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Coming of Age With Cancer: 
Physical, Social, and Financial 

Barriers to Independence Among 
Emerging Adult Survivors
Eden R. Brauer, PhD, RN, Huibrie C. Pieters, PhD, DPhil, RN, Patricia A. Ganz, MD,  

Wendy Landier, PhD, CRNP, FAAN, Carol Pavlish, PhD, RN, FAAN, and MarySue V. Heilemann, PhD, RN

E merging adulthood refers to a dis-
tinct life stage between adolescence 
and adulthood, specifically from age 
18 years to the mid to late 20s. Build-
ing on the work of Erik Erikson and 

Daniel Levinson in developmental psychology, Ar-
nett (2004) first proposed emerging adulthood and 
defined five key attributes: identity exploration, in-
stability, self-focus, feeling in-between, and possibil-
ities. According to this theory, profound demographic 
shifts, social revolutions, and economic realities have 
resulted in a protracted developmental trajectory 
(Arnett, 2014; Blatterer, 2007). Specifically, compared 
with previous generations, emerging adulthood in the 
contemporary era reflects delayed entry into the tra-
ditional spheres of adulthood, such as marriage, par-
enthood, and a steady career. 

During this life stage, young people experiment 
with possibilities, particularly in the areas of love and 
work, to define their preferences and gain a clearer 
picture of who they are and what they want out of 
life. No longer adolescents, but not yet fully adults, 
emerging adults occupy an in-between space. As indi-
viduals progress through the stage, they become more 
serious in their life choices and commitments. The 
developmental goal of emerging adulthood is self- 
sufficiency, which lays the foundation for an indepen-
dent adulthood. Across multiple studies, emerging 
adults consistently identify accepting responsibility for 
oneself, making independent decisions, and achieving 
financial independence—rather than marriage or par-
enthood—as the key signifiers of adulthood (Arnett, 
2014).

In general, emerging adults are an exceptionally 
healthy group, with nearly all (96.3%) in the age 18–24 
year range reporting excellent, very good, or good 
health (Mulye et al., 2009). This norm makes a cancer 
diagnosis during this stage unexpected, complex, and 
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potentially alienating. From a life course perspective, 
the intersection of a cancer diagnosis with the devel-
opmental tasks of emerging adulthood may hinder 
social and emotional development and successful 
transition to adulthood (Katz, 2015; Zebrack, 2011). 
The “AYA paradox” refers to the conflict between the 
developmental tasks of emerging adulthood and the 
demands of a cancer diagnosis (Kent et al., 2012). For 
example, emerging adults with cancer must balance 
their needs for autonomy with increased dependence 
on family; attempts to maintain engagement in educa-
tion or occupation with managing treatment effects; 
and the development of social and intimate relation-
ships in the context of medically imposed isolation, 
the threat of infertility, alterations in body image, and 
uncertainty regarding the future.

Leukemia and lymphoma account for about 25% 
of cancers in emerging adults aged 15–29 years in the 
United States (Howlader et al., 2016). These hemato-
logic malignancies often require hematopoietic cell 
transplantation (HCT) as part of treatment. HCT 
aims to restore hematopoietic function by infus-
ing stem cells from oneself (autologous) or a donor 
(allogeneic) after an intense conditioning regimen 
of high-dose chemotherapy, and, in some cases, radi-
ation (Wood & Lee, 2011). HCT typically requires 
prolonged hospitalization to receive supportive care, 
symptom management, and close monitoring for 
complications such as infections or graft-versus-host 
disease. Although HCT has provided tremendous 
promise as a lifesaving treatment, it is also associated 
with high toxicity. In the long-term, HCT survivors 
face substantial risk for physical and psychological 
morbidity, even 10 years or more beyond treatment 
(Baker, Armenian, & Bhatia, 2010; Majhail & Rizzo, 
2013; Sun et al., 2010, 2011). 

Adolescent and young adult (AYA) oncology has 
emerged as a distinct field of clinical practice and 
research. In 2006, the National Cancer Institute (NCI) 
convened the Adolescent and Young Adult Oncology 
Progress Review Group to address disparities observed 
in this cohort and defined AYAs as individuals diag-
nosed with cancer aged 15–39 years (NCI, 2015). Since 
this call to action, considerable progress has been 
made in recognizing AYAs as a unique patient popu-
lation with specific needs, circumstances, and health 
risks. Recently, however, the scientific community has 
acknowledged the heterogeneity within this broad 
definition and the need to focus on AYA subgroups to 
account for variation in experiences (Phillips-Salimi, 
Lommel, & Andrykowski, 2012; Smith et al., 2016). The 
combined risks of AYA survivors and the toxicities 

associated with HCT make them a particularly vul-
nerable group with extensive survivorship needs for 
the remainder of life (Bukowinski, Burns, Parsons, 
Perentesis, & O’Brien, 2015). A paucity of research 
examines the HCT experience among AYAs and how 
the prospect of prolonged dependence, inherent in the 
HCT process, affects recovery and the developmental 
trajectory. Therefore, the purpose of this study was 
to explore the transition to self-care in the recovery 
phase following HCT among emerging adults. 

Research Approach
The authors used a qualitative, inductive approach to 
gain in-depth understanding of the transition to self-
care after HCT among a sample of emerging adults. The 
institutional review boards of City of Hope National 

FIGURE 1. Semistructured Interview Guide Excerpt

Relationship With Informal Caregiver(s)
When people are preparing to go through a transplant, they are often 
asked to identify a caregiver. Tell me about your experience with that.

ɐɐ Prompt: Who would you say was your informal caregiver? 
ɐɐ Prompt: Did you have other informal caregivers? If so, who?

Who selected your informal caregiver? 
ɐɐ Prompt: If it was you, how did you select your informal caregiver? 
ɐɐ Prompt: What factors did you consider when selecting this person?

Tell me about your informal caregiver. 
ɐɐ Prompt: Describe your relationship prior to your diagnosis. 
ɐɐ Prompt: Did you live together?
ɐɐ Prompt: How often did you talk? 
ɐɐ Prompt: How or in what ways did you rely on him or her? 

What did it mean to you to have this person designated as your 
caregiver? 

ɐɐ Prompt: What did you need help with? 
ɐɐ Prompt: What helped? What made things harder? 
ɐɐ Prompt: How did your caregiver fit into this? 

Tell me about any changes that occurred in your relationship with your 
informal caregiver over time. 

Transition to Self-Care
How do you feel about your level of independence now? 
How well do you feel you are able to take care of yourself now? 

ɐɐ Prompt: How does this make you feel? 
Tell me about a time when you felt very independent. What hap-
pened? 
Tell me about a recent time when you felt very dependent. What 
happened?
Who do you currently rely on most? In what ways? 

ɐɐ Prompt: How do they help you physically?
ɐɐ Prompt: How do they help you emotionally?
ɐɐ Prompt: How do they help you financially?
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Medical Center [COH] and University of California, 
Los Angeles, approved this research. Using clinical 
registry sources at COH, the authors identified poten-
tially eligible participants who were aged 15–29 years 
when they received HCT for treatment of a primary 
hematologic cancer and were 6–60 months post-HCT 
at study enrollment. Those who were younger than 
18 years at the time of study entry, had relapsed since 
HCT, received more than one HCT, could not speak 
English, or were cognitively impaired were excluded 
from this analysis. Additional details of recruitment 
have been described elsewhere (Brauer et al., 2017).

Methodologic Approach
Grounded theory methodology (Corbin & Strauss, 
2015), influenced by constructivism (Charmaz, 2014), 
guided this study. After obtaining informed consent, 
the first author (EB) conducted intensive interviews 
with each participant in a private consultation room 
or via telephone, depending on the participant’s pref-
erence. The authors used a semistructured interview 
guide, developed by EB and MH from pilot work 
with an AYA population, to enhance consistency 
(see Figure 1). Open-ended questions regarding the 
transition to self-care, relationships with informal 
caregivers, and HCT recovery allowed for flexibility in 
examining the unique experiences of each participant. 
In this study, the term self-care includes activities and 
behaviors of self-management, such as adhering to 
a medication schedule, but also broader aspects of 
taking care of oneself and achieving independence. 
On average, interviews lasted 102 minutes (range = 
56–164) and were digitally recorded, transcribed, 
and deidentified. Data collection also included a self- 
reported demographic questionnaire, abstraction of 
clinical variables from medical records, and detailed 
field notes written by the primary interviewer (EB) 
and discussed with other members of the research 
team. Participants received a $50 gift card at the com-
pletion of study procedures.

The authors engaged in data collection and analy-
sis simultaneously to allow for constant comparison 
(Charmaz, 2014). They used a systematic coding 
process to link concrete description to theoretical 
insights. Beginning with initial coding, each transcript 
was studied and relevant action was identified while 
remaining close to participants’ words. Next, focused 
coding allowed the authors to group significant codes 
and form tentative categories. Through an iterative 
process, analysis of early interviews informed subse-
quent data gathering. Theoretical sampling was used 
to refine the interpretations and fill out properties and 

TABLE 1. Sample Characteristics (N = 18)

Characteristic
—
X Range

Time since HCT (months) 32.8 8–60
Age at HCT (years) 23.3 18.5–29.7
Age at study (years) 26 19.8–34.6

Characteristic n

Gender

Male 11
Female 7

Ethnicity

White/Caucasian 7
Hispanic/Latino 8
Asian/South Asian 3

Diagnosis

Hodgkin lymphoma 2
Acute myeloid leukemia 10
Acute lymphoblastic leukemia 5
Non-Hodgkin lymphoma 1

HCT type

Allogeneic, HLA-matched unrelated donor 9
Allogeneic, sibling donor 3
Allogeneic, cord blood 3
Autologous 3

Living situation at study enrollment

Family of origin (parents and siblings) 10
Roommate(s) 1
Spouse/partner 5
Spouse/partner and family of origin 1
Extended family 1

Highest education at enrollment

Some high school 1
High school 2
Some college 9
Four-year college or more 6

Current school/employment

No school and unemployed 6
Student (full- or part-time) 5
Employed (full- or part-time) 6
Student and employed 1

Annual household income ($)

Do not know 5
19,999 or less 4
20,000–49,000 5
50,000–74,999 3
100,000 or more 1

Continued on the next page



MARCH 2018, VOL. 45 NO. 2  ONCOLOGY NURSING FORUM  151ONF.ONS.ORG

dimensions of categories. Using diagrams, memos, 
and mapping, the authors explored and tested rela-
tionships among major categories (Charmaz, 2014; 
Corbin & Strauss, 2015). This process continued until 
no new properties emerged, major theoretical catego-
ries were deemed robust, and saturation was reached 
(Charmaz, 2014). To enhance methodologic rigor, at 
least two members of the research team were engaged 
in analysis at each stage and met regularly to discuss 
and resolve issues. 

Findings
The 18 participants were, on average, 26 years old 
(range = 19.8–34.6 years) and 32.8 months (range = 8–60 
months) post-HCT at the time of the interview. See 
Table 1 for additional characteristics. Using emerging 
adulthood as a sensitizing concept (Blumer, 1954), 
or as a “[point] of departure for developing, rather 
than limiting, our ideas” (Charmaz, 2014, p. 31), the 
authors describe participants’ transition to self-care 
as a process within another broader process, the 
overall developmental stage of emerging adulthood. 
The presentation of results is focused on the inter-
play between these processes as they impact physical, 
social, and financial developmental domains. 

Lost Between Sick and Well
The post-HCT phase was a time of unexpected and 
lonely struggles during which participants felt lost 
somewhere between being sick and being well. This 
sample of survivors acknowledged being in remission 
from disease and described marked improvements in 
their health since the diagnostic and acute treatment 

periods. At the same time, most participants felt far 
from healthy, continued to spend significant time 
dealing with health issues, such as chronic graft-ver-
sus-host disease, and relied substantially on informal 
caregivers. Isolated from friends and social activities, 
participants equated this prolonged recovery period 
to “house arrest” and “prison,” with one elaborating 
by stating, “This is not the way I should be living.” 

Self-care after HCT was a transitional process 
between sickness and wellness that occurred within 
the broader developmental phase between adoles-
cence and adulthood. According to participants, 
independence and self-sufficiency were the major 
indicators of adulthood, but also inherent in health. 
As one participant stated, “Being healthy is just being 
able to function on your own.” Because participants 
associated health with self-sufficiency, the transition 
to self-care emerged as an important subprocess 
of an overarching developmental trajectory toward 
adulthood.

Most participants were in the early stages of 
emerging adulthood at cancer diagnosis. For example, 
some were finishing high school and headed to col-
lege, some were enrolled in college, and only two had 
graduated from college. Similarly, many were in inti-
mate relationships of varying levels of commitment, 
but only one was married. Participants explained how 
a cancer diagnosis halted—and at times reversed—
their developmental progress. One participant said, 

Going off to college, I was like, “No. I don’t want 
my parents. I don’t need to talk to them.” I wanted 
freedom. I wanted adulthood. And then, getting  
the cancer, obviously I was like, “I want my 
mommy.” 

For the emerging adults in this study, the notion of 
self-care was never removed from the developmental 
definition of independence. 

Physical–Spatial Setbacks
Progress toward self-care did not follow a linear tra-
jectory of steady improvement over time. Instead, 
most participants reported an unpredictable recov-
ery, punctuated with health-related setbacks, such 
as persistent issues or the emergence of late effects. 
Virtually all participants reported struggles with 
chronic health issues, including graft-versus-host 
disease, frequent infections, depression, anxiety, neu-
rocognitive impairment, and cardiac, endocrine, and 
musculoskeletal dysfunction. One participant, who 
was 2.5 years post-HCT, had recently fractured her 

TABLE 1. Sample Characteristics (N = 18) (Continued)

Characteristic n

Relationship status at enrollment

Not in a significant relationship 8
Significant relationship, not cohabitating 4
Living with spouse/partner 6

Marital status at diagnosis

Never married 17
Married 1

Marital status at enrollment

Never married 14
Married 4

HCT—hematopoietic cell transplantation; HLA—human leukocyte 
antigen
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arm after falling at home and was “relying on [family] 
mostly 100% of the time now.” Another participant 
described the physical weakness that resulted after a 
five-week hospitalization for pneumonia requiring an 
induced coma. About five years post-HCT, one partic-
ipant experienced avascular necrosis and underwent 
hip replacement. These unexpected, devastating 
digressions in their recovery directly contributed to 
feeling sicker and more dependent, creating physi-
cal barriers in their developmental progress toward 
independence.

Participants reported that an important aspect of 
independence related to personal space, as exempli-
fied by moving out and living away from one’s family 
of origin—a common milestone during emerging 
adulthood. In this sample, at diagnosis, 11 participants 
were living with at least one parent, 5 lived near a col-
lege campus (typically with roommates), 1 lived with 
a spouse, and 1 lived alone but was considering cohab-
itation with his girlfriend. In most cases, participants’ 
parents paid for rent and living expenses. Following 
diagnosis and treatment, four participants described 
the necessity of moving back in with their families of 
origin for support, some bringing an intimate partner 
with them. Two participants were cohabitating with 
intimate partners but also had parents staying with 
them daily. According to participants, living with par-
ents was helpful with respect to meal preparation, 
grocery shopping, housekeeping, and transportation, 
but involved trade-offs in control over their daily lives 
and the ability to make independent decisions.

Most participants accepted compromises in pri-
vacy during initial recovery related to their acute 
health needs. However, over time, the “hovering” of 
parents, the lack of alone time, and the infringement 
on personal space felt suffocating. One shared, “I was 
just getting frustrated with people being around me 
all the time. . . . I just felt like I was a child again.” 
Informal caregivers left for only brief periods, if at 
all, as one participant in her third year post-HCT 
described, “Probably like 30 minutes by myself, but 
they won’t leave me longer than that and they’re con-
stantly calling me when they’re gone.” This confined 
existence left these AYAs with nowhere to vent, and 
many remarked that their typical outlets for stress, 
such as basketball, paintball, the shooting range, or 
socializing at happy hour, were off-limits because 
of disease-related restrictions. Despite the desire to 
move out on their own, most participants admitted 
that they still needed considerable support on a daily 
basis and did not feel ready for that step. A participant 
who requested “a weekend of alone time” in a hotel 

room panicked when she needed to take her medica-
tions and “ruined the whole thing by calling my dad at 
like 10 p.m. and being like, ‘Can you come sleep with 
me in the hotel room?’” Once participants moved 
back in with their parents, it became difficult to jus-
tify moving out again, both financially and in terms of 
health and safety.

Social Setbacks
The intensity of HCT required that participants 
rely on informal caregivers for support, but these 
interactions disrupted the social tasks of emerging 
adulthood, such as separating from their parents and 
exploring their identity through peer relationships. 
Participants engaged in a push-pull dynamic between 
accepting help and trying to retain aspects of auton-
omy they had established before diagnosis. Although 
participants understood that caregiver support was 
crucial to recovery, they felt highly uncomfortable 
relying so much on others, and many spoke of inten-
tionally creating distance in their relationships. 

Participants described various reasons for this 
reluctance to depend on people in their lives. They 
explained how relying on parents required sacrific-
ing recent strides toward independence. However, 
they also admitted that parents offered more reli-
ability, commitment, and perspective than other 
relationships, and, therefore, they found themselves 
depending on them even when relationship chal-
lenges existed. One participant blamed herself when 
her illness forced her divorced parents to interact, 
whereas another described how pre-illness conflicts 
with her mother intensified. Others struggled to over-
come regressive behaviors once they needed less help. 
One participant explained how she reverted socially 
to her parents rather than friends when she resumed 
college.

On the other hand, entrusting caregiving respon-
sibilities to friends, roommates, or intimate partners 
placed high demands on non-familial, less-committed 
relationships. These relationships were generally 
new and lighthearted, whereas a cancer diagnosis 
was a serious intrusion. One participant explained 
this excessive burden on his girlfriend, a graduate 
student who, he estimated, was spending 75% of her 
time caregiving; another described the disconnect 
between his concerns and those of his friends. In peer 
relationships, dependence created an uncomfortable 
imbalance and vulnerability that most participants 
wanted to avoid; as one remarked, “It’s not rainbows 
and lollipops.” Participants worried about intimate 
partners leaving them or staying with them out of pity 



MARCH 2018, VOL. 45 NO. 2  ONCOLOGY NURSING FORUM  153ONF.ONS.ORG

or guilt. One participant offered her boyfriend an exit 
from the relationship, saying, “It’s okay if you want to 
break up with me. I totally understand. I don’t want 
to put any pressure on you.” In addition, peers were 
emerging adults themselves, and less able to provide 
financial support, insurance, or help in navigating the 
healthcare system. 

Cognizant of the benefits and drawbacks to 
depending on parents and peers, most participants 
ultimately relied on multiple caregivers. As one 
explained, “It was a group effort.” This allowed partic-
ipants to avoid relying totally on any single individual. 
Although these arrangements varied, participants 
depended on parents, relatives, intimate partners, 
and close friends in a collective fashion. One partic-
ipant explained, “I can turn to one or the other based 
on my own needs.” Parents often traveled from other 
states to help; they tended to be most involved before 
and during acute HCT, handling practical, medical, 
and financial tasks. Meanwhile, intimate partners, sib-
lings, close friends, and even a pet provided emotional 
support, distraction, and companionship, particularly 
in the post-HCT period.

Financial Setbacks
Financial independence is usually the final step in 
reaching adulthood. It was common for participants 
to have part-time jobs for spending money, but most 
relied financially on their parents to pay their living 
expenses before diagnosis and at the time of inter-
views. Participants perceived financial dependence on 
parents as normal for their age. One remarked, “I feel 
like I’m as independent now as anyone I know or as I 
would have been without my treatments.” Most par-
ticipants had expected financial support from parents 
during college, but the added burden of substantial 
medical expenses set their circumstances apart from 
peers.

Participants identified the financial aspects of 
treatment, particularly out-of-pocket expenses 
and health insurance, as setbacks in their ability to 
achieve independence. Maintaining adequate health 
insurance was a significant stressor for almost all 
participants. One participant pointed out that the 
insurance offered by her employment did not cover 
laboratory costs, stating, “If I had to pay for labs out 
of pocket, I would have no money. There’s not enough 
money in the world to pay for that many labs.” Many 
differentiated the “good” insurance of their parents’ 
plans from basic coverage. Moving forward with a 
chronic illness, participants believed that good insur-
ance was necessary for survival. They also connected 

the financial hardship of HCT to their life stage, 
explaining how the long-term consequences would 
impact their financial futures. One participant elabo-
rated about how a cancer experience during emerging 
adulthood could result in financial ruin. 

Key quotations that help to illustrate the health- 
related setbacks that are barriers to independence can 
be found in Figure 2.

Discussion
The authors found that the transition to self-care 
after HCT among this sample of emerging adults 
was deeply connected to broader developmental pro-
cesses. Persistent health needs after HCT resulted in 
physical, social, and financial setbacks that were per-
ceived as threats to independence and self-sufficiency.  
These setbacks disrupted participants’ journey toward 
health and self-care, as well as the overarching devel-
opmental trajectory toward adulthood. 

Emerging adults typically leave home and develop 
social connections outside of their family of origin 
(Arnett, 2014). Relationships with peers provide feel-
ings of intimacy through support, companionship, 
and social activities, but often are carefree and explor-
atory in nature. For most participants, the intensity of 
HCT demanded that they remain or return to living 
with parents, contributing to feelings of extreme 
social isolation. Participants tended to grow closer to 
parents while struggling to connect with peers. The 
dynamics of caregiving after HCT have been fairly 
well-documented for younger and older groups. The 
pediatric literature has focused on parental caregiv-
ers (Forinder, Claesson, Szybek, & Lindahl Norberg, 
2015; Lindahl Norberg, Mellgren, Winiarski, & 
Forinder, 2014; Rodday et al., 2012; Virtue et al., 2014); 
meanwhile, adult studies have reported on spousal 
caregivers (Cooke, Grant, Eldredge, Maziarz, & Nail, 
2011; Langer, Yi, Storer, & Syrjala, 2010; Meehan et al., 
2006; Sabo, McLeod, & Couban, 2013; Wilson, Eilers, 
Heermann, & Million, 2009). The current findings sug-
gest that the strongly dyadic relationship portrayed in 
the pediatric and adult HCT research may not reflect 
the unique caregiving configurations of young adults. 
In contrast, the current sample saw dependence on 
caregivers as a threat to autonomy and tended to rely 
on multiple caregivers rather than any single person. 

Although participants perceived financial depen-
dence on parents as normal for their age, they 
expressed serious concerns about their future financial 
well-being. Young adults are particularly vulnerable to 
cancer-related financial toxicity, which is associated 
with adverse medical and psychosocial outcomes 
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FIGURE 2. Health-Related Setbacks as Barriers to Independence: Key Quotations

Physical–Spatial Setbacks
Emergence of late effects

ɐɐ “I started getting better, but then I started having side 
effects. Like, now I have avascular necrosis. And so 
it kind of started with like one shoulder, and then it 
started going to the other shoulder. And then it’s like I 
started feeling it on my ankles and then on the hips. And 
so I think I was able to kind of be independent for a little 
while, and then it changed. It’s like, ‘Oh, now I’m going 
through this, and now I need this, and now I’m going 
through this.’ So, even now, I feel like I’m a lot better, but 
[my mom] still helps me like carrying stuff, like carrying 
groceries and doing the laundry. I just barely did my first 
load of laundry two weeks ago.”

Lack of personal space
ɐɐ “I’m not as dependent on [my parents] as when they 

had to feed me and change my diaper. But I still feel de-
pendent on them, because I live with them. And they’re 
pretty much providing everything right now. . . . Anything 
that I need, it has to go through them.”

Social Setbacks
Distance in relationships

ɐɐ “With my boyfriend, and my parents, and my friends, 
I try to keep all of my relationships kind of at an arm’s 
length. . . . Because I’ve had my plans and my dreams 
kind of taken from me. And that builds up walls.”

Exacerbation of pre-illness conflicts
ɐɐ “The problem, of course, is that [my divorced parents] 

had to be together in a room with me. . . . Unfortunately, 
it’s just a really pressured situation. You know, their only 
child is sick. . . . I think they tried very hard, but they’re 
human too.”

ɐɐ “It wasn’t like we bonded over this tragic thing. It was 
more like the problems that were conflicting, were con-
flicting on top of this cancer. . . . I think the severity of it 
got worse, because the tensions were higher.”

Regressive behaviors with parents
ɐɐ “I am feeling better. I don’t have the same dependency 

on my parents. However, we do seem to be locked into 
a pattern almost. So, I do need to just learn who I am 
again, so that I am not always acting like a young child 
in front of them. You know, it’s easy to revert to that. . . . 
But I’m not in that anymore. That’s not my age, and now 
I’m not a cancer person either. So, it’s just hard to figure 
out what our dynamics are now.”

ɐɐ “Because of the whole dependency thing and the iso-
lation thing, [my parents] were my main social contact. 
So, afterwards, with the college thing, I know I called 
them several times a day. And I know that my friends 
actually complained. They were like, ‘You never tell us 
anything. You only talk to your parents.’”

Excessive burden on non-familial, less committed  
relationships

ɐɐ “For a caregiver to feel like, ‘Well, this is my obligation. 
And I need to do this. And I need to do it well. And if 
he gets sick, or if there’s something that isn’t sterile 
at home, or if I’m not quick enough to make a meal, or 
take care of his needs, he’s going to get sick and it’s my 
fault.’ There’s that level of stress!”

ɐɐ “[My girlfriend] called me, talking about how her and her 
best friend were fighting. I was sitting there, nauseated, 
getting platelets through an IV. And I was like, ‘Do you 
realize how insignificant your little argument with your 
friend is?’”

Reliance on multiple caregivers
ɐɐ “Usually, when you’re married, you always think your 

husband is going to be the one that’s going to take care 
of you and be that one. But, for me, it wasn’t like that. 
It was like, OK, my mom understands me more. . . . My 
husband, I felt more like he was just there to love and 
just cheer me up, but he couldn’t be there to help me get 
through it physically.”

Financial Setbacks
Norm of financial dependence

ɐɐ “My financial situation. That’s a really big stress on 
my mind. . . . Most people my age want to become 
independent, you know? Want to start moving on. Like, 
college tuition stuff, I was expecting . . . I was expecting 
[my parents] to help pay for that. That’s, like, every 
student. They’re going to have student debt. That wasn’t 
something I was super worried about. Because a lot of 
people have gotten through that. But my [hospital] bill 
was like for up to $40,000 or something, which is huge. 
And we’re like, ‘We can’t pay for that.’ It just felt really 
hard to see my parents need to pay this much money 
just to have me get better.”

Need for “good” insurance
ɐɐ “If it wasn’t for Obamacare, I wouldn’t have been cov-

ered under my parents’ insurance. I would be bankrupt 
or dead, or bankrupt and dead. It’s terrifying to think 
about, looking back, that’s like one of the scarier things. 
How narrowly I missed that total catastrophe of not 
being covered. Not having money. Ruining my really 
good credit at 25. I had great credit. And having that be 
on my record for, like, the critical part of your life. When 
you’re buying a car. Wanting to buy a house. Wanting to 
open a credit card. Like you’re 20s into your 30s, this is 
the time you’re building your financial representation. 
You need to have that to be able to, I guess, achieve the 
American dream or whatever. And it would have been a 
really big impediment to me being able to achieve that 
eventually, if I had the bankruptcy on my records.” 
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(Landwehr, Watson, Macpherson, Novak, & Johnson, 
2016). Cancer during this life stage can threaten 
future employability, potential earnings, career 
development, and access to health insurance (Guy 
et al., 2014). In addition to high out-of-pocket costs, 
emerging adults with cancer face increased risk for 
bankruptcy (Ramsey et al., 2013) and are more likely 
to forego medical care related to cost when compared 
to older groups or age-matched peers (Kirchhoff, 
Lyles, Fluchel, Wright, & Leisenring, 2012; Weaver, 
Rowland, Bellizzi, & Aziz, 2010). 

Much of this financial vulnerability can be 
attributed to the instability of health insurance oppor-
tunities in the U.S., particularly for individuals who are 
not employed and have a preexisting condition. Among 
AYAs with cancer, lack of insurance has been linked 
to delays in diagnosis (Martin et al., 2007), delays in 
receiving treatment (Burg et al., 2010), and decreased 
survival (Kent, Sender, Largent, & Anton-Culver, 
2009). Prior to the passage of the Patient Protection 
and Affordable Care Act (ACA), young adults were the 
most underinsured age group and about two of five 
young adults were without health insurance (Collins, 
Robertson, Garber, & Doty, 2012). Recently, the ACA 
has enhanced opportunities for 5.7 million young 
adults to obtain health coverage through a consumer- 
based marketplace, expanding state Medicaid, prohib-
iting the denial of coverage for preexisting conditions, 
and extending eligibility of children on parental plans 
until age 26 (Guy et al., 2014; Landwehr et al., 2016). 
Consistent with preliminary evaluations of this policy, 
the findings suggest that the dependent care pro-
vision of the ACA was critical to accessing adequate 
insurance for emerging adults with cancer (Parsons, 
Schmidt, Tenner, Bang, & Keegan, 2016). Of note, 
the study coincided with the aftermath of the 2008 
economic recession, which may have influenced the 
findings. Nevertheless, the tenuous position of the 
ACA in the current political climate has serious impli-
cations for young adults across the cancer continuum 
(Obama, 2017).

Implications for Nursing
The current findings have implications for clinical 
practice, future research, and policy. Health-related 
setbacks after HCT are common (Bhatia, 2014; Luskin, 
Banerjee, Del Percio, & Loren, 2015). It is critical for 
nurses and other clinicians to recognize that these 
setbacks can result in significant and prolonged 
developmental disruptions for emerging adults by 
threatening progress toward independence and suc-
cessful attainment of adulthood. Nurses in a variety of 

settings may have contact with young adult survivors 
of HCT. In these interactions, an important aspect of 
patient-centered care may be prioritizing opportunities 
for independence when developing goals and care plans, 
such as advising on appropriate periods of alone time. 
A key finding from this study was participants’ reliance 
on multiple informal caregivers rather than single indi-
viduals. Recognizing that these caregiver arrangements 
may change over time as the young adult’s life cir-
cumstances evolve is necessary. Healthcare providers 
should also routinely screen for distress and assess for 
dysfunction in these relationships. 

Young adults face significant financial hardship after 
HCT. In accordance with the National Comprehensive 
Cancer Network’s guidelines (Coccia et al., 2012), 
financial counseling is considered an essential compo-
nent of AYA cancer care to address immediate medical 
expenses, avoid medical debt and bankruptcy, and pre-
pare financially for the future. Financial counselors 
can function as part of an interprofessional AYA oncol-
ogy team; in settings without specific AYA services, 
nurses and other providers should be able to initiate 
financial discussions with young adult patients and 
connect them to resources. For example, nurses can 
refer patients to websites such as Critical Mass Mission 
Control, a searchable, continuously updated database 
for young adults with cancer, to identify a wide range of 
local and national resources (https://criticalmass.org). 
Future research should focus on the development of 
interventions tailored to the needs of emerging adults 
to improve management of long-term and late effects 
and reduce the impact of these often unavoidable set-
backs. In addition, longitudinal research is needed to 
track financial outcomes of young adult survivors and 
identify protective and risk factors. On a macro level, 
policies that ensure access to adequate and affordable 
health insurance and minimize the immense finan-
cial burden of cancer on AYA survivors should be 
prioritized.

KNOWLEDGE TRANSLATION
ɐɐ Health-related setbacks after hematopoietic cell transplantation 

(HCT) are common and may hinder emerging adults’ ability to live 

independently. 

ɐɐ Emerging adults often rely on multiple informal caregivers rather 

than single individuals after HCT. 
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term financial hardship, which can result in adverse medical and 
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Limitations 
Although this study is among the first to explore the 
experiences of AYAs after HCT, several limitations 
exist. The generalizability of the study results to the 
larger population of AYAs after HCT is limited given 
the qualitative study design, purposive sampling tech-
nique, small sample size, the inclusion of participants 
who were less than one year post-HCT, and the fact 
that all participants had survived and were currently 
in remission. In addition, the findings are limited to 
the experiences of AYAs treated at a single, special-
ized institution.

Conclusion
The interest in AYAs with cancer has increased, but 
major gaps in current research and clinical knowledge 
remain (Nass et al., 2015; Smith et al., 2016). In this arti-
cle, the lens of emerging adulthood provided insight 
into the broader developmental impact of the cancer 
experience. Taking care of oneself—physically, socially, 
and financially—is at the crux of the definition of adult-
hood. However, young people requiring HCT during 
the transition to adulthood face substantial challenges 
in achieving this important developmental milestone. 
Better understanding of the consequences of health-re-
lated setbacks will help nurses and other clinicians 
support transition to self-care and enhance overall 
development among emerging adult HCT survivors.
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