‘MORE AUTONOMY, MORE BURNOUT:’
HEALTHCARE TRANSITION EXPERIENCES OF COLLEGE STUDENTS LIVING WITH
CHRONIC ILLNESS
By

Emily Skye Schuler

Thesis
Submitted to the Faculty of the
Graduate School of Vanderbilt University
in partial fulfillment of the requirements

for the degree of

MASTER OF ARTS
in

Medicine, Health, and Society

May 9, 2025

Nashville, Tennessee

Approved:

JuLeigh Petty, Ph.D.

Heidi Bludau, Ph.D.



TABLE OF CONTENTS

INTRODUCTION
LITERATURE REVIEW

Introduction
Methods
The University and Emerging Adulthood

Transitioning to Adulthood with Chronic Conditions
Transitioning to Adult Care as a College Student

Conclusions
INTERVIEW STUDY

Introduction
Methods

RESULTS & DISCUSSION

Barriers to Transition
Facilitators of Transition
Recommendations for Optimal Transition

CONCLUSION

Implications & Further Research
APPENDIX

Interview Guide
REFERENCES

il

wn b hrh b~ =

20
23

23
23

25

25
39
43

47
50
52
52
53



INTRODUCTION

Nathan! is a young adult living with inflammatory bowel disease (IBD). He was
diagnosed at age eleven, and by the time he was fifteen, he was fully responsible for
administering medications, managing diet, and even scheduling some of his appointments. His
parents and pediatric gastroenterologist had encouraged him to take an active role in his
healthcare, instilling a sense of security and confidence in his health. At eighteen, he decided to
leave his home state for college in Nashville, TN. There, he found that securing an adult
gastroenterologist was not as straightforward as he had believed, and he went months without
regular medical care. He felt a pressure to fit in with his peers, and began neglecting his health in
favor of partying: “I didn't take my healthcare very seriously when I got to college. Like I was,
my eating and drinking habits I’ll say were not good. I'd say, like, I'm young. I'm gonna be fine.”
By the beginning of his sophomore year, he was hospitalized for complications of IBD.

Abrupt, inconsistent, and incomplete transfers of care are common among young adults
with chronic illness transitioning from pediatric to adult healthcare (Felsenstein et al., 2015;
Huang et al., 2012; Son et al., 2016). They often face difficulties in securing an adult medical
provider, navigating payment, and losing familial support in healthcare spaces, leading many to
experience prolonged lapses in care. These lapses can translate to a variety of poor health
outcomes, including medication nonadherence, poor symptom management, disease-related
complications, discontinuation of regular medical care, and psychosocial difficulties (Bloom et

al., 2012; Dattilo et al., 2021; K. Garvey et al., 2017).

! Participants ascribed a pseudonym to preserve anonymity.
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Many healthcare-related skills and responsibilities are simply unable to be learned during
adolescence. For example, pediatric patients rely on their parents to manage insurance and
medication orders, must obtain parental approval for all medications and procedures, and,
depending on the practice, may not be able to schedule appointments themselves. However, the
day they turn eighteen, young adults are now meant to completely self-manage not only their
conditions, but their care processes: sensitive health information can no longer be shared with
parents without, oftentimes, complicated release processes. Depending on insurance type, young
adults may also be tasked with securing an insurance provider, navigating coverage, and
initiating prior authorizations for specialty medications. And, perhaps most impactfully, most
eighteen-year-old patients must leave behind their trusted relationships with pediatric healthcare
providers and learn to navigate their role in the adult healthcare system.

As chronic medical conditions become more treatable and youth with medical complexity
live longer, more college students than ever are living with chronic conditions (Hanson, 2024).
The university system is designed to provide the scaffolding necessary to optimize young adult
development. Chickering and Reisser (1993) suggest that the university space is designed to
facilitate young adult development through seven vectors: developing competence, managing
emotions, moving through autonomy toward independence, developing mature interpersonal
relationships, establishing identity, developing purpose, and developing integrity. However, little
scholarly attention has been paid to the role of the university in shaping the healthcare process
for young adults simultaneously transitioning to adult healthcare and the university space.

The primary objective of my study was to explore how college students experience the
transition from pediatric to adult healthcare and assess whether transitional care experiences are

impacted by the simultaneous transition to university life. To begin addressing this research gap,



I conducted a review of the existing literature related to healthcare transition for adolescents and
young adults followed by a series of interviews with college students in Nashville, Tennessee
living with chronic medical conditions. The literature review summarizes the state of the
literature in emerging adulthood, college student developmental theory, and healthcare transition-
readiness for adolescents and young adults with chronic medical conditions, and through the
interview series, I present a new perspective on transitioning to college with a chronic illness. I
argue that the individualization and social development unique to the university environment and
the consolidation of resources through student support networks can protect against several
psychosocial challenges related to healthcare transition. Still, however, the process of
transitioning to the college space acts as a confounding structural barrier to healthcare transition,
exacerbating documented barriers to medical care for young adults with chronic illness. Further,
I suggest that this paradoxical effect gives rise to recommendations for both healthcare systems
and universities to better prepare young adults with chronic medical conditions for the realities of

adult care and university life.



LITERATURE REVIEW

Introduction

In this section, I begin by summarizing the state of the literature related to developmental
approaches to adolescence and young adulthood, with special attention paid to the role and
structure of the university space in regard to college student development. I then review the
existing literature related to healthcare transition experiences, outcomes, and barriers, and

demonstrate the major gap in understanding healthcare transition for college students.

Methods

I performed a search of the English-language literature in CINAHL Ultimate, Web of
Science, PubMed and ERIC (Table 1). All articles were based in the United States. Included
studies examined adolescents and young adults with any chronic medical condition, defined as a
diagnosed physical or mental health condition requiring either routine follow-up or
pharmacological management, or examined social and identity development in young adulthood.
Initial search yielded 395 results, and 68 were selected for inclusion. I located three additional

articles through citation tracing, resulting in 71 included articles.

Table 1. Search Query by Database

Journal Search Query

"healthcare transition*" OR "transfer* of care" OR "transition* of care" OR
"transition care" OR "transition readiness" OR "transition* to adult care”

AND
CINAHL
Ultimate | "young adult*" OR "college student*" OR college OR university

AND




psychosocial OR "mental health" OR emotional OR stress* OR coping OR
psycholog* OR mental OR depression OR anxiety OR social

"healthcare transition*" OR "transfer* of care" OR "transition* of care" OR
"transition care" OR "transition readiness" OR "transition* to adult care”

AND
Web of
Science | "young adult*" OR "college student*" OR college OR university

AND

psychosocial OR "mental health" OR emotional OR stress* OR coping OR
psycholog* OR mental OR depression OR anxiety OR social

((((("Transitional Care"[Mesh]) OR "Transition to Adult Care"[Mesh]) OR
("healthcare transition*"[Title/Abstract] OR "transition* of care"[Title/Abstract]
OR "transition care"[Title/Abstract] OR "transition readiness"[Title/Abstract]))
AND ((((((((("Mental Health"[Mesh]) OR "Depression"[Mesh]) OR

PubMed | "Anxiety"[Mesh]) OR "Emotional Adjustment"[Mesh]) OR "Adaptation,
Psychological"[Mesh]) OR "Social Adjustment"[Mesh]) OR "Coping
Skills"[Mesh]) OR "Stress, Psychological"[Mesh]) OR
(perception*[Title/Abstract] OR psychosocial[ Title/Abstract] OR "mental
health"[Title/Abstract] OR emotional[Title/Abstract] OR stress*[Title/Abstract]
OR coping[Title/Abstract] OR psycholog*[Title/Abstract] OR

mental[ Title/Abstract] OR depression[Title/Abstract] OR anxiety[Title/Abstract]
OR social[Title/Abstract]))) AND (("Young Adult"[Mesh]) OR ("college
student*"[Title/Abstract] OR college[Title/Abstract] OR

university[ Title/Abstract]))) AND (pediatric[ Title/Abstract] AND

adult[ Title/Abstract])

ERIC “emerging adult®” OR “young adult*”
AND

develop* OR identit* OR social*
AND

college OR university* OR student™®

The University and Emerging Adulthood

Emerging adulthood is an “in-between age” and defined by psychologist Jeffrey Jensen
Arnett (2000) as “...a time of life when many different directions remain possible, when little

about the future has been decided for certain, when the scope of independent exploration of life’s



possibilities is greater for most people than it will be at any other period of the life course,” (p.
469) Though expected to act autonomously in decision-making and behavioral realms, emerging
adults are also tasked with interpreting, forging, and enacting various social roles and identities,
and remain, in many ways, dependent on external forces to shape their possible directions.

Several foundational developmental theories have paid special attention to the role of late
adolescence and early adulthood. Erikson (1950) suggested that adolescence (12-18 years) is a
period of identity versus confusion, in which one experiments with and develops self-identity
and social roles, and early adulthood (19-29 years), one of intimacy versus isolation, in which
one establishes relationships with others. Piaget (1971) believed that adolescents existed in the
formal operational phase, in which one develops the ability to form abstract ideas, reason
through hypothetical problems, and derive moral, ethical, and social implications.
Acknowledging some variation in developmental staging, all major developmental theories
suggest that adolescence and young adulthood are periods of critical development of social
relationships, self-identity, self-management, and individualization.

An increasing number of people experience emerging adulthood through the university
(Hanson, 2024). Chickering and Reisser (1993) proposed a theory of development specific to
college students that describes seven “vectors” mapping the paths of development commonly
observed in college students, including developing competence, managing emotions, moving
through autonomy toward independence, developing mature interpersonal relationships,
establishing identity, developing purpose, and developing integrity. Unlike earlier developmental
theories, they emphasize that these do not occur in steps or stages but consistently interact with

one another.



Alexander Astin’s (1999) Student Involvement Theory takes a more applied approach to
social and identity development in college years. He argued that, in order for true development to
occur, students must be actively engaged with their environment, and that the amount of personal
growth experienced by the college student is directly proportionate to the quality of engagement
they seek out. While earlier college development theories focused largely on developmental
outcomes, Student Involvement Theory aims to explore the socio-behavioral mechanisms of
student development and the facilitators of development offered by the university space. Astin
believed that student time is a finite resource, and while students are solely responsible for how
they allocate their time, the university environment’s expectations differ significantly from
“traditional” adulthood. He writes,

Administrators and faculty members must recognize that virtually every institutional

policy and practice (e.g., class schedules; regulations on class attendance, academic

probation, and participation in honors courses; policies on office hours for faculty,
student orientation, and advising) can affect the way students spend their time and the
amount of effort they devote to academic pursuits. Moreover, administrative decisions
about many nonacademic issues (e.g., the location of new buildings such as dormitories
and student unions; rules governing residency; the design of recreational and living
facilities; on-campus employment opportunities; number and type of extracurricular
activities and regulations regarding participation; the frequency, type, and cost of cultural
events; roommate assignments; financial aid policies; the relative attractiveness of eating
facilities on and off campus; parking regulations) can significantly affect how students

spend their time and energy. (523)



As such, university systems are designed to facilitate identity exploration and formation —
particularly through self-management and self-efficacy — while also maintaining sets of
boundaries, limitations, and structures designed to shape their developmental course.

In some ways, college students exist in what is called a liminal space: a state “of, relating
to, or being an intermediate state, phase, or condition” (Merriam-Webster, 2024). While the
university system has safeguards in place to encourage social experimentation and exploration,
such as student support networks and alcohol-related liability policies, college students are
expected to take charge in their decision-making — whether that be through selecting majors and
coursework, managing finances, or deciding where and how they allocate their time. They are
situated in between childhood and adulthood, and are tasked with developing the skills necessary
to function autonomously in an environment built to facilitate their success.

Settersten & Ray (2010) raised the question of who is responsible for today’s young
adults — is it themselves? Their parents? Their non-familial social networks? They argue that,
with the financial burden of parental support through young adulthood, and with many US young
adults now pursing higher education, the university may then be fit to take on a sort of “parental”
role in the lives of college students. Later, Beaudry-Wilste (2023) suggests that, ... college
students discover adulthood through settling into their identity, developing independence, and
coping. Discovering adulthood is learned through experimentation, identifying what is most
successful for the individual and what provides the necessary support and success in their life” (p
i1). She further explains that the university system is, by its nature, grounds for the exploration
necessary to identify an individual path to success. In that way, Beaudry-Wilste suggests that it is
the youth that is responsible for the youth, and that the role of the university is not to be wholly

responsible for its students, but rather responsible for cultivating individual responsibility.



In addition to facilitating social and identity development, universities also encourage
individual health and wellness through a variety of pathways, including athletic and fitness
offerings, school-sponsored meal plans, and peer education programs (Porter et al., 2000). In
fact, most major US institutions offer student health insurance, school-based health centers
(SBHC), and, more recently, student counseling centers at free or low-cost to students (Lemly et
al., 2014).

The university is fit and designed to address a variety of concerns related to emerging
adulthood. However, questions remain regarding the university’s role in facilitating health and
health-related autonomy for those with complex healthcare needs. As chronic health conditions
become more treatable, more children with chronic illness than ever are living into adulthood, a
and approximately 20% of US college students are living with a chronic medical condition every
year (Lemly et al., 2014). While transitioning to the college space and, by extension, broader
adulthood, they are often simultaneously transitioning from pediatric to adult healthcare, and it is
unclear whether the university system is designed or fit to address the developmental issues

raised by this period.

Transitioning to Adulthood with Chronic Conditions

There is a gap in understanding the ways that the transition to adulthood may be impacted
by a chronic medical condition. However, in recent years, scholars have paid increasing attention

to the transition from pediatric to adult healthcare.

Implications of Transition-Readiness

Transition-readiness is associated with better overall health and overall quality of life in
adolescents and young adults that move from pediatric to adult healthcare (Bloom et al., 2012;

Uzark et al., 2015). For example, Otto et al. (2019) found in an evaluation of a planned transition
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for adolescents with inflammatory bowel disease (IBD) that a significantly higher number of
patients with formal transition plans were in disease remission after 12 months compared to
those without. Similarly, Rhodes et al. (2021) found in an online survey of adolescents and
young adults living with IBD that better transition-readiness was associated with significantly
lower odds of active disease.

Poor transition-readiness is strongly associated with a variety of poor health outcomes,
particularly for regular follow-ups, medication adherence, and condition stability. While the
exact frequency of chronic disease follow-up needs depends on the condition at hand, physician
follow-up is vital to assessing disease progression and medication effectiveness and may also be
required for medication renewal. In an assessment of transition outcomes in a 50-person
childhood-onset system lupus erythematosus cohort followed for a post-transition period (3 years
after transition to adult care), the mean time between last pediatric visit and first adult visit was
nearly 9 months (Son et al., 2016). Of note, depression and anxiety also increased significantly in
this cohort during this time frame (10% to 26%, p = 0.02), and while not able to be determined
from this study, this may suggest that prolonged lapses in care may contribute to mental health
symptoms in this population.

Medication adherence is of particular concern for young adults newly tasked with
coordinating their healthcare needs. As adolescents and young adults begin to self-manage their
health, adherence to medical regimens may be less strictly observed and externally encouraged.
Tassiopoulos et al. (2020) found that, in a sample of 455 young adults with perinatally acquired
HIV, most reported antiretroviral non-adherence. Similarly, Wright et al. (2019) analyzed a series

of semi-structured interviews with 11 healthcare providers at both pediatric and adult liver
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transplant centers, finding that medication non-adherence was the most pressing concern
identified by providers when transitioning young adult patients to adult care.

These may translate to lower overall health in patients at transition age. Pyatak et al.
(2017) compared young adults with type 1 diabetes who has been successfully transitioned to
adult healthcare and received continuous care (CC) with those who were lost to follow up during
their healthcare transition, also known as experiencing “lapsed care” (LC). Participants were
followed for 12 months and provided comprehensive diabetes education. While overall diabetes
management knowledge improved following the educational intervention, they found that, at
baseline, LC patients were significantly more likely to have higher A1C, an indicator of diabetes
severity, experience severe hypoglycemia, and have at least one emergency department visit.
They were also significantly more likely to report depressive symptoms and a decline in overall
life satisfaction during their lapse in care. Felsenstein et al. (2015) similarly reported that, in a
telephone survey of 41 young adults with childhood-onset systemic lupus erythematosus (cSLE),
more than half of patients reported transition-related difficulties, and that non-referral to an adult
rheumatologist was associated with significantly higher odds of hospitalization following

transition.

Are Young Adults Prepared?

Research assessing healthcare transition-readiness in adolescents and young adults with
chronic medical conditions demonstrates that most are overwhelmingly unprepared to effectively
self-manage their health after leaving pediatric care. Dwyer-Matzky et al.,’s (2018) study of

transition-readiness in hospitalized adolescents and young adults found that less
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than 40% reported formal transition preparation (i.e. “providers discussing taking responsibility
for their health, transitioning to adult providers,”) and less than 20% reported discussions of
future insurance needs.

In line with those findings, Bell (2007) found that only 1/3 of the pediatric dialysis
centers in US and Canada reported any sort of formal transition program. Staff at these centers
were largely unaware of the resources available at the adult centers, and less than 20% of patients
were perceived to function autonomously at transfer. Similarly, Dingemann et al. (2017) found
that, on average, adolescent and young adult (AYA) patients at an esophageal atresia clinic
scored a 36% on a transition-readiness questionnaire.

Interestingly, though, self-reported transition-readiness does not always translate to actual
knowledge related to health-related self-management. Sanker et al. (2022) assessed self-reported
transition-readiness among 12-25-year-olds with congenital heart disease. Of 88 surveyed, most
indicated high confidence across all domains. However, this did not translate to actual health-
related knowledge; most patients scored poorly on knowledge related to medication refills,
communication with the primary care team, the lifelong need for cardiology follow-up, and
health insurance. Parents and physicians have also been found to overrate young adults’ self-
efficacy, making it difficult to determine how best to assess and promote optimal transitional

skillsets (Foster et al., 2023).

Transition-Readiness Programming

With the documented positive effects of transition-readiness on overall health and
wellness, several transition care programs have emerged to encourage optimal self-management
in adulthood. However, the evidence supporting these programs is limited and conflicting. Most

have found that, while formal transition-readiness programming may increase knowledge scores
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related to specific illness progression and implications, measures of actualized self-efficacy,
treatment adherence, and regular follow-up are often not significantly impacted (Sequeira et al.,
2015; Stringer et al., 2015). Still, some isolated studies have shown statistically significant
increases in treatment adherence associated with transition-readiness programming (Anton et al.,
2019). With little research evaluating the outcomes of various transition programs, it is unclear
whether these programs are effective and which aspects of these programs translate to
measurable indicators of health.

Importantly, these programs typically focus on increasing illness-related knowledge and
self-efficacy scores, but do little to address the social and structural factors related to emerging
adulthood. Currently, there is no unified framework to assess transition-readiness for adolescents
and young adults with complex healthcare needs — largely because it remains unknown what
traits, behaviors, and circumstances are associated with optimal health-related self-management.
Most formal transition-readiness assessments and programming rely on the Transition Readiness
Assessment Questionnaire (TRAQ) and the Self-Management and Transition Readiness
Assessment (STARX) (Ferris et al., 2015; Wood et al., 2014). The TRAQ asks adolescent and
young adult patients to self-report their confidence related to a variety of illness-management
domains, including those such as “Do you keep a calendar or list of medical and other
appointments?” and “Do you answer questions that are asked by the doctor, nurse, or clinic
staft?” Similarly, the STARx asks patients to rate the difficulty they perceive in performing a
variety of self-management tasks (i.e. “How easy or hard is it for you to talk to your doctor?”
“How often did you take your medicines on your own?”).

These knowledge scores, while important to establish baseline understandings, do little to

address the psychological and social ramifications of transitioning care and living as an adult
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with a chronic medical condition. They also, as all self-report questionnaires, are subject to
reporter bias, and patients may over-report their despite poor overall self-management. And, even
among high-scoring youth, stressors posed by the transition of care may impact overall quality of
life at transition age (Feingold et al., 2021; Huang et al., 2012; Uzark et al., 2020).

In several studies, patients have expressed a need for physician-facilitated transitional
programs and a desire for better preparation for the logistic, social, and psychological burden of
self-management. Common needs identified include social readjustment, relationships with
families and friends, securing an adult healthcare provider, insurance-related concerns, and
prescription management (Butalia et al., 2020; Edmondson et al., 2024, p. 2; W. N. Gray et al.,
2015; Oreper et al., 2022). However, very few existing studies of transition readiness have
assessed the social and relationship domains of the transition-age, nor the structural barriers
posed by complications with insurance and healthcare access. Despite the breadth of research
demonstrating poor transition readiness and poor post-transition outcomes for adolescents and
young adults with complex healthcare needs, there remains a major gap in understanding what

improves transition and best practices for care.

Patient-Reported Barriers and Facilitators of Transition-Readiness

While most research related to transition-readiness has assessed skills related to condition
self-management, several psychosocial and structural barriers have been reported by patients as
hindering optimal healthcare transition.

Psychosocial Barriers.

Young adults with chronic medical conditions are at an increased risk of developing

mental health disorders compared to their peers (Adams et al., 2019). While it is unknown
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precisely how or why these symptoms manifest, several studies have demonstrated the
psychological burden of transitioning to adulthood with a chronic medical condition.

Felsenstein et al.’s (2015) study of a 41-patient childhood-onset systemic lupus
erythematosus (cSLE) cohort revealed that, during a 3-year post-transition period, one-third had
reported new or worsening neuropsychiatric symptoms following the transfer from pediatric to
adult healthcare. Similarly, Lindsay et al. (2017) explored facilitators and barriers to optimal
transitions of young men with Duchenne muscular dystrophy (DMD) through a series of 16 in-
depth, semi-structured interviews with seven clinicians, five parents, and four patients. All
participants reported a difficulty in maintaining mental health for youth with DMD unique to the
transition age.

It is unclear from these studies whether the transition process and post-transition period
may lead to mental health complications or whether these findings are simply consistent with
previous literature demonstrating the increased prevalence of neuropsychiatric symptoms in
young adulthood (Mental Illness - National Institute of Mental Health (NIMH), 2024). However,
young adults with comorbid mental health disorders have been shown to have worse overall
physical health (Adams et al., 2019). Mental health symptoms often complicate and may prevent
optimal health behaviors, which is vital to protecting overall health and wellbeing for youth

living with chronic medical conditions.

Parental and Social Support through the Transition.

Interestingly, while most transition-readiness literature and assessments focus on themes
of self-efficacy and behavioral self-management, Gray et al. (2018) found in a systematic review
of patient perceptions of barriers to the transition from pediatric to adult health that, while issues

related to healthcare access, insurance, and self-management were common, issues falling into
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the “Relationship” domain (relationships with pediatric providers, relationships with friends,
relationships with family) were the most cited by young adults in transition.

In line with existing developmental literature, which suggests that parental separation
marks a pivotal individualization milestone for adolescents and young adults, several transitional
care studies have highlighted the role of functional separation from parents in preparing
adolescents to self-manage their healthcare needs. This separation may be complicated by the
health needs of the chronically-ill adolescent; while functional separation may facilitate optimal
behavioral self-management, parents often serve as a pillar of support and a resource for medical
knowledge.

In an examination of parental perspectives of healthcare transitions, Ellison et al. (2022)
found that parents of children with chronic medical conditions believed that relationships and
role changes most characterized the transition process. W. Gray et al. (2021) applied the Socio-
ecological Model of Adolescent/Young Adult Readiness for Transition (SMART) to six focus
groups of adult specialty providers to assess their perspectives of newly-transitioned patients.
They found that family beliefs and expectations regarding the role of the healthcare provider was
a significant barrier affecting their ability to provide effective care.

Kang and Lee (2024) also found that functional separation from parents, assessed by the
Psychological Separation Inventory, was significantly associated with health management
transition readiness for young adults with type 1 diabetes. And, in a correlational study of
adolescents and young adults with sickle cell disease, a high degree of parental involvement with
the transition process was associated with worse transition readiness; the more involved parents
were in attending medical appointments, insurance processes, and communicating with staff, the

lower the parents rated their child’s degree of transition-readiness (Speller-Brown et al., 2015).
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However, family involvement in care at transition age has also been identified as a
potential facilitator of health self-management. Sliwinski et al. (2017) assessed young adults with
familial hypercholesterolemia, who they note, are at a critical period for establishing health
behaviors that will protect against cardiovascular complications throughout the life course. Semi-
structured interviews with 12 young adults and their parents revealed that significant challenges
were posed by the transition process, and both young adults and parents identified the need for
family and peer involvement to maintain diet, exercise, and medication routines. And, in Lindsay
et al.’s (2017) study, young adult men with Duchenne muscular dystrophy actually reported that
high levels of parental involvement helped facilitate the transition from pediatric to adult
healthcare. Interestingly, very few studies assess patient perspectives of role of parental and
family relationships and support structures, and further research is needed to establish the

potential barriers and benefits posed by familial involvement in transitional care.

Structural barriers to care.

Young adults newly tasked with self-managing their healthcare needs may face a series of
structural barriers that prevent them from receiving continuous, high-quality, affordable care.

In a qualitative study of facilitators and barriers to transition for youth with eating
disorders, young adults reported difficulties navigating care options following transfer and
reported difficulty maintaining recovery due to lapses in care (Dimitropoulos et al., 2015).
Garvey et al. (2017) conducted an electronic survey of young adults living with type 1 diabetes
at 60 T1D Exchange Clinic Registry Centers, finding that only 63% of patients seeing an adult
provider had received an adult provider referral, 66% felt mostly or completely prepared to
transition, and those who did not consider themselves prepared to transition had an average of

6mts lapse in care. Adult type 1 diabetes practitioners were also assessed (K. C. Garvey et al.,
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2016). Of the 418 surveyed, only 36% reported reviewing pediatric health records before taking
on a new patient, and only 11% reported receiving education related to transitioning youth with
diabetes to adult care, though over 70% believed that these would be important to providing care
to newly transitioned young adults.

Grimsby et al. (2016) performed a prospective cohort study of all patients with
neurogenic bladder referred to a specialized transition clinic. All patients were tracked for
follow-up adherence and periodic TRAQ scores. They found that the most common reason for
missed appointments was related to insurance status (47%), and the lowest TRAQ scores were
related to structural barriers to care (health insurance coverage, payments for medications and
medical visits, financial help, and availability of community resources). These barriers have also
been documented by healthcare providers; when interviewed about perceived barriers to optimal
transition, 10 pediatricians and 11 child/adolescent psychiatrists in Massachusetts most often
identified poorly coordinated transition processes, inadequate connection to community supports,
and financial concerns impacting their patients (Hugunin et al., 2023).

Tsang et al. (2022) examined the perspectives of young adults with chronic conditions,
their family caregivers, and physicians involved in the healthcare transition process. For patients
and families, formal transition-readiness programming was identified as the top-ranked strategy
for improving the transition from pediatric to adult care. Specific concerns arose around
insurance coverage and a perceived lack of adult physicians available to take on transitioned

patients.

Transitioning to Adult Care as a College Student

Even less scholarly attention has been paid to the role of college in the life of the

chronically ill young adult. It is unknown whether and how the university setting impacts the
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transition from pediatric to adult healthcare — and, by extension, from childhood to adulthood —
for young adults living with chronic conditions. On the one hand, the college space may facilitate
optimal healthcare transition through the consolidation of resources, built-in support networks,
and focus on autonomy and self-efficacy development. On the other hand, the university
environment may add to the existing burden of living with a chronic medical condition by
disrupting existing support networks, complicating the coordination of care, and the imposition
of school- and career-related stressors that may impact one’s ability to manage their health.

Still, a few transition-related studies have specifically assessed the college student. In an
examination of college health service capacity to support students living with chronic medical
conditions, Lemly et al. (2014) found that, in a sample of 200 US universities with at least 400
enrolled students, only 42% of schools had developed a mechanism for identifying students with
complex healthcare needs. While most could manage asthma and depression (85% and 69%),
only 51% could manage diabetes on campus. More complex conditions were not studied. As
such, many students must receive medical care off campus, potentially exacerbating documented
structural barriers in the transfer from pediatric to adult healthcare.

Traino et al. (2022) assessed the interactions between health anxiety and healthcare
management for college students living with chronic medical conditions. In a cross-sectional
survey of 135 college students, for those who reported health anxiety, greater transition-readiness
was associated with higher overall health-related quality of life, suggesting that high-quality
transition care may protect against the effects of health anxiety in this population.

Dattilo et al. (2021) later proposed a health anxiety pathway specific to college students
living with chronic healthcare needs. One hundred ninety-five college students with chronic

medical conditions completed self-report questionnaires related to transition readiness, coping
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styles, illness uncertainty, and health anxiety. They suggest a serial mediation model: “poor
transition readiness — avoidance coping — illness uncertainty — health anxiety.” These findings
indicate that transition-readiness may protect against maladaptive coping mechanisms and

improve overall quality of life in this population.

Conclusions

Existing research has found that the transition from pediatric to adult healthcare for
adolescents and young adults with chronic medical conditions influences overall well-being and
health outcomes. However, despite increased scholarly attention to transition-readiness in recent
years, the literature consistently demonstrates that most adolescents and young adults are largely
unprepared to self-manage their conditions, most often resulting in increased hospitalizations and
lapses in care in early adulthood (Dwyer-Matzky et al., 2018; Felsenstein et al., 2015, Pyatak et
al., 2017; Son et al., 2016). Higher transition-readiness, however, has been associated with
various measures of health in multiple studies, including better treatment adherence and reduced
disease activity (Otto et al., 2019; Rhodes et al., 2021).

Several studies suggest that transition-readiness programming may aid in the
development of self-management of chronic medical conditions during the transition to adult
care. For example, patients with formal transition plans were shown to be more likely to remain
in chronic disease remission and adhere to medications (Otto et al., 2019; Wright et al., 2019).
Still, evaluations of existing transition-readiness programs demonstrate an emphasis on
behavioral self-management and knowledge scores without necessarily addressing the
psychological and structural challenges adolescents and young adults have reported in numerous

qualitative studies (Ferris et al., 2015; Wood et al., 2014). As such, the impact of transition-
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readiness programming on psychosocial and structural barriers, such as social stress and
retention of regular follow-up care, is inconclusive.

Psychosocial barriers, including clinically significant mental health concerns, may
complicate the transition to adult healthcare. Adolescents and young adults with chronic medical
conditions are at a heightened risk for mental health disorders, such as depression and anxiety,
which can impact their ability to manage their condition (Adams et al., 2019). Two studies
suggested that the transition period often coincides with the onset or worsening of
neuropsychiatric symptoms, which can translate to worse physical health outcomes, limited
health behaviors, and poor medication adherence (Felsenstein et al., 2015; Lindsay et al., 2017).
Family support and parental involvement have been shown to serve as both a barrier and a
facilitator to transition-readiness. While functional separation from parents can promote
independence in healthcare management, many adolescents and young adults rely heavily on
their parents for medical knowledge and logistical support, making the transition process more
difficult when these support structures are disrupted (Kang & Lee, 2024; Ellison et al., 2022).
Studies also suggest that family and parental involvement in care may prevent the development
of necessary self-management skills, leading to lower transition-readiness (Speller-Brown et al.,
2015).

Structural barriers, including healthcare access, insurance coverage, and coordination
between pediatric and adult care providers have also been shown to prevent optimal transition.
Lapses in care are commonly reported, often due to challenges in navigating insurance or finding
adult providers (Garvey et al., 2017, Grimsby et al., 2016; Hugunin et al., 2023). One study also
indicated that both pediatric and adult healthcare providers may lack the resources and training

necessary to address the concerns of young adults at transition age (Garvey et al., 2016).
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Limited research has been done to assess how the university environment may interact
with the transfer of care from pediatric to adult healthcare systems. While the university setting
may provide support in developing autonomy and self-management, the lack of specialized
healthcare services on campus for students with chronic conditions remains a significant barrier
to securing regular medical care (Lemly et al., 2014). The university may also put young adults
at significant risk of developing health anxiety (Dattilo et al., 2021; Traino et al., 2022).
However, it is important to note that these findings are preliminary, and no study to date has
assessed whether the transitional care experiences differ significantly for collegiate and non-
collegiate young adults with chronic medical conditions.

While existing literature on transition-readiness has highlighted its importance in
determining health outcomes for adolescents and young adults with chronic conditions,
significant gaps remain in understanding the most effective strategies to promote successful
transitions. Though several studies have suggested that psychosocial and structural barriers are
considered most influential by patients and families, existing transition-readiness programs
emphasize daily symptom management and largely fail to address psychosocial or structural
concerns. Future research should aim to assess whether young adults in transition are prepared to
manage these identified concerns and whether healthcare transitions are impacted by the
simultaneous transition to the university. To begin addressing this gap, I conducted a series of 12
interviews with college students in Nashville, Tennessee living with a self-identified chronic

medical condition to examine experiences of concurrent healthcare and college transitions.
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INTERVIEW STUDY

Introduction

In this section, I describe the interview study participants, methodology, and data analysis
practices. I analyzed each interview transcript using an inductive, open-coding technique, and
examined students’ experiences through the existing literature related to emerging adulthood,
university developmental theory, and healthcare transition for adolescents and young adults with
chronic medical conditions. I suggest that, while the process of simultaneous transition to college
and adult healthcare may exacerbate documented structural barriers to care, the social and
identity development unique to the university space may protect against the psychosocial
challenges commonly reported through the transition from pediatric to adult healthcare. Finally, I
give recommendations for healthcare systems, university systems, and researchers to best

support college students with chronic illness through the healthcare transition.

Methods

I recruited participants from three 4-year universities in the Nashville, TN area: Belmont
University; Middle Tennessee State University; and Vanderbilt University. Study information
was disseminated in-person and over email by student health centers, student accessibility
services centers, and chronic illness- and disability-related affinity groups at each institution. The
recruitment period spanned three months (July 2024-September 2024).

Twelve college students participated in this study. Eligibility criteria included: Participant
has a self-identified chronic illness and has been treated for said condition by both a pediatric
provider and adult provider; Participant is between the ages of 18 and 25 years at the time of

enrollment; Participant speaks English as their primary language. 1 participant attended Middle
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Tennessee State University, 6 attended Belmont University, and 5 attended Vanderbilt University.
Nine were current undergraduate students and one was a first-year graduate student. 10 self-
identified as female and 2 self-identified as male. Participants were aged 18-23 at the time of
interview.

Participants completed a 30-minute in-depth interview over Zoom about their experiences
transitioning from pediatric to adult healthcare, their experiences transitioning to college, and
their perceptions of social, emotional, and health-related support in both childhood and
adulthood. I audio recorded, digitally transcribed, and reviewed all transcripts for accuracy prior
to data analysis. I assigned each interview a pseudonym to maintain anonymity.

I then analyzed interview transcript data using an inductive coding approach to identify
emergent themes without imposing a priori assumptions (J. Boles et al., 2020; J. C. Boles et al.,
2017). I coded each transcript line-by-line with an open coding technique in which each line of
the transcript was categorized by a word or phrase embodying the line (i.e. “I had to wait nine
months to see an adult specialist” was reduced to “wait times”’) (Glaser & Strauss, 1967). After
all interviews were coded, I sorted all codes into larger categories in a process called
horizontalization (Moustakas, 1994). I further analyzed codes and categories to identify patterns
of declaration, frequency, omission, similarity, co-occurrence, corroboration, and sequence
(LeCompte & Schensul, 2013). I combined repetitive, overlapping, and synonymous categories
into larger categories, then further combined these categories into larger themes (i.e. “insurance
concerns,” “difficulty finding a provider,” and “wait times” to form the category of “structural
barriers to care”). After thematic development, I reviewed each transcript to ensure the accuracy
and value of the themes. I then reviewed each transcript a final time to identify exemplary

quotations.
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RESULTS & DISCUSSION

Eight major themes emerged through participants’ experiences with and
recommendations for optimal healthcare transition during college. Barriers to healthcare
transition in college included: (1) structural barriers to care, (2) balancing university expectations
and health, and (3) developing an adult identity in care. Facilitators of transition included: (4)
consolidation of resources, (5) expanded social support networks, and (6) enhanced sense of
agency in healthcare settings. Finally, participants offered suggestions to improve transitional
care through (7) joint medical visits and (8) university-sponsored chronic illness-specific

resources.

Barriers to Transition

Theme 1 — Structural Barriers to Care

Overall, participants felt well-equipped to manage daily healthcare tasks (i.e. taking
medication, managing diet) due to gradual increases in responsibility throughout early
adolescence. All participants requiring daily medication use reported that, through parental
encouragement, they had successfully managed drug administration well before transitioning
from pediatric to adult healthcare and arriving to college. However, the scaffolding technique
described by participants in the realm of diet and medication were not present for insurance,
securing healthcare providers, and communicating health history to medical professionals.

Very few participants mentioned transition-readiness programming, and those who did
described an emphasis on daily medication management and lack of preparation for the
logistical, institutional, and university-specific barriers involved in securing healthcare as a

college student. Despite most citing experiences of self-management and health-related
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responsibility in childhood, participants described several barriers to the transition process that

impacted their ability to secure and maintain regular healthcare.

Subtheme 1.1 — Difficulty Securing a Provider and Lapses in Care.

Many found that student health centers were incapable of managing their complex care
needs. Rachel, a student living with multiple complex chronic conditions, found that despite her
efforts to secure regular healthcare through her university’s student health center, university
health providers were incapable of managing her treatment.

I went last year for like just like normal, like... respiratory illness. And they [student

health center] were like, well, you have so many comorbidities, like, we don't want to

prescribe these medications, like we're not familiar with your, like stuff... And so I don't

have the accessibility through school, because they say I'm complex. (Rachel, age 21)

Rachel’s story reflects a disconnect between student expectations and student health
center capabilities. Most university health centers advertise their ability to provide chronic
condition management, encouraging students with chronic conditions to secure a primary care
provider through the campus center (Lemly et al., 2014). However, as Lemly et al. found, student
health center capacity is largely limited to chronic, but less complex health conditions, such as
asthma, seasonal allergies, and diabetes. Though Rachel was encouraged by her pediatric care
team to secure a primary healthcare provider through the university, she was not advised nor
prepared to secure a primary care provider outside of the student health network. Rachel shared,
“It was one of those things where it was like, you're telling me that you can't help me, but you're
not giving me any suggestions as to who can.”

Nathan, a current graduate student, recalled a complete lapse in primary care upon

arriving to college. He stated, “There wasn't a doctor who was looking out for my care... No one
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was like asking the important questions like, How are your symptoms? How's your Chron’s?
What if we tried this? What if we tried that?”

It is not uncommon for people living with chronic conditions to forgo primary care
services. Savoy et al. (2017) suggested that many with chronic medical concerns rely primarily
on their specialist care. However, in the case of simultaneous transition to college and,
oftentimes, to a different city, health system, or state, most often necessitates a primary care
provider to initiate specialist referrals and prescribe specialty medication. However, primary care
providers play a vital role in the management of chronic conditions. In addition to providing
necessary referrals and specialty medication authorizations, primary care providers also serve as
a consistent, reliable, communicative source of care that may not be possible at the specialty
provider level, and is associated with fewer hospitalizations, more effective prescription
management, and higher quality of care. Savoy et al. (2017) further suggested that primary care
physicians act as a first point of contact for their patients, and are often more knowledgeable
about governmental, institutional, social, and community supports than medical specialties.
Primary care is even associated with fewer hospitalizations, more effective prescription
management, and higher quality of care. Nathan’s experience demonstrates that the inability of
student health center to provide primary care to medically complex students may result in
prolonged lapses in care.

The geographical transition barriers to securing both primary and specialty care were
noted by Jennifer, an undergraduate student who had moved states in order to attend college.

It almost seemed like none of my records were transferring into [the new health]

system... [ wasn't really sure what to do when I got here, and there was like, since I didn't

have like a consistent PCP back home, I wasn't sure who to ask. (Jennifer, age 21)
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Up to 43% of college students attend schools outside of their primary state of residence
(National Center for Education Statistics, 2020). While the difficulties securing primary care is
well documented among young adults broadly, Jennifer’s experience suggests that college
students may be at a unique risk of experiencing a lapse in care when relocating for school. In
each of the above cases, the simultaneous transition to college complicated the acquisition of
regular medical care, something that, for most participants, was never discussed prior to arriving

at the university.

Subtheme 1.2 — Wait Lists.

Most found that wait times for specialty providers severely impacted access to consistent
medical care. Rachel identified a distinction between her wait list experiences in pediatric and
adult healthcare.

They'll be like, try and get into the specialists in the next 2 weeks, and it could be a 2 to 3

month wait period, and it's like, well, that doesn't help me, either. So where does that

leave me? Whereas I feel like in pediatrics, if there's like a concerning symptom I never
really had like, yeah, there was wait lists for some specialists, but I could at least get in

with the specialty like, whether it's a nurse, practitioner, PA, etcetera. (Rachel, age 21)

University medical systems often are trauma centers, research hospitals, and can attract
patients from several counties and states, ultimately leading to increased wait times. Importantly,
Rachel was never advised to secure a care team ahead of her arrival at the university, despite
recalling several transition-related conversations with her pediatric medical team.

Similarly, Nathan also noted a distinction between the organizational makeup of pediatric

care versus that of adult care that impeded his ability to secure a team of specialty providers. He
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stated that he, “wasn't getting a lot of medical care in general, which is kind of like the big
challenge. Right, like pediatric care... there's a lot more, like, structure.”

Nathan suggests that the pediatric healthcare system may be more fit to address complex
care needs. Little research has been done to date assessing potential organizational differences
between pediatric and adult healthcare systems. However, issues related to wait times in adult
healthcare are well-documented, with an exponential rise in specialty care provider wait times
seen in the last decade (Lee et al., 2020). Nathan’s experience suggests that the university space
may exacerbate instances of lapses in care for young adults post-healthcare-transition that has
been well-documented in a number of studies (Dimitropoulos et al., 2015; Dwyer-Matzky et al.,

2018; K. C. Garvey et al., 2016).

Subtheme 1.3 — Insurance Concerns.

Insurance processes were identified as primary concerns by the majority of participants.
Though some college students rely on their parents’ health insurance, at least 3-million students
are enrolled in university-sponsored student health insurance packages yearly (Centers for
Medicare & Medicaid Services, 2024). Student health insurance increase access to care,
especially for those who may have otherwise lost insurance in adulthood. However, abrupt
changes in insurance status have been found to disrupt regular medical care (Garvey et al., 2017,
Grimsby et al., 2016; Hugunin et al., 2023). While proper communication and preparation can
lessen the impact of insurance-related strain, each participant claimed that they had not received
insurance counseling from physicians, parents, or university resources. Rachel believed that
navigating insurance was the most emotionally distressing element of her transition to adult

healthcare and the university.
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I sometimes still feel like I'm drowning. Like, a couple months ago I just cried on the
phone with the insurance lady because they weren't like approving something, and I was
like, I don't know what to do. I'm only 20... That's like the one area where I still feel like.

Oh, my gosh! Nothing prepared me for this. Like, I have no idea what I'm doing. (Rachel,

age 21)

First-year college student Ashley echoed Rachel’s sentiments, and suggested that she was
unaware of where to locate relevant coverage information.

I was dealing with that earlier this week of changing providers, and they're asking me for

all this insurance information I was like, I don't know this information... What is this?

Like, where's this information? Where can I find it? (Ashley, age 18)

Questions regarding health insurance coverage and the loss of familial insurance support
may be exacerbated by the college setting. Prior research has focused little on the insurance
barriers faced by adolescents and young adults in transition. It is possible that, as per the
Affordable Care Act, non-collegiate young adults in these studies report less insurance barriers
due to the potential for parental coverage to extend to age twenty-six (Patient Protection and
Affordable Care Act, 2010). However, it is important to note that very little existing transition
readiness scholarship has taken into account potential differences in the experiences of college
students, and it is unclear whether the concerns identified are at all influenced by the acquisition
of a new insurance package. Still, it is important to note that, in contrast to previous literature,

insurance emerged as a major source of strain for participants in this study.

Theme 2 — Developing an Adult Identity in Care

Participants identified several concerns related to their transition into broader adulthood

and the development of an adult sense of self.
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Subtheme 2.1 — Navigating the “Coldness” of Adult Care.

Existing research related to transitional care experiences has shown that many patients
perceive a lack of familiarity and warmth in adult healthcare settings (W. Gray et al., 2021).
Nathan noted a distinction between not only the physical environment of adult healthcare, but the
types of relationships formed with his care team.

The contrast between being in like any kind of children’s environment versus any adult

environment, like, they got animals on the wall in the children’s environment. They’re

bringing you snacks. They know your name. Like, there's just a certain like warmth and

familiarity I think that the adult world didn't have. (Nathan, age 23)

Nathan felt that this coldness not only impacted his willingness to secure adult healthcare
providers, but translated to an overall feeling of discomfort and unimportance. He continued to
say that, “It felt like I was more of a statistic as opposed to like, a person.”

Several participants recalled feeling that their care was not prioritized, believing adult
healthcare providers to be overburdened with cases, always “in a rush,” and even uncaring.

I think I just felt, just, a different level of like sophisticated when it came to the adult

doctors of like, you know, there were pleasantries, but there weren’t, you know. How you

would treat a child is different than how you would treat an adult. And I definitely,

definitely felt that. (Lisette, age 20)

The perceived coldness of adult healthcare is well-documented, even though warm,
friendly provider communication has been overwhelmingly established as influential in both
physical health outcomes and overall wellbeing (Otte, 2022). Participants largely felt that this
coldness added to the overall stress of their healthcare transition, but only a few identified this

perception as a significant contributor to a lapse in care.
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Subtheme 2.2 — Need to Develop Health Agency.

All participants had moved away from home in order to attend college, and identified the
experience of attending medical appointments alone as a major source of stress.

My parents used to go to appointments with me, and like, would just have access to my

health record, so I never had to like, tell them [healthcare providers] what was going on. I

think, especially now, that I'm in a different state, like having to communicate whatever is

going on with me back to them... I also think that something that's changed is like,

having to, be very like, descriptive about what's going on with me. (Remi, age 19)

Lisette suggested that her healthcare providers might assume that her level of health
understanding exceeds her actual understanding of her condition and its implications. She stated,
“Being expected to walk into an adult doctor and like, know, you know what's going on, and
what everyone's talking about, and possibly not being to the understanding that they think that
I'm at.”

Research has shown that attending a medical appointment with a family member or
friend can improve the overall quality of care interactions (Rosland et al., 2011). However,
young adults’ support networks are disrupted by the move to college. Most students will, on
average, relocate at least 93 miles for school, significantly disrupting the prior dynamic of
parental involvement in healthcare settings (Mattern & Wyatt, 2009). Though peer support in
medical encounters have been shown to provide many of the same benefits and family-based
support, it is vital for students with medical needs to secure medical care immediately upon
campus arrival, leaving college students with little time to establish relationships with potential

peer supporters.
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Thus, college students are tasked with developing healthcare agency. While the
development of agency academic, athletic, and social spheres is facilitated by peer and university
supports, participants reported feeling completely unsupported in their navigation of an adult
patient role, suggesting that existing university development mechanisms do not address health.

Interestingly, multiple participants, all women, reported healthcare providers quickly
attributing chronic illness symptoms to anxiety or stress, which they had never experienced in
pediatric care settings.

In the pediatric world... No one doubts that you're having like, this invisible illness. And

in the pediatric realm, I feel like you're taking a lot more seriously, but especially as like a

young woman... I feel like a lot of the times I've noticed adult healthcare providers...

there’s this stigma of like, Are you sure it's as bad as you said? You say it is? Well, you're
like, are you sure it's not stress? Like you're a young woman. Are you sure it's not

anxiety? (Rachel, age 21)

The same phenomenon was noted by Ashley.

I think some of my peds doctors were a little bit more likely to test for things if I had

symptoms whereas recently, some of the things like that I've been having, doctors have

just said it's stress, versus like, Hey, we're gonna get blood work. Because this could
possibly be a problem... And I don't think this is stress, whereas, like when I was
younger, I guess the doctors listen to my parents saying like, this isn't stress... I'm an

adult. But I'm a younger adult. So adult doctors aren't still listening to me when I'm

saying that. (Ashley, age 18)

Existing literature has suggested that young adults generally report feeling that they were

taken more seriously in adult healthcare. Young women, however, have been shown to
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disproportionately report that physicians will quickly attribute symptoms to stress or other
psychiatric causes, a term coined “medical gaslighting” (Werner & Malterud, 2003). Existing
pediatric-adult healthcare transition literature has not assessed whether young women with
chronic conditions beginning in childhood specifically face these barriers to care. However,
several young women participants cited elements “medical gaslighting” as a contributor to their
dissatisfaction with adult healthcare, suggesting that college students with chronic medical
conditions may not only be tasked with developing a sense of agency in adult healthcare, but also

developing healthcare advocacy in spite of limited social or institutional support.

Subtheme 2.3 — Navigating Health Services Alone.

Participants also found difficulty in navigating multiple cooccurring health-related
spheres upon arriving to college. While Rachel was excited about the health-related autonomy
granted when becoming an adult patient, she also found that this abrupt shift in responsibility
became a major source of strain.

I have significantly more autonomy, but I'm significantly more burnt out by the adult

healthcare setting... There's the expectation that I'm just supposed to have everything

figured out, and I, and I, and I'm supposed to be super organized, and have everything

managed, and be able to do it and know how to do it... I'm more medically stable than I

was in pediatrics, but yet I feel significantly more burnt out just because I feel like there's

a lot less support. And I and there's a lot more gray area, and like, what I'm supposed to

do, and how to do it. (Rachel, age 21)

Burnout in the transition to college has been well-established (March-Amengual et al.,
2022). Rachel’s experience suggests that this effect may be magnified for students living with

chronic health conditions. Chronically ill students not only face the same academic, social, and
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work stressors as their peers, but also are tasked with navigating the additional burden of
managing health and healthcare systems. This may be especially difficult given the documented
lack of chronic-illness specific university support mechanisms. Owen, an undergraduate senior
living with several food allergies and a growth deficiency, voiced similar concern.

I definitely think it's weird to like be more of in like an agent in your own healthcare, like

you kind of have to make your own appointments. You have to find your own places, and

especially in college, when, like it has to be like, walking distance, unless you're Ubering

to go find that primary care physician, or any primary care at all. (Owen, age 21)

Owen’s experience highlights the several aspects that go into attending an appointment.
Importantly, existing transition-readiness measures and programming limit this process to a
simple assessment (i.e. “Do you keep a calendar or list of medical and other appointments?”)
(Ferris et al., 2015; Wood et al., 2014). Especially when taken into context with participants’
experiences of being ill-prepared to seek care off campus, Owen demonstrates an ineffectiveness

of existing measures of transition-readiness, which has been noted in prior literature.

Theme 3 — Navigating University Stressors and Health

Participants found university stressors to significantly impact their health. Common
stressors identified included daily schedules, heavy coursework, and physical demands of living
on a college campus. Jennifer highlighted the “constant” stress imposed by the university,
suggesting that, even when classes are not in session, the general stress generated by university
expectations produces an additive burden that complicates daily life.

In college, just this constant stress never really goes away, even in the summer. And on

top of just being on my own now, and not having my family here so like, making my own
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doctor's appointments, figuring out what doctors I need to go to, remembering that I need

to go to the grocery store on my own. (Jennifer, age 21)

Rachel felt that her health behaviors were significantly impacted by the university class
schedule specifically.

You don't have like a consistent schedule, and that can impact your sleep habits... One

day, I’'m not getting 3 meals in a day. And like certain things like that that you don't think

about when you're at home, and you have like a set structure, and you have all the
support, and very like expected things... There are so many things like that that can make
your chronic illness worse in college that I don't think people fully prepare you for. Like,

I think, going into it, if I had a little bit more of a plan, and, like those circumstances, that

I might have had less. (Rachel, age 21)

Importantly, Rachel was one of the few participants to report physician-facilitated
transition-readiness conversations. Despite feeling overall prepared for many of the processes
related to adult healthcare, Rachel felt unprepared for the university-specific challenges that
could arise. Several other participants identified college schedules as a barrier to maintaining
optimal health behaviors. A similar concern was identified by Tara.

I didn't expect, you know, a super slam packed schedule to be that impactful for me. But

it ended up being very impactful, because I was having to get places super quickly and

my body isn’t used to that. Nor should it really be able to handle that. (Tara, age 22)

It is important to note that, for Tara, former transition conversations with her pediatric
care provider did not address any potential college-specific stressors or experiences. Darcy found

that her schedule became less flexible on campus.
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Yeah, it's been a little difficult, just because like my schedule is not the same every day.

So it's kind of like, like whereas, like in high school, I had, like a pretty consistent

[schedule]... I had more control of like, when I did certain things, when I could have

meals throughout the day. (Darcy, age 19)

Interestingly, flexibility in scheduling is one of the aspects highlighted by university
literature as a contributor to young adult development (Chickering & Reisser, 1993). However,
Darcy’s experience suggests that college students may have less power in how they manage their
time than expected, aligning more closely with Astin’s (1999) suggestion that, “administrative
decisions about many nonacademic issues (e.g., the location of new buildings such as
dormitories and student unions; rules governing residency)... can significantly affect how
students spend their time and energy.” (p) With no time purposefully scheduled for health, this
leaves students with chronic health conditions especially vulnerable to poor health behaviors and
management.

Research into college student health behaviors largely suggests that college students often
exhibit poorer health behaviors than their non-collegiate peers (March-Amengual et al., 2022).
While these concerns may be applicable to any college student, health behaviors are of particular
concern for those living with pre-existing medical conditions. Notably, university student support
networks are actually designed to address health behaviors: meal plans are intended to safeguard
against unhealthy diet patterns, students are given agency in designing their schedule, and
student counseling services are designed to support academic balance and success. However, as
noted by Astin (1999): mealtimes may be limited to university-determined hours of operation,
student schedules are based upon the availability of classes necessary for graduation, and student

counseling services are subject to strict schedules and long wait lists. Participants’ experiences
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suggest that the components of college life that are designed to develop young adult identity may

actually complicate chronic illness management.

Subtheme 3.1 — Placing Health on the “Back Burner.”

Participants believed that the university environment implicitly encourages students to
take poorer care of their health. Nathan highlighted social relationships and perceived stigma as a
contributor to poor health behaviors developed in freshman year.

I didn't take my healthcare very seriously when I got to college. Like I was, my eating

and drinking habits I’ll say were not good. I'd say, like I'm young. I'm gonna be fine...

And I had a lot of digestive health issues that first year of college. I just didn't care... I

didn't want to make concessions for my health... especially because freshmen, like, you

know, like going out to bars or partying. (Nathan, age 23)

It is important to note that Nathan also described a decline in physical health during this
period. He claimed, “I felt like I had 2 choices. I could either do what everyone else was doing or
take care of my health... And then, yeah, I got hospitalized for the Crohn's flare up.”

While it is impossible to know whether Nathan’s hospitalization was at all influenced by
these documented health behaviors, poor health behaviors in adolescence and young adulthood
have been associated with a variety of negative, sometimes extreme, health outcomes. Owen also
noted that his observations of other students influenced his self-management; he described
commonly seeing peers attend class while ill, and believed that it was common to disregard
health concerns in favor of academic success.

I think there's just like a general sentiment of like, toughing it out when you're sick... I

think coming to college, like, seeing everybody else not taking care of themselves, and,

like that general like, especially at [school name], is like a very like, working hard,
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getting your work done, like, no one wants to take a sick day type of school. I think it

definitely encourages people to put both their mental and physical health off to the side

and focus on school and stuff... It makes your health somehow go from like a top priority

to a middle and like, thing that somehow is not important. (Owen, age 21)

While the university attempts to encourage students to avoid classes while ill, the social
acceptance of “toughing it out while sick™ this suggests that the documented poor health
behaviors among college students may place students with chronic medical conditions at

significant risk for poor self-management.

Facilitators of Transition

Theme 4 — Consolidation of Resources

The consolidation of resources through student support networks was especially
impactful for several participants. Nathan described a reliance on his university’s counseling
center.

That was super helpful, like just having someone there who you can turn to when things

get bad... And for that person to be with the school was helpful for me, too, because it

kind of touched all the domains, right? Like, you know, like she's, she was a social
worker. She had the emotional domain, but being part of the school, she could also help
with the academic side of things, get me like a Dean's Notice if I needed to, help me

communicate with professors, like all of that. (Nathan, age 23)

University counseling centers are specifically designed to support students through
college-specific stressors. While often not specifically focused on physical health concerns,

therapeutic interventions to support students through academic, social, and emotional stressors
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may reduce the impact of health stressors on the expectations set forth by university life. Jennifer
recalled a similar experience.

I've asked him with help about finding a dentist, finding a primary care provider, like

working with my insurance. And they're really helpful for that. And it's nice to just have a

designated person who, like, has your file, knows your history and someone you can talk

to. (Jennifer, age 21)

However, both Nathan and Jennifer believed that these resources are not advertised to
chronically-ill students as a potential support mechanism for health-related concerns.

And they're all free for students, but whenever I bring that up, or I bring up the like office

member, mentor, relationship and the other office people, they [friends] are like, Oh, my

gosh, like, has that been there? Like, I had no idea that existed? (Jennifer, age 21)

It is important to note that Jennifer was unaware of these resources until a professor
recommended she contact the center. Nathan had a similar experience of the student counseling
center.

I mean, I would have thought that it was like, Okay, this is like me signing up for a

therapist. That's generally not what it's gonna be. It's more just like signing up for a point

person. And I think that's something anybody could benefit from, but it's not really

advertised in that way. (Nathan, age 23)

Despite the identification of university support networks as positively impactful for their
health, participants largely felt that the exact functions, benefits, and resources available to them
were unclear. They also suggested that others on campus were largely unaware of these

resources.
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Theme 5 — Expanded Social Support Networks

Though many mentioned losing family support in the transition, the university became a
source of a new social support network. Of note, many recalled a hesitancy to disclose health
status in childhood.

I guess I always assumed that if I told someone I had a disease, and they saw how like

short and small I looked, that they would like, stigmatize me. And so, I just never really

wanted to be saw as like, the sick kid. So I just didn't tell people. (Nathan, age 23)

However, participants largely reported positive interpersonal relationships that positively
impacted their health and sense of self. Tara believed that the university setting encouraged her
to seek peer support for her health-related emotional concerns, saying, “College, I have met so
many people. And I have so many friends here now that are such big support system for me. And
all of them, I tell people now.” (Tara, age 22)

Like Nathan, Tara recounted hesitancy to share her health status with peers prior to
arriving to college. Others received support from not only their peers, but their professors.

I talk with my friends. And I think there are multiple teachers that I could talk to if I ever

had, like any real problems that might know how to help with that. But really it's been my

friends. I've been telling them about all the chaos of my health problems. (Ashley, age 18)

But as far as when it came time to like, actually tell people, like, I found myself like
being happy to talk about it... I think like, thinking about it kind of made me a little
nervous, but when it came down to like actually telling people, like, it just went so well

and like no one, you know, gave me any troubles over it. (Lisette, age 20)
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Existing healthcare transition literature has emphasized the role of social support in self-
managing a chronic illness in young adulthood (Berkelbach van der Sprenkel et al., 2022;
Ciccarelli et al., 2015). Developmentally, adolescents and young adults rely on social
relationships to increase self-confidence, develop self-identity, and learn self-management
(Arnett, 2000). Participants’ experiences suggest that the relationship-fostering potential of the
university may protect against the documented social and emotional challenges faced by young

adults at transition age.

Theme 6 — Enhanced Sense of Agency in Adult Care

In line with previous literature, most participants were excited about the opportunity to
develop an adult role in the medical space. Owen had always wanted to become a doctor.
Throughout his time in pediatric care, he attempted to take an active role in his treatment.
Reflecting on his pediatric physicians, Owen noted that, despite vocalized wishes to be included
in care processes and decisions, his providers largely opted to speak with his parents about the
details of his care. He recounted, “It wasn’t like a welcoming sort of experience, I guess. Not that
they were mean, but not actively inviting me to participate in my healthcare.”

Lena, an undergraduate student, recalled a heightened feeling of care being provided by
adult physicians due to her newfound active role in healthcare decisions.

I had one doctor there, and she actually looked through my results and talked to me in

private and told me about my conditions... Hearing it from a profession- professional,

directed to me, and only me, it felt like, much better. I felt like I was cared for. Before

that, I didn't really, like, like I said. It was all on my parents. (Lena, age 21)
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Tara also noted the importance of direct provider communication, explaining, “He's
always... Talked to me directly, and made sure that I understand what he's saying, instead of just
relying on my parents to relay the information to me.”

While developing agency in adult healthcare spheres emerged as a concern for
participants, many were excited about the opportunity to take a more active role in the healthcare
setting. While participants did not express that anything about the university system directly
impacted their sense of agency in adult care, it is important to note that non-collegiate young
adults may still have the option to involve their parents in their care. In this case, the functional
separation from parents described by Kang & Lee (2024) may be facilitated by the university

environment.

Recommendations for Optimal Transition

Theme 7 — Joint Medical Appointments

Participants frequently offered suggestions to improve their health and university-related
stressors. Nathan suggested that a joint medical visit with both his pediatric and adult healthcare
providers may have reduced his difficulties in securing consistent medical care.

That's what it is, a team right? And I don't think that the organization you're a part of, the

practice you're a part of, should limit who you're on a team with. You know, everyone

should be on Team [participant name]. Right? (Nathan, age 23)

Darcy provided a similar recommendation, and specifically highlighted the need to self-
advocate to an adult provider with the support of a pediatric provider.

If I had had, like my next provider, and then like my pediatric provider and me all in the

same room... just like, being able to be there and like advocate for myself, and like,

explain those sort of situations I feel would have made the transition a little bit easier
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rather than like having to like consistently like rehash my condition in the symptoms like

every time I go in. (Darcy, age 19)

Joint medical visits are common interventions to improve transition-readiness in
adolescent and young adult patients. While many of these have not translated to actual increases
in self-management behaviors and continuity of care outcomes in previous studies, participants’
suggestions demonstrate that the need for care continuity goes largely unaddressed in chronically

ill college students.

Theme 8 — University-Sponsored Chronic Illness Resources

More commonly, participants expressed a need for university-sponsored resources.
Rachel, reflecting on the difficulty of identifying providers suited to fit her complex healthcare
needs, suggested that the university offer recommendations for eligible providers in the Nashville
area.

I really think that, like if there was like support, maybe even if they had, like a list of

providers that are willing to take people, like college kids with like chronic illness and

stuff that like, maybe they have, like good, like community partners. That would be really
helpful, because then at least, you're not like just like spending all this time searching...

then you're not starting it like completely lost. (Rachel, age 21)

Ashley expressed a desire to see a checklist of items necessary to prepare for an adult
healthcare visit.

Maybe having someone like, the first time, like just kind of let you know like, what to

expect... Just so like, I can be prepared. Like just a basic checklist, maybe of, like, you

need to make sure you have all these things before you go to the doctors and like, you

need to know these things and or be able to access them. (Ashley, age 18)
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Finally, Owen suggested a “tool-kit” modeled after existing university resources he
recalled during in freshman year orientation.

I think that, like there should just be like a document in some orientation. It should be a

very easy to find tab with like everything... I mean, these are all things that every student

would need. It's not. It's not discriminatory. It's not anything like, every student needs to
find one PCP covers their insurance, or that student health, and where they are like some

people don't even know what that building is. (Owen, age 21)

Participants expressed a desire for university-sponsored resources that more accurately
reflects the realities of managing health while on campus. It is important to note that similar
resources exist for other student concerns. For example, Belmont University offers an “off-
campus Housing Helper” to assist students with rentals in the Nashville area. Vanderbilt’s
University Counseling Center advertises its capacity to refer students to community mental
health supports:

Are you a current or incoming Belmont Student looking for off campus housing? To be

exempt from on campus housing, an undergraduate student must meet the eligibility

requirements. Please note, Belmont does not offer on campus housing for graduate

students, however, below are some resources that will be helpful in your search. (cite)

The Student Care Assistance Program (SCAP) exists to provide access to off-campus
medical and mental health services for Vanderbilt University students who otherwise
could not obtain clinically/medically necessary medications and services due to financial
restrictions and without which would pose a significant risk to ongoing educational

success. (cite)
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As expressed by participants, however, the same level of resource guidance simply does

not exist for the management of complex healthcare needs.
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CONCLUSION

The experiences of college students transitioning from pediatric to adult healthcare in this
study suggest a profound impact of the university setting on the daily lives and transitional care
processes of chronically ill college students. While the university exacerbated certain structural
challenges documented by existing literature surrounding healthcare transitions, it also emerged
as a critical source of support through the consolidation of resources and the facilitation of social
networks. These findings demonstrate the potential for the university to facilitate health and
well-being during this period.

Participants felt largely prepared for managing their healthcare through tasks such as
medication management, diet, and physical activity, and felt confident in their ability to self-
manage on a daily basis. However, structural barriers regularly impeded the ability to find,
secure, and maintain care. While the structural barriers identified by participants are supported
by existing literature, experiences of difficulty securing a provider, specialty provider wait lists,
and changes in insurance status were directly influenced by the university transition. Some
prolonged lapses in care were reported due to an unexpected inability of student health centers to
provide primary care, suggesting an unaddressed need for college students to secure primary care
outside of the student care network. Participants expressed a desire for preparatory conversations
tailored to university life, suggesting that existing measures and methods of transition-readiness
largely overlook the complexities of simultaneously transitioning to college.

Interestingly, navigating insurance was identified as a significant source of stress for
participants. While existing transition-readiness literature has found that some patients report
uncertainties regarding insurance mechanisms, this concern is especially pronounced for

participants in this study. Under the Affordable Care Act, there is a possibility that non-collegiate
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young adults in these studies report less insurance barriers due to the potential for parental
coverage to extend to age twenty-six (Patient Protection and Affordable Care Act, 2010).
Further research is needed to assess whether student-specific health insurance processes
significantly impact transitional care experiences.

Participants expressed discomfort with the perceived “coldness” of adult healthcare
settings, and expressed a preference for the “warmth” and “familiarity” of pediatric care. For a
few participants, this perception contributed to lapses in care. Leaving trusted relationships with
pediatric healthcare providers have been identified in prior literature as contributors to transition-
related stress.

To accommodate this shift in environment, participants expressed a sudden need to
develop a sense of health agency. Participants were concerned about their inability to accurately
describe health history and symptoms, and were worried that they may not be as knowledgeable
as adult healthcare providers believed. Previous literature has indicated that many young adult
patients often attend their first few adult healthcare provider appointments with their parents. In
this way, the university accelerates the need to develop an adult identity in care due to the abrupt
loss of familial involvement in care. Some young women participants reported that providers
frequently attributed symptoms to stress rather than recognizing them as legitimate health
concerns, something they had not experienced in pediatric care settings.

Participants also expressed difficulty in balancing university stressors and health. Many
reported that observing peers exhibiting poor health behaviors directly influenced their own self-
management. Common behaviors in college students, including inconsistent dietary patterns,

heightened alcohol consumption, and forgoing medical care, became an external pressure for
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college students with chronic medical conditions to disregard health in favor of academic and
social life.

Still, the university provided several benefits to participants through their healthcare
transition. Some mentioned reliance on existing university support structures, including student
counseling centers and student support networks. These were explained as particularly helpful
for addressing coursework, prolonged absences, and academic performance influenced by their
condition. However, many believed these services not to be adequately advertised or described to
students, especially those living with chronic healthcare needs.

The university also facilitated social support network formation for participants. Many
reported hesitancy to share their health status with peers in childhood, but found self-disclosure
easier in college. These support networks became critical for many, suggesting that the university
may protect against the social and emotional burden of losing familial support networks in
transition. Importantly, the university addressed the psychosocial concerns that existing literature
has found to be the most pressing for young adults in transition in numerous qualitative studies.
While structural barriers to care during the transition from pediatric to adult healthcare have been
documented in multiple studies, existing literature has demonstrated that, when asked directly,
adolescents and young adults most often identify concerns that fall into the relationship domain:
developing relationships with peers, navigating role and relationship changes with parents, and
leaving trusted relationships with pediatric care providers (Ellison et al., 2022; Felsenstein et al.,
2015; W. Gray et al., 2018, 2021; Kang & Lee, 2024; Lindsay et al., 2017; Speller-Brown et al.,
2015). The university then may act as a buffer against the psychosocial difficulty reported by

young adult patients during the transition from pediatric to adult healthcare.
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Though they faced several challenges in developing an adult identity in healthcare
settings, participants were largely excited to become a driver of their medical care. Participants
did not credit the university for the development of their sense of agency in adult care. However,
non-collegiate young adults may still have the option to involve their parents in their care. For
college students, functional separation from parents may be facilitated by the university

environment and may accelerate the development of health agency.

Implications & Further Research

The experiences of college students living with chronic medical conditions demonstrate a
need to develop targeted interventions addressing the unique barriers they face in their transition
to adult healthcare and the university setting. While the university facilitates the development of
autonomy that is particularly helpful in operating as an adult patient, the abrupt transition to full
self-management and lack of health-related support contributed to burnout among chronically ill
young adults. University systems should offer guidance related to securing a primary care
provider, navigating insurance concerns, and balancing university expectations and health,
ensuring that these resources are adequately advertised and described as useful for chronic health
concerns. Healthcare systems should aim to better prepare transitioning patients for the
university-specific challenges they may face, and should specifically advise prospective students
to secure a medical provider before arriving to campus.

Future research must take into account the vastly different experiences of transitional care
between collegiate and non-collegiate young adults. Specifically, future studies should aim to
directly assess whether and how transitional care outcomes (i.e. securing a medical provider,
medication adherence, insurance status) are impacted by the transition to college. Further work is

also needed to establish whether insurance status, functional separation from parents, and the
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development of health-related autonomy are directly facilitated by the university space in order
to better understand the role of the university in influencing outcomes in this population in order

to best protect college students against transition-related stressors.
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APPENDIX

Interview Guide

1.

I’m interested in hearing about your transition from pediatric to adult healthcare. To start,
could you tell me about your experience in pediatric healthcare?
a. Was there a provider that made a significant impact on you? This can be a doctor,
nurse, child life specialist, or anyone else on your care team.
Living with a chronic condition in childhood can be challenging. Where did you most
often seek support for your emotional wellbeing or concerns?
Would you say that you played an active role in your healthcare? Why or why not?
Now, I’d like to hear more on the transition process. Did your provider or clinic have a
transition-readiness protocol?
a. What did that include?
b. How well would you say that prepared you for your actual experience?
What challenges did you face in your healthcare transition?
a. Did you feel prepared to manage them? Why or why not?
b. Where, if anywhere, did you most often seek support for these concerns?
How would you compare your current experience in adult healthcare to your experience
in pediatric care?
Where do you most often seek support for your emotional wellbeing or concerns while at
school?
a. Are there any resources on campus you have identified as particularly helpful in
managing your health?
What, if any, changes to your transition process would have made this experience easier?
a. From the pediatric clinic?
b. From the adult clinic?
c. From the university?
Is there anything else you’d like to tell me that [ haven’t asked about?
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