
health condition highlighted how her illness identity>**’ and chronic
health condition became integrated into her sense of self, including not
only viewing the disease and treatment but also how much the disease
affected the way she thought about herself. Leila’s experience demon-
strates how her illness identity persisted even after her physical health
improved, influencing her habits and ways of thinking, ingrained as part
of her being and part of her experience. In the context of this study and
the transformation through transition, AYA’s identities encompassed
how the transplant was a core aspect of self-identity, thereby shaping
behaviours, emotions, and relationships as they moved towards
accepting their new reality.

4. Discussion

The analysis of findings revealed that transforming through transition
was the basic social process participants had to navigate in response to
the basic social problem of transitioning from pediatric to adult care.
Intentional HCT planning and support for AYAs with chronic health
conditions was crucial to ensure that patients received adequate care as
they navigated the shift from pediatric to adult health care systems. The
recipients managed many undercurrents whereby they were aware of
the imminent HCT and experienced anticipatory emotions based on how
they believed the transition would occur or how they would be treated in
adult-focused care. Throughout this process, relationships with family,
peers, and HCPs helped AYAs become grounded through the waves of
change, providing stability and propelling them toward a steadier
footing as they gained a new sense of self and acceptance of their new
reality. This emphasized the need to examine the social forces that, on
the one hand, create the social structures responsible for transitioning
unrest in the movement from a pediatric-focused centre of care and, on
the other hand, become the site for gaining new aspects of the self and
supporting development in the adult-focused care environment.

Meleis et al.’s (2000) transition framework provides a useful lens for
understanding and addressing the shared experiences of AYA organ
transplant recipients in moving from pediatric to adult-focused care.*!
Three dimensions of this framework structure the following discussion
to explore the psychological, social, and cultural factors influencing an
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individual’s adaptability to change, and inform the development of in-
terventions to support individuals during these transitions.

4.1. The nature of transition and transition readiness

In the context of this study, it was uncertain if the delay in moving
into adult roles was a result of sensation-seeking and gaining multiple
experiences before assuming adult roles and responsibilities as described
in Arnett’s developmental theory of emerging adulthood,** or due to a
focus on managing their transplant and transition to adult care and
educational pursuits for these participants. Also, the risky behaviours
typically associated with AYA sensation-seeking, such as engaging in
unprotected sex, substance use, or driving at high speeds or while
intoxicated,*? were not consistent with the experiences shared by study
participants. Rather, risky behaviours in this population were more
closely linked to non-adherence to medical recommendations, such as
skipping medications or neglecting self-care routines crucial for their
overall health and transplant success. Transplant recipients faced
distinct challenges as they transitioned to adulthood. Managing their
transplant, adhering to complex medical regimens, and traversing the
health care system as they moved from pediatric to adult care presented
unique hurdles that significantly impacted their priorities, behaviours,
and overall experiences during this critical developmental period.®****

One of the primary challenges transplant recipients face is the need
to adhere to complex medical regimens, which may include multiple
medications, frequent medical appointments, and ongoing health status
monitoring.***° The responsibility for managing these regimens often
shifts from FCs to young transplant recipients during the transition to
adulthood, which can be daunting and stressful.*® Moreover, the tran-
sition from pediatric to adult health care systems can be fraught with
difficulties, as AYAs must establish relationships with new HCPs, adapt
to different care philosophies, and navigate complex health care sys-
tems.”®*” These challenges may be exacerbated by disparities in the
availability and quality of transitional care services, which can vary
widely between health care institutions and geographical regions.*® The
unique challenges AYA transplant recipients face during their transition
to adulthood can influence their priorities and behaviours, leading them
to focus on managing their health and navigating the health care system
rather than engaging in the traditional emerging adulthood experiences
described by Arnett.*” As such, it is crucial to recognize the diverse
experiences of individuals transitioning to adulthood and develop
tailored support strategies that address transplant recipients’ specific
needs and challenges during this critical period.

Developmental readiness, reflected by self-determination, self-effi-
cacy, psychological maturity, motivation, and developmental skills and
traits, contributes to AYA’s preparation for the roles and behaviours
required of adult life.">°° Recognizing these developmental attributes,
HCT should include alignment of planning and support across systems.
The evidenced-based recommendations to tailor transition for AYAs
centred around individual readiness rather than age alone should be
integrated to accomplish this goal.>®°!:?

4.2. Transition conditions

For individuals with solid organ transplants, the presence of a
transition-triggering event may be the onset of end-stage organ disease
or organ failure. For many pediatric patients, this diagnosis and subse-
quent treatment occur in infancy or early childhood, meaning that they
have never known life without medical intervention. Thus, in the
context of this study, the triggering event was most often related to
entering adolescence and facing the transfer to adult-focused care. This
event necessitated transitioning from managing symptoms and living
with a chronic health condition to a new reality of managing the post-
transplant experience independently into adolescence and young
adulthood. Negotiating this transition was often challenging, as it
involved navigating a complex health care system, adhering to a strict
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medication regimen, and adjusting to the physical and emotional
changes that came with transplantation.

AYAs undergoing transplantation must also confront and adapt to
the physical and emotional changes accompanying this medical inter-
vention and lingering concerns about graft failure or death. Like patients
with other chronic conditions, such as diabetes, cancer, or inflammatory
bowel disease, transplant recipients face a unique set of challenges that
may have a profound impact on their overall well-being, self-concept,
and quality of life.”® Physical changes following transplantation,
including weight gain, skin changes, and other side effects of immuno-
suppressive medications, can significantly affect recipients’ self-image,
body satisfaction, and social functioning.>*° For instance, corticoste-
roids, which are commonly prescribed to prevent organ rejection but
also used for the treatment of many other illnesses, can lead to an altered
appearance, such as Cushingoid features, acne, or excess hair growth,
potentially exacerbating the already challenging process of identity
formation during adolescence.”®

Comparable to other chronic health conditions, the post-transplant
journey shares certain characteristics with conditions such as diabetes,
cystic fibrosis, or congenital heart diseases, wherein AYAs must adapt to
new care routines, treatment plans, and self-management expecta-
tions.*”>">” The complex interplay of biological, psychological, and
social factors during this transition period may amplify the challenges
faced by AYAs, potentially exacerbating the vulnerability of this popu-
lation.’® The emotional impact of transplantation, encompassing mood
swings, anxiety, and depression, may parallel the psychological expe-
riences of individuals with chronic health conditions, who often grapple
with feelings of uncertainty, loss of control, and social isolation.”®>°

4.3. Patterns of response

For participants in this study, self-care, autonomy, and trauma were
the dominant patterns of response identified. Self-care emerged as a
significant response pattern for participants, reflecting the importance
of prioritizing one’s health and well-being during the HCT process in
seeking supportive anchors in the swell of transition. This finding is
consistent with the growing body of research emphasizing the impor-
tance of self-care in promoting positive health outcomes.*® Autonomy
was also identified as a key pattern of response, with participants
describing the importance of taking an active role in their health care
decision-making. The emphasis on autonomy underscores the impor-
tance of respecting individuals as rational and moral agents. By giving
recipients a voice in their health care decision-making, HCPs acknowl-
edge their autonomy and treat them with dignity and respect.

Trauma emerged as a significant pattern of response for many par-
ticipants. Trauma is defined by the Substance Abuse and Mental Health
Services Administration as resulting “from an event, series of events, or
set of circumstances that is experienced by an individual as physically or
emotionally harmful or life threatening and that has lasting adverse
effects on the individual’s functioning and mental, physical, social,
emotional, or spiritual well-being” °*®?). Trauma is a deeply unsettling
experience that shatters one’s sense of safety, security, and stability.®!
When an individual experiences trauma, it is as if a powerful wave has
crashed down on them, altering their perception of the world and
themselves. This may lead to persistent and pervasive feelings of fear,
anxiety, and disconnection. The literature tells us that trauma is less
about what happened and more about the impact on a person.®” This
perspective is relevant for the participants in this study, given the sig-
nificant stress and uncertainty associated with the HCT process.

Trauma was a significant pattern noted throughout this study as a
way in which recipients responded to changes and the strategies they
used to adapt to the transition. Trauma can impact an individual’s
response to change and shape their response patterns. During data
collection, participants shared accounts of medical trauma, and the
transition to adult care was triggering for that reason, or even sometimes
traumatizing in and of itself. However, these cases often focused on
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acute physical medical care, with little or no regard for the psychosocial
or psychological impacts. Patients described being treated as customers
in a fast-food restaurant where no attention was paid to them during
their visits. This discouraged recipients and reduced their adherence to
clinic visits and medication uptake. Subsequently, recipients lost the
sense of ongoing care, which was worsened by changing faces on every
visit and the paternalist nature of appointments where the patient was
expected to remain passive. Consequently, these experiences may
manifest as altered mental health, indicating that additional focused
mental health support would be important for transitioning AYAs.

Through considering the experiences of transition recipients from a
trauma perspective, there may be subsequent impacts on their devel-
opment and future experiences. Integration of this perspective with
transition practices would guide health care providers to support AYAs
emotional as well as acute physical medical care. Trauma-informed care
is an emerging approach in health care that emphasizes the importance
of recognizing and responding to the impact of trauma on people’s
health and well-being.®" In a white paper by Menschner and Maul for the
Center for Health Care Strategies®”, the importance of trauma-informed
care involving both organizational and clinical practices is highlighted.
Specifically, organizational policies and culture need widespread
changes to become truly trauma-informed®® , which includes patient
empowerment, choice, collaboration, physical and psychological safety,
acknowledgment of trauma, and trustworthiness, all concepts that arose
in this study.

4.4. Implications for practice, research, and policy

The substantive theory Riding the Wave of Change: Transforming
Through Transition represents how AYA transplant recipients move
through their healthcare transition. Within this, the main theoretical
category, Riding the Wave of Change, reflects the instability felt of the
constant ebbs and flows, waves and swells, as they managed this process.
The main concern for recipients was learning how to navigate the un-
steady waters alone. Based on our study results, implications for health
care transition practice, healthcare organizations, research, and policy
development, are presented.

Considering the potential negative impact of transition on health, the
state of limited funding for HCT planning and services in Canada for
AYAs with chronic health conditions is concerning, necessitating an
examination of the complex interplay among various systemic, eco-
nomic, and socio-cultural factors. Financial constraints and competing
priorities within the health care system®® can also lead to inadequate
funding allocation for HCT planning and services. The incongruency
between providing years of highly intensive and costly transplant ser-
vices yet not supporting ongoing health and well-being must be noted.
The relative invisibility of these challenges in public discourse and
policy debates hinders the development of targeted policies and the
mobilization of resources to address the specific needs of this popula-
tion.'® Furthermore, disparities in access to health care services for
specific populations, such as those considered disadvantaged and those
living in rural and remote areas, further compound the challenges in
securing adequate funding for HCT services.

4.4.1. Practice implications

The process of transition represents a formidable challenge compa-
rable to navigating treacherous water. This critical period of adaptation
requires an individual to navigate through turbulent currents of change
involving not only the integration of newfound health status but also the
negotiation of a multifaceted health care system, strict medication
adherence, and the physical and emotional changes concomitant with
transplantation, occurring concurrently with a developmentally monu-
mental time®">® HCPs play an important role in supporting AYAs and
other recipients during the transition process by providing education,
emotional support, and connection to resources to help them build
self-management skills and supportive relationships.'® Early adoption of
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HCT planning can help introduce and pace change gradually, alleviating
the feeling of losing security when transitioning to uncertainty.
Although the sadness associated with leaving the familiarity and
meaningful relationships may still be present, increasing knowledge and
understanding on managing transition may help to alleviate the in-
tensity of heartbreak and a sense of deep loss. AYAs will be better
equipped to advocate and appreciate, leading to new therapeutic re-
lationships to support their care.

Health team members provide stabilizing care to help transplant
recipients achieve consistency and predictability in managing their
health, including medication management, symptom control, and self-
care practices.'® Advocacy is required for the implementation of
evidence-based collaborative care models that involve both pediatric
and adult care providers that have been shown to have positive impacts
on AYA'’s health care experiences. HCPs can help mitigate the shock of
transition by taking proactive and personalized approaches to the
transition process, recognizing the complex developmental and psy-
chosocial factors at play and working with AYAs to address these factors
in a supportive and collaborative manner. Specifically, they must
recognize the emotional and potentially traumatic impact of transition
and provide support and resources to help AYAs prepare for the eventual
loss of these important relationships. This may include providing access
to counselling services or connecting AYAs with support groups for those
who have experienced similar transitions.

HCPs should recognize the importance of attachment relationships
and work to establish meaningful connections with patients and their
families by providing empathy, support, and encouragement during this
challenging time to ease the transition to adult care and support in-
dividuals as they navigate this important milestone in their medical
journey and life. One way HCPs can provide this support is by positively
promoting the adult hospitals to help AYAs and their FCs develop con-
fidence and trust in their new HCPs and lay the foundation for estab-
lishing new relationships.'®

Mental health is a crucial aspect of overall health and well-being,
especially for AYAs with chronic health conditions.®°® Thus, the
impact of distress in relation to transition at this already critical devel-
opment stage is important to address, with attention to mental health
concerns among AYAs with chronic health conditions, to ensure that
they receive the support and care they need to manage their illness and
improve their quality of life. Drawing on the results from this study, it
would be beneficial to employ interventions such as peer support pro-
grams alongside routine mental health assessment to address the unmet
needs of recipients in preparation for and throughout the transition.

To enhance HCP competence and confidence in managing adolescent
transplant recipients, interdisciplinary collaboration and continuous
professional development opportunities should be prioritized.'® This
may include educational workshops, mentorship programs, transfer
clinics and the incorporation of transition planning education into
medical and nursing school curricula and professional development
programs.‘6““"50‘66‘67 Transfer clinics, where adult providers connect
with AYAs alongside pediatric providers, provide a “warm handover”
(where connections are facilitated) and increase the likelihood of AYAs
connecting to their adult team. Establishing a culture of lifelong learning
and fostering communication among HCPs across specialties and pedi-
atric and adult-focused care will facilitate the exchange of knowledge
and expertise, ultimately leading to improved HCT planning and
improved patient outcomes.

4.4.2. Research implications

This study suggests a grounded theory on the transitional process for
AYA transplant recipients, proposing strategies for a successful transi-
tion. Although solid organ transplantation is a specific unique health-
care condition, this study helps others understand transitional strategies
for AYAs living with other chronic health conditions. Furthermore, this
study can provide useful insights for future research into the transitional
needs of this unique population. Collaboration is needed among
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researchers, HCPs, and policymakers to develop and study the imple-
mentation of flexible and adaptable transition protocols tailored to
specific health care systems and contexts.®® This approach will enable
the integration of local expertise, resources, and cultural factors,
ensuring that HCT protocols are effective and relevant for the pop-
ulations they address. Researchers should explore the integration of
patient and family engagement strategies to ensure that AYAs and their
families are active partners in this research.'®®® Adopting standardized
protocols that incorporate flexibility and customization can help ensure
that transition planning aligns with patient- and family-centred care
principles.®” Quality improvement methodologies hold potential for
systematic implementation of evidence-based interventions to enhance
transitional care’s quality, safety, and effectiveness while continuously
evaluating and refining practices and processes to optimize outcomes for
AYAs and their families. Additionally, research focused on approaching
HCT from a trauma-informed care lens, how transitions are experienced
by the entire family unit, including siblings, the effect of transition on
mental health, and the unique transition experiences of those from
varied cultures is warranted.

4.4.3. Policy implications

One key finding from this study is the highlighted limitation of the
current policy for determining the time of transition for AYA transplant
recipients. Despite best evidence suggesting that HCT should be gradual
and reflective of individual development, ‘%77 the current practice at
leading Canadian pediatric hospitals is to terminate care at the pediatric
centre at age 18. Although this age may align with developmental
readiness for some adolescents, many transplant recipients, as seen from
the experiences shared by our study participants, are simply not yet
ready, while others may be ready earlier. Instead, there should be a shift
to align with pediatric health care values and philosophy, initiating a
family-centred and personally individualized approach to transition.
This shift will ensure that AYAs receive the ongoing family support
desired to reduce trauma and promote successful and healthy HCTs with
positive long-term outcomes.

5. Limitations and delimitations

One of the primary delimitations in this study was the specific focus
on AYAs with liver and/or kidney transplants transitioning to adult-
focused health care. This concentration may circumscribe the applica-
bility of the results to other solid organ transplant groups or populations
experiencing HCTs, such as those with chronic health conditions or
alternative health conditions. Consequently, exploring transition expe-
riences with diverse populations, including AYAs who are neurodiverse,
would enhance understanding of HCT experiences across various con-
texts. The selected age range of 12-28 years for transplant recipients
represents both a delimitation and limitation. The delimitation of the
age range, particularly given that the study’s youngest participant was
18, meant that younger individuals’ perspectives during the HCT pro-
cess remained unexplored. Therefore, incorporating a wider age range
or including younger participants in future studies could yield a more
comprehensive understanding of the HCT experience across different
developmental stages.

Similarly, the geographical focus on Canadian and some American
AYA transplant recipients delimits the applicability of the findings to
other countries with distinct health care systems and cultural contexts.
By including a more diverse geographical representation in future
studies, researchers could elucidate how HCTs are experienced in
different settings, thereby expanding the generalizability of the findings.
Although we explored specific contexts of the transition experience for
AYAs with a kidney and/or liver transplant, our findings could poten-
tially be relevant in analogous situations such as AYAs living with other
chronic health conditions, affording some degree of theoretical gener-
alizability. The relevanace of study findings extends beyond merely
geographic generalizability. Carminati®® notes that qualitative
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researchers frequently navigate the balance between depth of under-
standing and breadth of applicability. Given CGTs’ focus on a specific
context and population, extrapolating the results to broader contexts or
other populations may be inappropriate. Rather, the participatory na-
ture of CGT, grounded in the principles of constructivism, values the
voices and perspectives of the research participants, leading to the
co-creation of a theory that is directly influenced by the experiences of
the AYA transplant recipients, ensuring that the theory is firmly rooted
in their lived realities. Such an approach holds the potential to render
the resultant theory more relevant, applicable, and impactful for the
population under investigation.

Conducting this research during the pandemic meant that recruit-
ment and data collection were restricted to online approaches due to
COVID-19 precautions. Recruitment for this study lasted longer than
anticipated and virtual data collection via video conferencing was the
primary source of participant engagement. Although initially antici-
pated as a limitation, this proved to increase the responsivity of AYA
participants and the request for chat-based interview modalities as this
was a form of communication with which they were familiar and
comfortable. However, while these methods proved effective in
engaging AYA participants, they may not have captured non-verbal cues
and interpersonal dynamics as comprehensively as in-person interviews.
Adopting video conferencing and chat-based interviews as the primary
data collection methods may have also affected the richness of the
collected data.

6. Conclusion

AYA transplant recipients undergo many changes as they enter adult-
focused health care systems. Maintaining the health of a transplanted
solid organ is a lifelong effort that necessitates continuous medical
management, rendering the experiences of AYAs who navigate these
transitions of utmost importance. This study has afforded a unique op-
portunity to gain insights into the perspectives of AYAs themselves, as
well as the viewpoints of their FCs and HCPs. To foster the evolution of
health care transition services, it is imperative to move beyond theo-
retical discussions surrounding support towards active implementation
of change rooted in developmental and trauma-informed care
frameworks.
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This is the initial research guide to help guide interviews. As per Grounded Theory methodology, these questions will evolve as themes emerge

from the data.

Research Question: How do adolescent kidney and/or liver transplant recipients manage the transition from pediatric to adult care?

Group A: Adolescent Participants:

e Age at time of interview:
e Gender:

Initial Open-ended questions:

e Can you tell me about your transplant and how you came to need one?

e Can you talk to me about your life since transplant?

o Possible probes as required in each interview to collect a narrative story of their experience of transplantation and transition:

» What happened next?
m Has it changed? If so, in what way? If not, tell me more.

= Have you ever talked or thought about the transition process into adult health care?
= Can you tell me about how you are preparing for your transition to adult care?
= What would you do to make the transition process easier? What changes would you like to see? What would have made the world a better

place for you son/daughter?

Ending questions:

o Is there anything else you want to tell me about that we haven’t gotten to discuss yet?

e Are there any questions you have for me?

o If you think of anything else afterward that you forgot to mention, feel free to contact me using the email address we used to schedule this

interview.

e [ may reach out to you for a quick 15-20 min follow-up if I think of anything else to ask you or have questions that I need to clarify

Group B: Parents/Caregivers:
Initial background data questions: .

o Tell me a little bit about [child’s name]
o Diagnoses

o Age at time of interview

o Gender

Initial open-ended questions:

e How has your family adapted to [child’s] diagnosis?

o Possible probes as required in each interview to collect a narrative story of their experience of transplantation and transition:



A. Lim and L. Marcellus Health Care Transitions 1 (2023) 100019

m Parental role? Responsibility distribution?

m» When did you first start talking about transition?

= Do you think your child is happy with how the transition process is going/has gone?

m (As a parent) how do you feel about this transition process?

= What would you do to make the transition process easy? What changes would you like to see? What would have made the world a better place
for you son/daughter?

Is there anything else you want to tell me about that we haven’t gotten to discuss yet?
Ending questions:

Is there anything else you want to tell me about that we haven’t gotten to discuss yet?
Are there any questions you have for me?

o If you think of anything else afterward that you forgot to mention, feel free to contact me using the email address we used to schedule this

o

interview.
I may reach out to you for a quick 15-20 min follow-up if I think of anything else to ask you or have questions that I need to clarify

Group C: healthcare provider participants:

Role:
Years of Practice:
Percentage of time devoted to patient care:

Initial open-ended questions:
Describe your work with adolescent liver/renal transplant recipients?

Possible probes as required in each interview to collect a narrative story of their experience caring for adolescent transplant recipients and
transition:

= Do you have any concerns?

» How would you describe the self-care of adolescent liver/renal transplant recipients that you work with?

= What factors do you see as influencing the self-care and transition readiness of the adolescent liver/renal transplant recipients that you work
with?

m Describe how the idea transition influences your work with adolescent liver/renal transplant recipients

Could you tell me about a time when a patient with an organ transplant had a very successful transition and transferred smoothly to adult care with
you? Please refrain from using patient names when describing (Goal is quality of anecdotes over quantity)
o Possible probes:
=» What outcomes made it clear that the process was successful?
= What did you observe in particular about the patient that may have contributed to their success?
= What did you observe about the patient’s family that may have contributed to their success?
m Were there any specific milestones the patient or family met? If so, what were they?
= What facilitated them meeting those milestones or having a successful transfer to adult care?
= What threatened their ability to meet those milestones or have a successful transfer to adult care?
m As their provider, how did you play a role in their successful transition and transfer to adult care?
Could you tell me about a time when a patient with an organ transplant who you were caring for had a transition that did not go smoothly, and
perhaps resulted in an adverse medical outcome either prior to, or after transfer to adult care? (Quality over quantity)
o Possible probes:
= What did you observe about the patient that may have contributed to an unsuccessful transition and transfer?
=» What did you observe about the patient’s family that may have contributed to an unsuccessful transition and transfer?
m Were there any milestones that were missed that contributed to the failure to successfully transition and subsequent transfer? These
milestones could be specific to the patient, family, or providers.
m When and how did you suspect that the transition was on a trajectory toward being unsuccessful? For example, were there indicators
made it clear that the transition was unsuccessful? What were they?

Ending questions:

Since you became a XX, what has changed over time in your work adolescent liver/renal transplant recipients?

What has contributed to these changes?

Is there anything else that I should understand about what contributes to your work with adolescent liver/renal transplant recipients that we

haven’t already talked about?
Are there any questions you have for me?
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e What other experts should we interview about this topic? It’s OK if they are from other institutions. (Ask for names and email addresses if they have
them and whether it is ok to reference the interviewee who made the recommendation in the email invitation.)

o If you think of anything else afterward that you forgot to mention, feel free to contact me using the email address we used to schedule this
interview.

e [ may reach out to you for a quick 15-20 min follow-up if I think of anything else to ask you or have questions that I need to clarify

Probes.

e Can you elaborate on this?
e That’s interesting, tell me more about...
e Can you think of an example?
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Appendix B. Additional participant quotes

Category One: Anticipating the Impending Transition: Feeling Distress About the Transition

Group A

I didn’t have family or parents to help moving into the adult program was so overwhelming for me. Learning all my meds
by name and how much in mgs I had to take of each med, the hardest part for me was taking my meds in general ‘cause I
always had someone giving me them. (Bruno, recipient)

I think that like, I felt like I kind of had to then be strong for like, my parents who felt really so out of depth. I actually
remember like, at one point, my mom had picked me up from school, and I was like, 16. And I was just like, you know,
it’s okay. Like, if you maybe need to focus on my brother, I could maybe try to live and like go live with like a really close
family member, so you can like spend time to like, really take the time that you need with them. Like my, like, my mom
at the time was just like, maybe surprised that I like even thought of that, like, you know, and maybe it was like a little
angry at first because it was just like, no, we can handle things ourselves. (Nancy, recipient)

“You get used to the late-night ER visits and being in pain in a familiar place with people who know you, but my health
care and transplant team was never a topic of worry” (Children’s Wisconsin, 2022, para. 31).

Because as we know, chronic illness affects more than just the patient. It affects the entire family. I'd had the hardest
relationship with my sibling. Like, I think he was definitely struggling, with some mental health issues at the time. And
the only way I can tell you is that when I had my transplant, I was worried that my brother was going to take his life.
(Nancy, recipient)

“It’s a hard time for parents...they have not only to let go of a teenager, but a teen with a chronic disease” (Laucius, 2013,
para. 23).

When I was diagnosed, I was quite scared. When you first hear about kidney disease...you feel lost and you don’t know

what is going to happen to you. After the transplant, I felt I took something away from my mom and I went through

depression... There are always moments of doubt and uncertainty, times that you feel lonely or sorry for yourself. (The
Kidney Foundation of Canada, n.d.b., para. 2-5)
think it’s because a lot of people, especially South Asian culture, they’re like I guess they’re not used to asking for uh,

—_

support, and they’re used to like I guess putting up like a really good really good front, So it’s hard. I get how it makes
sense for like their team’s point of view, and it’s hard, hard, hard like since it’s somebody, like might need that support
with some of that, so I think that there are some situations in which you might wanna like reach out to people like you
know, even if they’re like you know, not expressing interest themselves. (Jane, recipient)

Group B

Had you asked me five years ago, I'm sure I can talk forever, but I would really just focus on the mental health piece. And
the other moms that I've talked to have that had kids in that age group. That was common. Like we were terrified for
their lives. After this we were literally terrified that they were going to give up. They didn’t understand the importance
of what was happening and their poor choices, and I can’t emphasize enough the risk. And the risk that puts their life in.
The mental health piece. (Donna, parent)

But I had to be very careful how I handled her, *cause if I was too one way or too the other way she would bolt or leave, and
I had to very much change and allow to trust the process and throw a lot of it to just trust. I just, I just hope I think one
thing I relied on the most and that’s and count on the way she was brought up, she will go back to her roots hopefully...
and she did. (Donna, parent)

Group C

“It’s a hard time for parents...they have not only to let go of a teenager, but a teen with a chronic disease” (Laucius, 2013,
para. 23).

Category One: Anticipating the Impending Transition: Feeling angry about being made to feel insignificant

Group A

And so when I went in I just tried to politely explain the situation of like, where that like trauma had come from and that
pain, and that maybe if I was away that we could kind of compromise so that maybe I have a little bit more sleep
medication or something to just make me feel more at ease because I had a lot of anxiety from it. And literally the
technician like, that means then stop being a baby. And like to hear that, and like, we’re like, I was kind of coming from a
place where like, look, I'm, I'm not trying to make fuss, because, like, I want attention, it’s simply because like, this is
like how I've had my experiences, and I want to work with you, I just, I kind of need to, like, see how we can find that. So
I can feel less anxious and feel more comfortable with you, like touching around my transplant area, like, you know, and
that was not a very nice experience. (Nancy, recipient)

(continued on next page)
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(continued)

Category One: Anticipating the Impending Transition: Feeling Distress About the Transition

It was like no one was there to like *cause they like try to like push my parents away as well, like they really wanted me to
like kind of govern and oversee my own care as much as possible so some of the transplant team weren’t welcoming of
my parents like being with me which was difficult as well. (Sarah, recipient)

But with the transplant and why like, no, I know, I'm not the only one because I have thankfully been able to speak to other
people who share with us when admin were so cold...oh, so that already created an experience like us from the sign in
from the get go. And like, it was like, can you cheer up a bit? Like, a lot of us have been through so much. And you’re just
like, can you smile, like, it doesn’t hurt like? And I know, like, they have so many things going on, but it was just so
abrupt and like, so that already started it off, I think to say like we would come in, and you’d have to deal with that. And
then like, so there’s the iciness there. (Nancy, recipient)

I hated [ADULT HOSPITAL]. 1 still hate it. I was lucky enough to stay with some of my same doctors, and I feel like if I
hadn’t that would have made the transition so much harder. I still complain about it every time I have to go to the
hospital. Which says a lot of things about adult care if I hate it that much. (Leila, recipient)

But I think the negativity kind of came a bit more when I, let’s say, I had concerns. And I felt like I needed to have, I wanted
to feel heard. And I felt like my doctor, like the thing that really kind of kept me upset was that... if  had a concern, they
would just be kind of like, yeah, okay, we’ll look at it, or like it was just kind of thrown out the window, So I wasn’t
feeling like listened to. Every single time he would come in, he was like, maybe like really roughly looking at the notes.
But like, for the amount of time I was in his care, he always thought I was stupid. And like that wasn’t being very
personable, again, going with bedside manners. And it felt so disconnected. And that’s where I felt like, I wasn’t feeling
heard, because it’s like, you're not even paying attention to who I am as a person, they barely even tried. (Nancy,
recipient)

It’s a lot to figure out on my own and carry. I sometimes feel like I'm drowning with how much to remember. And then I
think about the rest of the changes coming and I get a bit panicked. I worry about screwing it up, ya know like about my
kidney and what happens if I screw up. (Josh, recipient)

“I hate that the transition even exists. Like, I get it, but I hate it” (Leila, recipient).

As much of the medical team that can stay the same, do that. These transitions are easier if there’s at least one familiar
face. If adult care team members can start being introduced during the teenage years so its less of a shock, I recommend
that. Get the child involved in their own medical care as early as possible, in age-appropriate ways of course. If possible,
have coordination between the pediatric and adult teams as much as possible. And for the love of God can someone
please paint the walls in the adult wards because no one wants to stare at that much grey. (Leila, recipient)

Category One: Anticipating the Impending Transition: Denying Reality

Group C

But I would say if I were to pick a majority, I would say the majority of adolescents do struggle a little bit with their self-
care, especially patients who have had a chronic illness. But overall, I would say that it’s definitely something that I
noticed. The adolescent population struggles with, especially when in the hospital, but it seems that some adolescents
have a tendency once hospitalized to kind of forget about general self like activities of daily living like their hygiene. I'm
often reminding kids to like brush their teeth or have a shower or change their clothes, cut their nails was another big
one. So they’ve kind of fallen into the roles, perhaps with their family where the parents or guardians take a more active
role and the patient takes a more passive role. (Kelly, RN)

Category Two: Losing Security When Transitioning to Uncertainty: Experiencing Shock

Group A

“It’s just an age. It’s just a number people created. It’s not really tangible. It doesn’t speak to me other than the number of
days I have been alive,” she says. “I felt that age was this magical number that they pushed on you.” (Laucius, 2013,
para. 17).

I remember transplant came and they like brought all these medications. And like just the volume of the meds was like so
wild and you kind of just had to do it on your own like. So some of the transplant team weren’t welcoming of my parents
like being with me, which was difficult as well. It has it been like pretty cool to like see the growth? I mean, it was
definitely like shocking out for us to just do it all on yourself. (Sarah, recipient)

There wasn’t there wasn’t any like warning. There wasn’t like a transition process, it was just suddenly like that time had
ended. So, I think I pretty much said it, but leading up to that transition period there wasn’t much work done. (Sarah,
recipient)

Group B

“and then suddenly go into adult care right at a time where everything is getting more intense in terms of her health...
Obviously, she’s a teenager, there’s mom and mom and daughter dynamics there” (Poppy, parent)

Group C

I think something that would help me support this population is I feel that there’s a need for more continuity between
pediatric and adult... because I feel like we, you know, as a pediatric nurse, I kind of live in my world in my hospital in
what we do there and how things are done at the in the pediatric facility, and then once the patient is gone to the adult
health care, I really don’t know how it’s going for them, and I feel that we lose a little bit of the continuity of care. So I
feel that there needs to be some strengthened connections and more opportunity for continuity between pediatric and
adult facilities, especially you know or specifically between transplant units, so whether that’s a more you know, a more
comprehensive team that’s made up of into professionals from both facilities to help facilitate that care, or it’s even just
like a few transition more transitional meetings between facilities, but I think that that would really help. (Kelly, RN)

We received some education about transition, but again, it’s really hard to implement that and inpatient side when we
don’t know what has been taught to them already and like what the expectations are...And transition has been
highlighted by a few of our nurses as areas of importance and shared in education... Maybe a policy or something that
ensures consistency in practice would help. (John, RN)

I also know that our hospital did have some sort of its own program... that the purpose of that program was to again help
support adolescents become more independent with their care and transition to the adult healthcare world
unfortunately, that particular program I believe didn’t have enough funding, so we no longer have that. (Kelly, RN)

...Transition has been highlighted by a few of our nurses as areas of importance and shared in education sessions in our
yearly nursing caravan sessions, I believe we had a transition committee at one point that was running Transition
support nights for teens currently admitted to the hospital, but that type of support has stopped either due to funding or
COVID or both. (John, RN)

Category Two: Losing Security When Transitioning to Uncertainty: Grieving the Loss of Relationships.

Group A

(continued on next page)
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(continued)

Category One: Anticipating the Impending Transition: Feeling Distress About the Transition

Especially when you go to like a new hospital in new team that you’re not really aware of and you’ve been used to like
them since you were like how like three years old and all of a sudden when you’re 17, you're changing so um. Yeah. I
guess that was, uh, that was kind of like something that I needed to get used to and adjust and everything, so yeah. Uh,
sure I guess like just uncertainty thinking about like how I would build trust with the new team if they know if they like
they have — they always need time to get to know you and your system, everything, so that was probably the biggest
thing that I was thinking about. (Jane, recipient)

"When you spend 18 years at one hospital with the type of care I got from [PEDIATRIC HOSPITAL], there is nothing that
can compare.”

I think the social support is a big one and kind of like, ’cause it’s basically like how do I describe it as like one day and then
you switch over to become like an adult and adult system. So I think it could have been more of like an easier transition
even like if you were accepted to [ADULT HOSPITAL] with like the team and stuff like that and more getting to know the
system and everything like. (Jane, recipient)

Yeah, it was a little different cause everyone around me was much, much older than I was, well, which is fine. And I think
it’s against a lot of the patients that I met were much younger than me. Uh. Well, yeah. It’s definitely different. Uh, it was
just it was different, like it’s like a different sort of community, and it was nice that I was older, but also I missed
[PEDIATRIC HOSPITAL]. (Riley, recipient)

“If I had peer support when I was a teenager, I would have asked so many questions about transplant because although
doctors and nurses would tell me things, they were older, and I didn’t know them. I wish I'd had someone my age who
could tell me: you're going to get through this” (The Kidney Foundation of Canada, n.d.b., para 7).

Group C

But as a teenager, she needed peer support badly. *Cause that’s who they’re going to listen to. They’re going to identify
with other peers, and there was nobody,...uh, and by the time we did finally meet the odd person in the waiting room,
she was just like, well, I'm not sick like them. (Donna, parent)

Category Three: Seeking Supportive Anchors in the Swell of Transition: Developing Self-Management Skills

Group A

I wanted to feel competent that, like, you know, in the future, if there was another situation that, we could have a better
process in place for that. But I was never given that again... But that would be kind of like the thing where it would set
me off to think, okay, well, wow, I really have to advocate for myself, I really have to, like, be assertive... And I think
that was hard. Because I guess, like, I'm the type of person that, like, you know, I've learned along the way how to speak
up when I feel like I need to, but I guess it’s like, it’s his own context of being a female, but like, sometimes, like, I don’t
want to seem like I'm a pain or something. When I say something. And like, I think as a patient, it was always like,
finding that balance. (Nancy, recipient)

I feel adult care is also far more hands-off than pediatrics. Like my coordinator used to call me weekly just to check in, now
I have to call them and every time I do it feels like I'm a bother. (Leila, recipient)

Group C

I think because of this long process leading up to his transplant and transition to adult care; the family had a lot of practice
with communicating with the team and allowing him to come to his hemodialysis treatments on his own before
transplant. This helped them to start transferring responsibility to him before transition, with practice for him asking
appropriate questions, updating his mom after treatments about the plan, and following up with booking future
appointments. This patient and family also developed strong relationships with the care team. (John, RN)

So, in this particular case, that the family, I remember specifically being in the room, and it was when we were doing Med
teaching, so the patient themselves was supposed to kind of prompt me and know when to take the medications and
what they were taking. And kind of doing things for them, and it seemed as if the patient felt, you know, good about that
and felt empowered that he really was in control of his own health, and his parents were there, but they were there in a
more supportive role versus taking control. (Kelly, RN)

I think I know what the best practices are and that we should be encouraging as much participation as possible from the
adolescent. I try to encourage them to ask for their meds at the times they are due, rather than just automatically
bringing them in - but again, this is sometimes challenging to manage when I have competing demands and need to
organize my care for multiple patients. (John, RN)

Category Three: Seeking Supportive Anchors in the Swell of Transition: Forging New Relationships

Group A

I guess like just uncertainty thinking about like how I would build trust with the new team if they know if they, like, they
have, they always need time to get to know you and your system, everything, so that was probably the biggest thing that
I was thinking about. And like I had developed like trust and relationships with my other team as well, right, so at the
whole year so being able to do that. Uhm. So yeah, I think that was basically what I was thinking. (Jane, recipient)

Having to say goodbye to my team and getting to know a new team is emotional and worrying, no matter how prepared
you are. I know I need to just sit in this moment, accept it and then move on. (Children’s Wisconsin, 2022, para. 31)

“It’s scary at first, as are most big changes, but it will get easier. You will find yourself comfortable in these next steps, even
if your clinic isn’t painted in bright colours” (Benavides, n.d., para. 14).

Category Four: Gaining a New Sense of Self: Stabilizing Through Normalizing

Group A

“I have a very different outlook on life now...it matured me a lot...You can’t dwell on the negative. I believe that
everything happens for a reason. I just don’t necessarily know all the reasons” (Cincinnati Children’s, n.d., para. 8-9).

I still don’t fully take control of my health. I do what the doctor ask and hope nothing comes back negative. And still, my
wife pushes me to take care of myself for her. I have a lot of mental problems because of my childhood. (Bruno,
recipient)

Transitioning from a pediatric to adult health care provider shouldn’t cause anxiety. It’s a sign you're getting older and
maturing along the way. For me, it signalled stability and improvement in my health. [PEDIATRIC DOCTOR] believed I
was ready for the real world and able to handle anything coming my way. (Benavides, n.d., para. 14).

But at first, it can be a lot because it’s a lot of blood, where it’s very frequent. Uhm? You have to wait a little bit longer than
it [PEDIATRIC HOSPITAL] for blood work, so I try and get there early, and it’s usually like a full day or so... I think
maybe [PEDIATRIC HOSPITAL] took a little bit quicker, this is, I think maybe they see less patients, and I don’t think just
see transplant patients either, and I think some of them wanted to hopefully see some of the blood work come in before
they saw you. (Riley, recipient)

Group B

(continued on next page)
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Category One: Anticipating the Impending Transition: Feeling Distress About the Transition

So, helping them manage things like taking their medications, managing symptoms, whether it might be fluid overload or
maybe dialysis, uh, for kidney patients, but really helping them manage their illness both pre- and post-transplant.

(Kelly, RN)
Group C

But at that teenage age, they don’t care how much help you try and find them, they they’ve gone to that place. They've just
shut everyone out...but she listens now, so it’s she when she wasn’t listening. Oh, I don’t even, can’t even tell you, I
thought she was not going to survive because of their own stupidity. (Donna, parent)

She is overall with her health and taking care of herself. She’s just, uh, amazing doing a very, very amazing job. It just sort
of one happened after six months. She just flipped over and just really taking responsibility for her body in herself and
realize she can survive. I think when she was younger, she said I just thought I was going to die anyway. (Donna, parent)

Category Four: Gaining a New Sense of Self: Accepting a New Reality

Group A

Most important to me at least, is the realization that it comes to the transplant person that it’s their health and no one else
can do it for them. Everyone can give you the tools and advice all they want, but if you don’t take their health in their
own hands, nothing will help. But we have to remember that they are only 17-18 and just starting to be adults with a lot
to learn. Need the adult doctors to take more time with new patients. (Bruno, recipient)

References

[1]

[2]

[3

=

[4

=

[5

fad}

[6

[}

[7

—

[8

—

[9]

[10]

[11]

[12]

[13]

[14]

[15]

[16]

[17]
[18]

[19]

George M, Thomas G, Karpelowsky J. Pediatric transplantation: an international
perspective, 151192-151192 Semin Pediatr Surg. 2022;31(3). https://doi.org/
10.1016/j.sempedsurg.2022.151192.

Ng VL, Mazariegos GV, Kelly B, et al. Barriers to ideal outcomes after pediatric liver
transplantation. Pediatr Transplant. 2019;23(6), e13537. -n/a. doi:10.1111/
petr.13537.

Canadian Organ Replacement Register (CORR) Annual Statistics 2018. Canadian
Institute for Health Information. Accessed August 25, 2022. (https://www.cihi.
ca/sites/default/files/document/corr-estatistics-2018-en-web.xlsx).

Canadian Organ Replacement Register (CORR) Annual Statistics 2019. Canadian
Institute for Health Information. Accessed August 25, 2022. (https://www.cihi.ca
/sites/default/files/document/corr-transplant-wait-list-donor-stats-2019-en.xlsx).
Canadian Organ Replacement Register (CORR) Annual Statistics 2020. Canadian
Institute for Health Information. Accessed August 25, 2022. (https://www.cihi.ca
/sites/default/files/document/corr-transplant-wait-list-donor-stats-2020-en.xlsx).
Canadian Organ Replacement Register (CORR) Annual Statistics 2021. Canadian
Institute for Health Information. Accessed August 25, 2022. (https://www.cihi.ca/
sites/default/files/document/corr-transplant-wait-list-donor-stats-2021-data-table
s-en.xlsx).

Ghelichi-Ghojogh M, Mohammadizadeh F, Jafari F, et al. The global survival rate
of graft and patient in kidney transplantation of children: a systematic review and
meta-analysis. BMC Pediatr. 2022;22(1):1-503. https://doi.org/10.1186/512887-
022-03545-2.

Cuenca AG, Yeh H. Improving patient outcomes following pediatric liver
transplant: current perspectives. Transplant Res Risk Manag. 2019;11:69-78.
https://doi.org/10.2147/TRRM.S183382.

Fernandez HE, Foster BJ. Long-term care of the pediatric kidney transplant
recipient. Clin J Am Soc Nephrol. 2022;17(2):296-304. https://doi.org/10.2215/
CJN.16891020.

Pankhurst T, Evison F, Mytton J, Williamson S, Kerecuk L, Lipkin G. Young adults
have worse kidney transplant outcomes than other age groups. Nephrol, Dialysis,
Transplant. 2020;35(6):1043-1051. https://doi.org/10.1093/ndt/gfaa059.

Rea KE, Cushman GK, Quast LF, et al. Initial attendance and retention in adult
healthcare as criteria for transition success among organ transplant recipients.
Pediatri Transplant. 2022;26(5), e14280. n/a. doi:10.1111/petr.14280.

Fawcett J. Thoughts about meanings of compliance, adherence, and concordance.
Nurs Sci Quart. 2020;33(4):358-360. https://doi.org/10.1177/
0894318420943136.

Hammond C, Hussaini T, Yoshida EM. Medical adherence and liver
transplantation: a brief review. Can Liver J. 2021;4(1):8-15. https://doi.org/
10.3138/canlivj-2020-0016.

Amatya K, Monnin K, Steinberg Christofferson E. Psychological functioning and
psychosocial issues in pediatric kidney transplant recipients. Pediatr Transplant.
2021;25(1), e13842. -n/a. doi:10.1111/petr.13842.

Calabrese S, Lee S, Mollica MA, et al. Navigating pediatric to adult healthcare
transition: a national institutes of health workshop. el J Pediatr. 2022;244:
234-240. https://doi.org/10.1016/j.jpeds.2022.01.052.

Toulany A, Willem Gorter J, Harrison M. A call for action: recommendations to
improve transition to adult care for youth with complex health care needs.
Paediatri Child Health. 2022;27(5):297-302. https://doi.org/10.1093/pch/
pxac047.

Charmaz K. Constructing Grounded Theory. 2nd ed..,. SAGE,; 2014.

Benoliel JQ. Grounded theory and nursing knowledge. Qualitative Health Res. 1996;
6(3):406-428. https://doi.org/10.1177/104973239600600308.

Charmaz K. Constructing Grounded Theory: A Practical Guide Through Qualitative
Analysis. SAGE Publications; 2006.

16

[20]

[21]

[22]

[23]

[24]

[25]

[26]

[27]

[28]

[29]

[30]

[31]

[32]

[33]

[34]

[35]

[36]
[37]

[38]

[39]

Charmaz K. The legacy of Anselm Strauss in constructivist grounded theory. Stud
Symbolic Interaction. 2008;32:127-141. https://doi.org/10.1016/50163-2396(08)
32010-9.

Cutcliffe JR. Methodological issues in grounded theory. J Adv Nurs. 2000;31(6):
1476-1484. https://doi.org/10.1046/j.1365-2648.2000.01430.x.

Newman PA, Guta A, Black T. Ethical considerations for qualitative research
methods during the COVID-19 pandemic and other emergency situations:
Navigating the virtual field, 160940692110478 Intern J Qualitative Methods. 2021;
20. https://doi.org/10.1177/16094069211047823.

Glaser B. Theoretical Sensitivity: Advances in the Methodology of Grounded Theory.
Sociology Press; 1978.

Bour C, Ahne A, Schmitz S, Perchoux C, Dessenne C, Fagherazzi G. The use of social
media for health research purposes: Scoping review. J Med Internet Res. 2021;23(5).
€25736-e25736. doi:10.2196,/25736.

Saarijarvi M, Bratt E-L. When face-to-face interviews are not possible: tips and
tricks for video, telephone, online chat, and email interviews in qualitative
research. Eur J Cardiovascular Nurs: J Working Group Cardiovascular Nurs Eur Soc
Cardiol. 2021;20(4):392-396. https://doi.org/10.1093/eurjen/zvab038.

Sah L, Singh DR, Sah RK. Conducting qualitative interviews using virtual
communication tools amid COVID-19 pandemic: a learning opportunity for future
research. J Nepal Med Assoc. 2020;58(232):1103-1106. https://doi.org/10.31729/
jnma.5738.

Maral’s Story. The Kidney Foundation of Canada. Accessed January, 29, 2022.
(https://kidney.ca/Support/Kidney-Community/Stories/ON/Maral %E2%80%99
s-Story).

Benavides J. Jackie’s Story: Transitioning to Adult Care. Texas Children’s Hospital.
Accessed January 29, 2022. (https://www.texaschildrens.org/blog/jackies-story-t
ransitioning-adult-care).

Liver Transplant: Brendan’s Story. Children’s Mercy. Accessed January, 29, 2022.
(https://www.childrensmercy.org/departments-and-clinics/gastroenterology/
liver-transplant/brendans-story/).

Julie Undergoes Liver Transplant. Cincinnati Children’s. Accessed January, 29,
2022. (https://www.cincinnatichildrens.org/service/l/liver-transplant/stories/juli
e-lt).

Laucius J. The tough transition from teen to adult patient. Accessed January 29
Ottawa Citizen; 2022. Accessed January 29 (https://ottawacitizen.com/health/th
e-tough-transition-from-teen-to-adult-patient). Accessed January 29.

Novotny J. Graduation Day: Transitioning to Adult Care Brings Celebration and
Challenges (Accessed January) Children’s Wisconsin. 2022;29 (Accessed January)
(https://childrenswi.org/newshub/stories/transition-to-adult-care).

Sternhagen D. Learning To Let Go...Transitioning From the Pediatric to Adult
World (Accessed January) Improving Renal Outcomes Collaborative. 2022;29
(Accessed January) (https://www.irocnow.org/patientcaregiver-blog?aut
hor=5d2807bb0049890001091721).

Jatin’s Story. The Kidney Foundation of Canada. Accessed January, 29, 2022.
(https://kidney.ca/Support/Kidney-Community/Stories/ON/Maral%E2%80%99
s-Story).

Schreiber RS. Using grounded theory in nursing. In: Schreiber RSS PN, ed. The
“How To" of Grounded Theory: Avoiding the Pitfalls. Springer Publishing Company;
2001:55-84.

Thorne S. Interpretive Description: Qualitative Research for Applied Practice. 2nd ed..,.
Taylor & Francis; 2016.

Charmaz K, Thornberg R. The pursuit of quality in grounded theory. Qualitative Res
Psychol. 2021;18(3):305-327. https://doi.org/10.1080/14780887.2020.1780357.
Pape L, Ernst G. Health care transition from pediatric to adult care: an evidence-
based guideline. Eur J Pediatr. 2022;181(5):1951-1958. https://doi.org/10.1007/
s00431-022-04385-z.

Van Bulck L, Luyckx K, Goossens E, Oris L, Moons P. Illness identity: capturing the
influence of illness on the person’s sense of self. Eur J Cardiovascular Nurs: J
Working Group Cardiovascular Nurs Eur Soc Cardiol. 2019;18(1):4-6. https://doi.
org/10.1177/1474515118811960.


https://doi.org/10.1016/j.sempedsurg.2022.151192
https://doi.org/10.1016/j.sempedsurg.2022.151192
http://refhub.elsevier.com/S2949-9232(23)00019-3/sbref2
http://refhub.elsevier.com/S2949-9232(23)00019-3/sbref2
http://refhub.elsevier.com/S2949-9232(23)00019-3/sbref2
https://www.cihi.ca/sites/default/files/document/corr-estatistics-2018-en-web.xlsx
https://www.cihi.ca/sites/default/files/document/corr-estatistics-2018-en-web.xlsx
https://www.cihi.ca/sites/default/files/document/corr-transplant-wait-list-donor-stats-2019-en.xlsx
https://www.cihi.ca/sites/default/files/document/corr-transplant-wait-list-donor-stats-2019-en.xlsx
https://www.cihi.ca/sites/default/files/document/corr-transplant-wait-list-donor-stats-2020-en.xlsx
https://www.cihi.ca/sites/default/files/document/corr-transplant-wait-list-donor-stats-2020-en.xlsx
https://www.cihi.ca/sites/default/files/document/corr-transplant-wait-list-donor-stats-2021-data-tables-en.xlsx
https://www.cihi.ca/sites/default/files/document/corr-transplant-wait-list-donor-stats-2021-data-tables-en.xlsx
https://www.cihi.ca/sites/default/files/document/corr-transplant-wait-list-donor-stats-2021-data-tables-en.xlsx
https://doi.org/10.1186/s12887-022-03545-2
https://doi.org/10.1186/s12887-022-03545-2
https://doi.org/10.2147/TRRM.S183382
https://doi.org/10.2215/CJN.16891020
https://doi.org/10.2215/CJN.16891020
https://doi.org/10.1093/ndt/gfaa059
http://refhub.elsevier.com/S2949-9232(23)00019-3/sbref7
http://refhub.elsevier.com/S2949-9232(23)00019-3/sbref7
http://refhub.elsevier.com/S2949-9232(23)00019-3/sbref7
https://doi.org/10.1177/0894318420943136
https://doi.org/10.1177/0894318420943136
https://doi.org/10.3138/canlivj-2020-0016
https://doi.org/10.3138/canlivj-2020-0016
http://refhub.elsevier.com/S2949-9232(23)00019-3/sbref10
http://refhub.elsevier.com/S2949-9232(23)00019-3/sbref10
http://refhub.elsevier.com/S2949-9232(23)00019-3/sbref10
https://doi.org/10.1016/j.jpeds.2022.01.052
https://doi.org/10.1093/pch/pxac047
https://doi.org/10.1093/pch/pxac047
http://refhub.elsevier.com/S2949-9232(23)00019-3/sbref13
https://doi.org/10.1177/104973239600600308
http://refhub.elsevier.com/S2949-9232(23)00019-3/sbref15
http://refhub.elsevier.com/S2949-9232(23)00019-3/sbref15
https://doi.org/10.1016/S0163-2396(08)32010-9
https://doi.org/10.1016/S0163-2396(08)32010-9
https://doi.org/10.1046/j.1365-2648.2000.01430.x
https://doi.org/10.1177/16094069211047823
http://refhub.elsevier.com/S2949-9232(23)00019-3/sbref19
http://refhub.elsevier.com/S2949-9232(23)00019-3/sbref19
http://refhub.elsevier.com/S2949-9232(23)00019-3/sbref20
http://refhub.elsevier.com/S2949-9232(23)00019-3/sbref20
http://refhub.elsevier.com/S2949-9232(23)00019-3/sbref20
https://doi.org/10.1093/eurjcn/zvab038
https://doi.org/10.31729/jnma.5738
https://doi.org/10.31729/jnma.5738
https://kidney.ca/Support/Kidney-Community/Stories/ON/Maral%E2%80%99s-Story
https://kidney.ca/Support/Kidney-Community/Stories/ON/Maral%E2%80%99s-Story
https://www.texaschildrens.org/blog/jackies-story-transitioning-adult-care
https://www.texaschildrens.org/blog/jackies-story-transitioning-adult-care
https://www.childrensmercy.org/departments-and-clinics/gastroenterology/liver-transplant/brendans-story/
https://www.childrensmercy.org/departments-and-clinics/gastroenterology/liver-transplant/brendans-story/
https://www.cincinnatichildrens.org/service/l/liver-transplant/stories/julie-lt
https://www.cincinnatichildrens.org/service/l/liver-transplant/stories/julie-lt
https://ottawacitizen.com/health/the-tough-transition-from-teen-to-adult-patient
https://ottawacitizen.com/health/the-tough-transition-from-teen-to-adult-patient
https://childrenswi.org/newshub/stories/transition-to-adult-care
https://www.irocnow.org/patientcaregiver-blog?author=5d2807bb0049890001091721
https://www.irocnow.org/patientcaregiver-blog?author=5d2807bb0049890001091721
https://kidney.ca/Support/Kidney-Community/Stories/ON/Maral%E2%80%99s-Story
https://kidney.ca/Support/Kidney-Community/Stories/ON/Maral%E2%80%99s-Story
http://refhub.elsevier.com/S2949-9232(23)00019-3/sbref26
http://refhub.elsevier.com/S2949-9232(23)00019-3/sbref26
http://refhub.elsevier.com/S2949-9232(23)00019-3/sbref26
http://refhub.elsevier.com/S2949-9232(23)00019-3/sbref27
http://refhub.elsevier.com/S2949-9232(23)00019-3/sbref27
https://doi.org/10.1080/14780887.2020.1780357
https://doi.org/10.1007/s00431-022-04385-z
https://doi.org/10.1007/s00431-022-04385-z
https://doi.org/10.1177/1474515118811960
https://doi.org/10.1177/1474515118811960

A. Lim and L. Marcellus

[40]

[41]

[42]

[43]

[44]

[45]

[46]

[47]

[48]

[49]

[50]

[51]

[52]

[53]

Wicks S, Berger Z, Camic PM. It’s how I am. it’s what I am. it’s a part of who I am:
A narrative exploration of the impact of adolescent-onset chronic illness on identity
formation in young people. Clin Child Psychol Psychiatr. 2019;24(1):40-52. https://
doi.org/10.1177/1359104518818868.

Meleis Al, Sawyer LM, Im EO, Hilfinger Messias DK, Schumacher K. Experiencing
transitions: an emerging middle-range theory. Adv Nurs Sci. 2000;23(1):12-28.
https://doi.org/10.1097,/00012272-200009000-00006.

Arnett JJ. Emerging Adulthood: The Winding Road From the Late Teens Through the
Twenties. 2nd ed..,. Oxfort University Press,; 2015.

Coyne B, Hollen PJ, Yan G, Barcia J, Brayman K. Post-transfer predictors of poor
outcomes in pediatric renal transplant recipients. Nephrol Nurs Journal: J Am
Nephrol Nurses’ Assoc. 2017;44(2):119-127.

Lawrence ZE, Martinez M, Lobritto S, et al. Adherence, medical outcomes, and
health care costs in adolescents/young adults following pediatric liver
transplantation. J Pediatr Gastroenterol Nutr. 2020;70(2):183. https://doi.org/
10.1097/MPG.0000000000002553.

Anton CM, Anton K, Butts RJ. Preparing for transition: the effects of a structured
transition program on adolescent heart transplant patients’ adherence and
transplant knowledge. Pediatric Transplant. 2019;23(7), e13544. -n/a. doi:
10.1111/petr.13544.

Annunziato RAP, Baisley MCBS, Arrato N, et al. Strangers headed to a strange
land? A pilot study of using a transition coordinator to improve transfer from
pediatric to adult services. J Pediatr. 2013;163(6):1628-1633. https://doi.org/
10.1016/j.jpeds.2013.07.031.

Catena G, Rempel GR, Kovacs AH, Rankin KN, Muhll IV, Mackie AS. Not such a kid
thing anymore: young adults’ perspectives on transfer from paediatric to adult
cardiology care. Child: Care, Health & Develop. 2018;44(4):592-598. doi:10.1111/
cch.12564.

Stevens JP, Hall L, Gupta NA. TRANSITION of pediatric liver transplant patients to
adult care: a review, 3-3 Curr Gastroenterol Reports. 2021;23(3). https://doi.org/
10.1007/511894-020-00802-1.

Nguyen T, Henderson D, Stewart D, Hlyva O, Punthakee Z, Gorter JW. You never
transition alone! Exploring the experiences of youth with chronic health
conditions, parents and healthcare providers on self-management. Child: Care,
Health & Development. 2016;42(4):464—472. https://doi.org/10.1111/cch.12334.
Nicholas DB, Kaufman M, Pinsk M, Samuel S, Hamiwka L, Molzahn AE. Examining
the transition from child to adult care in chronic kidney disease: an open
exploratory approach. Nephrol Nursing J: J Am Nephrol Nurses’ Association. 2018;45
(6):553-560.

Samarasinghe SC, Medlow S, Ho J, Steinbeck K. Chronic illness and transition from
paediatric to adult care: a systematic review of illness specific clinical guidelines
for transition in chronic illnesses that require specialist to specialist transfer.

J Trans Med. 2020;2(1):570-576. doi:10.1515/jtm-2020-0001.

Yassaee A, Hale D, Armitage A, Viner R. The impact of age of transfer on outcomes
in the transition from pediatric to adult health systems: a systematic review of
reviews. J Adolescent Health. 2019;64(6):709-720. https://doi.org/10.1016/j.
jadohealth.2018.11.023.

Bomba F, Herrmann-Garitz C, Schmidt J, Schmidt S, Thyen U. An assessment of the
experiences and needs of adolescents with chronic conditions in transitional care: a

17

[54]

[55]

[56]

[57]

[58]

[59]

[60]

[61]

[62]

[63]

[64]

[65]

[66]

[67]

[68]

Health Care Transitions 1 (2023) 100019

qualitative study to develop a patient education programme. Health Social Care
Commun. 2017;25(2):652-666. doi:10.1111/hsc.12356.

Brosig C, Pai A, Fairey E, Krempien J, McBride M, Lefkowitz DS. Child and family
adjustment following pediatric solid organ transplantation: factors to consider
during the early years post-transplant. Pediatri Transplant. 2014;18(6):559-567.
doi:10.1111/petr.12286.

Fredericks EM, Zelikovsky N, Aujoulat I, Hames A, Wray J. Post-transplant
adjustment - The later years. Pediatr Transplant. 2014;18(7):675-688. doi:10.1111/
petr.12366.

Miloh T, Barton A, Wheeler J, et al. Inmunosuppression in pediatric liver
transplant recipients: unique aspects. Liver Transplant. 2017;23(2):244-256. doi:
10.1002/1t.24677.

Mackie AS, Rempel GR, Islam S, et al. Psychosocial maturity, autonomy, and
transition readiness among young adults with congenital heart disease or a heart
transplant. Congenital Heart Disease. 2016;11(2):136-143. doi:10.1111/chd.12300.
Huang Y, Faldowski R, Burker E, Morrison B, Rak E. Coping, anxiety, and health
care transition readiness in youth with chronic conditions. J Pediatr Nurs. 2021;60:
281-287. https://doi.org/10.1016/j.pedn.2021.07.027.

Larouche SS, Chin-Peuckert L. Changes in body image experienced by adolescents
with cancer. J Pediatr Oncol Nurs. 2006;23(4):200-209. https://doi.org/10.1177/
1043454206289756.

(US) CfSAT. Trauma-Informed Care in Behavioral Health Services. Substance
Abuse and Mental Health Services Administration (US). (https://www.ncbi.nlm.
nih.gov/books/NBK207195/).

Bargeman M, Smith S, Wekerle C. Trauma-informed care as a rights-based
“standard of care™: A critical review, 104762-104762 Child Abuse & Neglect. 2021;
119(Pt 1). https://doi.org/10.1016/j.chiabu.2020.104762.

Menschner C, Maul A. Key ingredients for successful trauma-informed care
implementation. Center for Health Care Strategies; 2016. https://www.samhsa.
gov/sites/default/files/programs_campaigns/childrens_mental_health/atc-whitepa
per-040616.pdf.

Marchildon GP, Allin S, Merkur S. Canada: health system review. Eur Observ Health
Syst Policies. 2020;22(3).

Orth Z, van Wyk B. Rethinking mental wellness among adolescents: an integrative
review protocol of mental health components, 83-83 Systematic Rev. 2022;11(1).
https://doi.org/10.1186/513643-022-01961-0.

Sengiil Y, Kurudirek F. Perceived stigma and self-esteem for children with epilepsy,
107017-107017 Epilepsy Res. 2022;186. https://doi.org/10.1016/j.
eplepsyres.2022.107017.

Doucet S, Splane J, Luke A, et al. Programmes to support paediatric to adult
healthcare transitions for youth with complex care needs and their families: a
scoping review. Child: Care, Health Develop. 2022;48(5):659-692. https://doi.org/
10.1111/cch.12984.

White P., Schmidt A., Ilango S., Shorr J., Beck D., McManus M. Six Core Elements
of Health Care Transition™ 3.0: An Implementation Guide. Got Transition, The
National Alliance to Advance Adolescent Health. (https://www.gottransition.org/
6ce/?leaving-ImplGuide-full).

Carminati L. Generalizability in qualitative research: a tale of two traditions.
Qualitative Health Res. 2018;28(13):2094-2101. https://doi.org/10.1177/
1049732318788379.


https://doi.org/10.1177/1359104518818868
https://doi.org/10.1177/1359104518818868
https://doi.org/10.1097/00012272-200009000-00006
http://refhub.elsevier.com/S2949-9232(23)00019-3/sbref33
http://refhub.elsevier.com/S2949-9232(23)00019-3/sbref33
http://refhub.elsevier.com/S2949-9232(23)00019-3/sbref34
http://refhub.elsevier.com/S2949-9232(23)00019-3/sbref34
http://refhub.elsevier.com/S2949-9232(23)00019-3/sbref34
https://doi.org/10.1097/MPG.0000000000002553
https://doi.org/10.1097/MPG.0000000000002553
http://refhub.elsevier.com/S2949-9232(23)00019-3/sbref36
http://refhub.elsevier.com/S2949-9232(23)00019-3/sbref36
http://refhub.elsevier.com/S2949-9232(23)00019-3/sbref36
http://refhub.elsevier.com/S2949-9232(23)00019-3/sbref36
https://doi.org/10.1016/j.jpeds.2013.07.031
https://doi.org/10.1016/j.jpeds.2013.07.031
http://refhub.elsevier.com/S2949-9232(23)00019-3/sbref38
http://refhub.elsevier.com/S2949-9232(23)00019-3/sbref38
http://refhub.elsevier.com/S2949-9232(23)00019-3/sbref38
http://refhub.elsevier.com/S2949-9232(23)00019-3/sbref38
https://doi.org/10.1007/s11894-020-00802-1
https://doi.org/10.1007/s11894-020-00802-1
https://doi.org/10.1111/cch.12334
http://refhub.elsevier.com/S2949-9232(23)00019-3/sbref41
http://refhub.elsevier.com/S2949-9232(23)00019-3/sbref41
http://refhub.elsevier.com/S2949-9232(23)00019-3/sbref41
http://refhub.elsevier.com/S2949-9232(23)00019-3/sbref41
http://refhub.elsevier.com/S2949-9232(23)00019-3/sbref42
http://refhub.elsevier.com/S2949-9232(23)00019-3/sbref42
http://refhub.elsevier.com/S2949-9232(23)00019-3/sbref42
http://refhub.elsevier.com/S2949-9232(23)00019-3/sbref42
https://doi.org/10.1016/j.jadohealth.2018.11.023
https://doi.org/10.1016/j.jadohealth.2018.11.023
http://refhub.elsevier.com/S2949-9232(23)00019-3/sbref44
http://refhub.elsevier.com/S2949-9232(23)00019-3/sbref44
http://refhub.elsevier.com/S2949-9232(23)00019-3/sbref44
http://refhub.elsevier.com/S2949-9232(23)00019-3/sbref44
http://refhub.elsevier.com/S2949-9232(23)00019-3/sbref45
http://refhub.elsevier.com/S2949-9232(23)00019-3/sbref45
http://refhub.elsevier.com/S2949-9232(23)00019-3/sbref45
http://refhub.elsevier.com/S2949-9232(23)00019-3/sbref45
http://refhub.elsevier.com/S2949-9232(23)00019-3/sbref46
http://refhub.elsevier.com/S2949-9232(23)00019-3/sbref46
http://refhub.elsevier.com/S2949-9232(23)00019-3/sbref46
http://refhub.elsevier.com/S2949-9232(23)00019-3/sbref47
http://refhub.elsevier.com/S2949-9232(23)00019-3/sbref47
http://refhub.elsevier.com/S2949-9232(23)00019-3/sbref47
http://refhub.elsevier.com/S2949-9232(23)00019-3/sbref48
http://refhub.elsevier.com/S2949-9232(23)00019-3/sbref48
http://refhub.elsevier.com/S2949-9232(23)00019-3/sbref48
https://doi.org/10.1016/j.pedn.2021.07.027
https://doi.org/10.1177/1043454206289756
https://doi.org/10.1177/1043454206289756
https://www.ncbi.nlm.nih.gov/books/NBK207195/
https://www.ncbi.nlm.nih.gov/books/NBK207195/
https://doi.org/10.1016/j.chiabu.2020.104762
https://www.samhsa.gov/sites/default/files/programs_campaigns/childrens_mental_health/atc-whitepaper-040616.pdf
https://www.samhsa.gov/sites/default/files/programs_campaigns/childrens_mental_health/atc-whitepaper-040616.pdf
https://www.samhsa.gov/sites/default/files/programs_campaigns/childrens_mental_health/atc-whitepaper-040616.pdf
http://refhub.elsevier.com/S2949-9232(23)00019-3/sbref53
http://refhub.elsevier.com/S2949-9232(23)00019-3/sbref53
https://doi.org/10.1186/s13643-022-01961-0
https://doi.org/10.1016/j.eplepsyres.2022.107017
https://doi.org/10.1016/j.eplepsyres.2022.107017
https://doi.org/10.1111/cch.12984
https://doi.org/10.1111/cch.12984
https://www.gottransition.org/6ce/?leaving-ImplGuide-full
https://www.gottransition.org/6ce/?leaving-ImplGuide-full
https://doi.org/10.1177/1049732318788379
https://doi.org/10.1177/1049732318788379

	lim_etal_cover.pdf
	lim_article.pdf
	Riding the wave: A grounded theory of transplant transition in adolescents and youth adults
	1 Introduction
	2 Methods
	2.1 Design
	2.1.1 Theoretical underpinnings
	2.1.2 Ethics
	2.1.3 Setting
	2.1.4 Sampling

	2.2 Data collection
	2.2.1 Interviews
	2.2.2 Online chats
	2.2.3 Documents

	2.3 Data analysis

	3 Results
	3.1 Anticipating the impending transition
	3.1.1 Feeling distressed about the transition
	3.1.2 Feeling angry about being made to feel insignificant
	3.1.3 Denying reality

	3.2 Losing security when transitioning to uncertainty
	3.2.1 Experiencing shock
	3.2.2 Grieving the loss of relationships

	3.3 Seeking supportive anchors in the swell of transition
	3.3.1 Developing self-management skills
	3.3.2 Forging new relationships

	3.4 Gaining a new sense of self
	3.4.1 Stabilizing through normalizing
	3.4.2 Accepting a new reality


	4 Discussion
	4.1 The nature of transition and transition readiness
	4.2 Transition conditions
	4.3 Patterns of response
	4.4 Implications for practice, research, and policy
	4.4.1 Practice implications
	4.4.2 Research implications
	4.4.3 Policy implications


	5 Limitations and delimitations
	6 Conclusion
	Funding sources
	Ethical statement for solid state ionics
	CRediT authorship contribution statement
	Declaration of Competing Interest
	Data availability
	Appendix A : interview question guide for each participant group
	Appendix B Additional participant quotes
	References



