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Original Article 

Adolescent Survivors of Childhood Cancer and Their 
Perspectives of the Transition to Early Survivorship: 

An Exploratory Qualitative Investigation 

Alana D. Lopez, PhD,1 Kathy L. Brad ley-Kiug, PhD,2 Gwendolyn P. Quinn, PhD? Laurie J. Reitsema, PhD,4 

Kathy Ruble, RN, CPNP, PhD,5 and Keith J. Slifer, PhD 6 

Purpose: To examine the perspectives of adolescent survivors of childhood cancer during the transition to early 
survivorship. 
Methods: An exploratory, retrospective qualitative study using a multiple case study research design was 
conducted with eight adolescent survivors of childhood cancer between the ages of 14 and 17 years old. 
Adolescents who participated in the study were off treatment for a minimum of 6 months and a maximum of 
5 years. Participants completed a demographic questionnaire, a semi-structured individual interview, and a 
follow-up meeting. Data were analyzed using a template organizing style, immersion/crystallization approach, 
and cross-case analysis strategies within the context of a pediatric oncology transition conceptual framework. 
Results: Adolescent survivors perceived that their lives changed after treatment completion, but they did not 
define this time as a " transition." They identified re-engagement in activities and improvement in or absence of 
negative residual effects of treatment as indicators of returning to normalcy. Presence of residual effects 
restricted adolescents' participation in desired activities and reminded them that the impact of cancer and 
treatment extended beyond treatment completion. Adolescents varied in their perceived need for transition care. 
Conclusion: Adolescents have a unique perspective regarding the transition to early survivorship, providing 
support for distinguishing them as a distinct subgroup of cancer survivors. 

Keywords: transition, transition care, early survivorship, qualitative methods 

A NEED IDENTIFIED IN TH E RESEA RCH lite rature includes 
the effective delivery of transition care for adolescent 

survivors of childhood cancer. 1 Transition care and planning 
has been recognized as an important process for these sur
vivors, as it can facilitate a successful shift from one phase of 
care to another, help reduce feelings of uncertainty and 
anxiety, and promote positive long-term outcomes.1

•
2 The 

transition to early survivorship has been defined as the time 
since treatment completion to the first few years off therapy. 3 

To date, few studies have investigated this transition pe
riod among adolescent cancer survivors. A qualitative pi lot 
study using focus groups investigated the experiences during 
the transition to early survivorship of adolescent cancer 
survivors aged 14-18 years old who were 1- 5 years post-

1Cleveland Clinic Chi ldren's, Cleveland , Ohio. 
2University of South Florida, Tampa, F lorida. 
3Moffitt Cancer Center, Tampa, Florida. 
4 University of Georgia, Athens, Georgia. 
5Johns Hopkins University, Baltimore, Maryland. 
6Kennedy Krieger Institute, Baltimore, Maryland. 

treatment completion, as well as their parents and community
based primary care physicians? Findings indicated adolescent 
survivors were in limbo as they attempted to regain a sense of 
normalcy and reintegrate into the school setting with peers. 
Adolescents and parents also perceived a lack of information 
about the transition process and expressed interest in receiving 
information about late effects and options to access psycho
social support. Adolescents generally had little knowledge of 
late effects and believed primary care physicians had limited 
knowledge of such information? Another exploratory study 
investigated the identity development of 12 adolescent and 
young adult cancer survivors 12- 20 years old and their per
ceptions of their physical and mental health during the early 
survivorship period.4 Findings revealed survivors recognized 
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that their identity development was significantly impacted by 
the cancer experience. Adolescent and young adult survivors 
straddled the line between cancer patient and survivor, often 
feeling uncertain about their identity, which was further 
complicated by daily reminders of cancer and adjustment 
difficulties.4 

Although these studies reveal adolescent and young adult 
cancer survivors face unique challenges associated with early 
survivorship, there is limited research regarding this transi
tion /eriod compared to other phases of the cancer continu
um. Additionally, there is often no clear distinction between 
completion of treatment and transition to early survivorship; 
therefore, it is difficult to acquire an understanding of the 
transition process itself and distinguish its key features. 
Further, there has been limited attention given to identifying 
transition care needs and perceived support that would make 
this transition successful. 

Schumacher and Meleis6 presented a framework for con
ceptualizing transitions based on a review of nursing litera
ture. Wilkins and Woodgate7 maintained the key attributes of 
transition but tailored content to reflect the transition expe
riences of siblings of pediatric cancer patients. Antecedents 
are conceptualized as events that initiate a transition process, 
which can be categorized as health-illness, developmental, or 
situationai.6

·
8 Key attributes that define a transition include 

process, movement, disequilibrium, change, and individual 
perception. Further, the framework includes process and 
outcome indicators and consequences associated with heal
thy and unhealthy transitions (Fig. I ). 

For the purposes of the current study, the key attributes of 
transition presented in the Wilkins and Woodgate7 framework 
were retained and applied to the current study as specified 
below. The health-illness antecedent event initiating the tran-

.<\nttcecl ents . Hcnlth-illncS$ "vents (e.g., dingno~is of childhood cancer) . D<:velopmcntal events (e.g .. biological changes of ado lescence) . Situational e\•elll~ (e.g., disturbances in t~~mi ly rotilines) 

~ 
AUributeS . ['I'Q()esg . Movement . Disequilibriwu . Individual Perce pi ion 

~ ~ 
Coii.sequ~n<es orHealtby Coiisequen~eS or Unhe-~lthy 

TrnnsUioos Tnmsiiions . Process indicators (e.g .. family . Process indicators (e.g., loss o f 
cohes ion as evidenced by companionship with ill sibling) 
spending iime wiih family) . Outcome indicators (e.g., high . Outcome indicators (e.g., fewer anxiety) 
behavior problc!ns) 

FIG. 1. Illustration of conceptual framework for siblings 
of children with cancer. From Wilkins KL, Woodgate RL. 
Transition: a conceptual analysis in the context of siblings of 
children with cancer. J Pediatr Nurs. 2006;21(4):256-65. 
Reprinted with permission from Elsevier, Inc. 
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sition to early survivorship was the completion of treatment. We 
conceptualized that adolescent cancer survivors would simul
taneously undergo transitions triggered by developmental an
tecedent events. 

The purpose of this study was to conduct an exploratory, 
retrospective qualitative investigation to gain an in-depth 
understanding of adolescent cancer survivors' individual 
perceptions and the meanings they assigned to the transition 
to early survivorship. Another goal of the study was to learn 
about the sta te of disequilibrium, or feelings that make an 
individual feel unbalanced or outside of their "comfort 
zone," changes made or experienced by the adolescent in 
response to the state of disequilibrium, and what support and/ 
or services promoted a healthy transition process. Our spe
cific research questions were: 

1. How do adolescent survivors of childhood cancer 
perceive the transition to early survivorship? 

2. What are the challenges faced by adolescent survivors 
of childhood cancer during the transition to early 
survivorship? 

3. What are the beliefs of adolescent survivors of child
hood cancer about the support and/or services that 
were or would be beneficial during the transition to 
early survivorship? 

Methods 

Procedure and participants 

Three experts from separate academic or medical institu
tions knowledgeable in pediatric oncology, qualitative 
methodology, and cancer survivorship reviewed screening 
and demographic questionnaires and the interview guide. A 
pilot study was conducted with three adolescent cancer sur
vivors to assess the utility of the semi-structured interview 
guide and the interview process. Based on the results of the 
pilot study, revisions were made to the interview guide, in
cluding re-ordering and adding questions. The results of the 
pilot study were used for refining methodology and not for 
data analysis. 

Partic ipants were recruited using purposeful and criterion 
sampling from a pediatric oncology outpatient clinic at an 
urban hospital in the Mid-Atlantic region United States. Due 
to the limited number of participants enrolled at this site, 
additional participants were recruited at a non-profit cancer 
organization in the Midwest United States that provides free 
support, education, and programming for individuals and 
families impacted by cancer. 

Inclusion criteria included: 12-17 years old at the time of 
the study, diagnosis of cancer other than brain tumor received 
during childhood at age :2:: 5 years old, off treatment for a 
minimum of 6 months and a maximum of 5 years, cancer in 
remission, no history of relapse, currently attending school in 
the community, and English as a first language. Individuals 
diagnosed with a brain tumor were excluded given the se
quelae associated with their cancer and treatment. Adoles
cents diagnosed prior to 5 years of age were excluded due to 
concerns these individuals would be unable to accurately 
recall and reflect on their experiences.2 

Recruitment methods included phone contact and flyer 
distribution. Flyers asked respondents to contact the principal 
investigator (ADL) directly if they were interested in study 
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participation. The PI called each potential partic ipant and 
administered the screening questionnaire to verify inclusion 
crite ria. All participants were informed that the study con
sisted of a face-to-face, semi-structured individual interview 
and follow-up meeting by phone or in-person. Interviews 
were scheduled based on participants' day, time, and location 
preferences. Written consent and assent were obta ined prior 
to the interview. Participating institutional review boards 
approved this study. Figures 2 and 3 provide de tailed in
formati on on recruitment and attrition at the pediatric on
cology outpatient cl inic and non-profit cancer organization, 
respectively. 

Measures 

Demographic questionnaire. Participants completed a 
demographic questionnaire after the interview. It elic ited 
commonly reported information, including gender, ethnicity, 
education level, diagnosis, and type(s) of treatment received. 

I Initnll)' met study <riteri• l 
n ~ 13 

I 

I I 
Administered scrcl!ner 

Unable to be contacted questionnaire 1o verify 
n II eligibility 

n - ~ 

I 
E•trollcd and COllSCnted 

n • 2 

I 
Completed study 

n • 2 

FIG. 3. Recruitment and attrition at non-profi t cancer or
ganization. 

Rolapsed I I Completed stndy 

n • 2 I I n • 6 

Interview guide. A semi-structured, open-ended interv iew 
guide was used to conduct the initial interviews. The guide 
included the following components: research questions, 
leadoff questions, and probes. Questions were based on the 
conceptual framework, three research questions, and purpose 
of the study (Table ! ).Interviews ranged from 38- 96 minutes. 

Foll ow-up meeting. Partic ipants comple ted individual 
follow-up meetings by phone or in-person approximately 
1 month after their interv iew. Participants were mailed or 
emailed a summary of their interview in advance. Member 
checkin g, or respondent verification, was conducted, and 
participants were asked if the interview summaries accu
rately represented their experiences. Participants were asked 
additional questions and given the opportunity to provide 
comments and clarify their interview summaries. Follow-up 
meetings aranged from 10- 38 minutes. 

Data analysis 

This study utilized an exploratory qualitative methodology 
using a multiple case study research design. Data from the 
questionnaires, transcribed interv iews, and follow-up meetings 
were analyzed using a template organizing style (codebook 
development), immersion/crystal lization (1/C) approach, and 
cross-case analysis strategies.9-

11 The PI conducted all inter
views and follow-up meetings for consistency purposes. Data 
were prepared for analysis, transcribed verbatim by an inde
pendent party, and reviewed by the PI to ensure accuracy. Two 
members of the research team (ADL and LJR) independently 
read two randomly selected interview transcripts, assigned 
codes that best captured the meaning of text se§ments, and 
developed a preliminary code list and codebook. 1 

· '
2 Another 

randomly selected transcript was j ointly coded to ensure mu
tual understanding of the codes. Operational definitions were 
created for each code, and the fi ve remaining transcripts were 
independently coded using the codebook. Inter-rater reliability 
was calculated for the remaining interview transcripts and 
ranged from 80% to 90%.12 A case report worksheet was 
completed for each participant to summarize information and 
to examine whether data converged and triangulation 



ADOLESCENT TRANSITION TO EARL V SURVIVORSHIP 133 

TABLE I. S EMl - STRUCTURED INTERVIEW G u iDE Q uESTIONS 

Research question addressed 

Experiences and challenges 
associated with the transi
tion to early survivorship 
(research questions I and 
2) 

Supports/services to improve 
the transition to early sur
vivorship (research ques
tion 3) 

Lead-off question 

Describe for me what it was 
like when you finished 
treatment. 

Tell me what it was like for 
you when you finished 
treatment and had to go 
back to your everyday life. 

What kinds of things do you 
think would have helped 
you get back to your 
everyday life? 

occurred. The 1/C process was then used to review the indi
vidual case study reports, identify and "crystallize" themes, 
and establish relationships among themes relative to the con
ceptual fra mework and research questions. Finally, a cross
case analysis was conducted to explore commonalities and 
differences among participants and to formulate overarching 
findings about the transition to early survivorship. 11 De
scriptive statistics were obtained. 

Probes 

(a) Describe your last visit for treatment at the hospital. 
• What did you feel like? 
• What did your mother/father/sibling say or do? 

(b) What was it like to hear the doctor say you were all 
done with treatment? 

(c) What was the best part of being finished with cancer 
treatment? 

(d) What was the worst part of being finished with cancer 
treatment? 

(e) Tell me a story about something that happened to you 
that would explain how you felt during treatment (or 
describe who you were). 
• Now tell me a story about you that would explain 

how you felt after treatment (or would describe 
who you are). 

(a) What things changed for you during this time? 
• What was it like at home with your parents 

(mother, father, or other caregiver) 
• What was it like with your brothers/sisters? 
• What was it like with your friends? 
• Were you able to return to doing activities that you 

couldn ' t do when you received treatment? What 
activities did you do? 

• What kinds of things were you not able to do? 
• What kinds of things did you want to do but 

couldn ' t? 
• How did you feel (or what emotions did you have) 

after treatment was completed and you returned to 
your everyday life? 

• When did you start thinking about what would 
happen after treatment? 

• How would you describe this time? 
(b) Did you have to deal with side effects of cancer 

treatment? Describe how your body felt (or how 
you felt physically). 

• Did (insert side effect/problem; for example: being 
tired all the time) make it hard to (insert corre
sponding item; for example: get through the day)? 

• Give me an example of a day like this. 
• What would happen? 
• How did you get through the day? 

(c) Did your physical appearance change? If so, what 
changed? 

• How did your friends/family react? 
• Describe what you felt like having to deal with 

these changes. 
(a) What kind of help/support do you think would have 

helped other kids your age after they fini shed 
treatment? 

(b) Did you receive any help like this during or after you 
finished treatment? If yes, tell me about it. Who 
helped you? What kind of help? How did you cope (or 
what was your strategy) for getting through this time? 

Results 

Demographic characteristics are reported in Table 2. The 
sample consisted of five male and three female adolescent 
survivors of childhood cancer with an average age of 16 years 
old (standard devia tion [SD] = 1.13; range: 14- 17). All par
tic ipants were from Caucasian, non-Hispanic backgrounds. 
Five were diagnosed with leukemia and the remaining 
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T ABLE 2 . D EMOGRAPHIC C HARACTERISTICS 
OF TH E P ARTICIPANTS (N= 8) 

Variable 

Gender 
Female 
Male 

Race/ethnicity 
Caucasian, non-Hispanic 

Mean age (years) 
At diagnosis 
At treatment completion 
At time of study 

Current grade in school 
Ninth 
Tenth 
Eleventh 
Twelfth 

Diagnosis 
Acute lymphoblastic leukemia 
Acute myeloid leukemia 
Burkitt lymphoma 
Hodgkin lymphoma 

Treatment 
Chemotherapy only 
Chemotherapy and radiation 
Chemotherapy and bone 

marrow transplant 

N (o/o) 

3 (37.5) 
5 (62.5) 

8 (100) 

12.9 (range: 9-15) 
14.0 (range: 12-16) 
16.1 (range: 14- 17) 

I ( 12.5) 
3 (37 .5) 
1 ( 12.5) 
3 (37.5) 

3 (37.5) 
2 (25.0) 
I ( 12.5) 
2 (25.0) 

4 (50.0) 
3 (37.5) 
1 ( 12.5) 

Time since treatment completion (years) 
1- 1.5 2 (25.0) 

I ( 12.5) 
I ( 12.5) 
4 (50.0) 

1.6-2 
2.1- 2.5 
2.6-3 

School placement during treatment 
Homebound only 1 (12.5) 
Community only 3 (37.5) 
Homebound and community I ( 12.5) 
Other combination a 3 (37 .5) 

School placement after treatment comple tion 
Community only 7 (87.5) 
Homebound and community 1 (12.5) 

Current school placement 
Community only 8 (100) 

"Combination of community, hospital, homebound, and internet. 

participants were diagnosed with lymphoma, with an overall 
mean age at diagnosis of nearly 13 years old (SD= 1.81; 
range: 9-15). Their mean age at treatment completion was 14 
years old (SD = 1.69; range: 12-16), and half of the adoles
cents were be tween 2.5 and 3 years post-treatment comple
tion. At the time of the study, all of the participants attended 
high school and were in grades 9-12. The participants had 
varied educational experiences during treatment and early 
survivorship. These placements were primarily dic ta ted by a 
combination of fac tors, including type of cancer diagnosis, 
treatment regimen, treatment side effects, medical team 
recommendations, and family preferences. 

The themes related to each research question fe ll into three 
categories: perceptions of early survivorship, perceived 
challenges associated with early survivorship, and beneficial 
support/services during early survivorship. A total of eight 
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themes were identi fied (Table 3). The following terms are 
used to communicate how many adolescents endorsed a 
particular theme: " few" (1-2), "some" (3-4), " many" (5-6), 
and " majority" (7-8). 

Category 1: Perceptions of early survivorship 

It's not a trans ition , let's get back to normal. The majority 
of adolescents indicated the word "transition" was not ap
plicable as it represented a more significant change then what 
actually happened in their lives. A few participants suggested 
that a "transition" would be more akin to transferring from 
middle school to high school. Adolescents described this shift 
to early survivorship in a variety of ways, including: "closing 
a chapter and moving on," " moving on to the next stage," 
"stepping back into the story or page of a book," and 
"continua tion of the journey ." The majority of adolescents 
focused on the concre te goals of finishing treatment, moving 
on with life, and returning to normalcy . 

My approach to life after treatment. The majority of ad
olescents in the study did not engage in a tremendous amount 
of forethought or planning about what life would be like after 
they completed treatment. They handled things as they came 
and did not necessarily think about their approach to returning 
to normalcy. The majority of adolescents tended to focus on 
more tangible events, such as treatment completion, before 
shifting their focus to the future and life after treatment. 

Signs that I'm making my way back to normal. The im
provement or absence of treatment residuals and re-engagement 
in ac tivities and roles served as signs, or indicators, that life 
was getting back to normal for the majority of adolescents. 
Adolescents reported improvements in and/or absence of 
treatment residuals, such as decreased frequency and length 
of follow-up appointments, lessening or disappearance of 
treatment side effects, and central line removal. They also 
described activity-based signs that life was getting back to 
normal, such as attending school on a more regular basis, re-
establishing social relationships and roles, returning to previous 
academic performance, and participating in extracurricular 
activities. There were individual differences in the types of 
signs reported, which were influenced by adolescents' personal 
interests, motivations, and cancer history/treatment. 

Feeling more comfortable with time. All of the adoles
cents reported feeling more physically and emotionally 
comfortable as time since treatment completion increased, 
which facilita ted meaningful movement through the early 
survivorship phase. They described feeling increasingly 
comfortable over time as they were able to re-engage in fa
miliar activities, observe improvements in their physical 
appearance, develop insight about their physical status, and 
realize that follow-up appointments were becoming less 
frequent and stressful. This growing awareness developed at 
different points for these adolescents . 

Category 2: Perceived challenges associated 
with early survivorship 

Signs that life is not back to normal just yet. Although 
ending treatment signified an important accomplishment, the 
majority of adolescents were challenged to juggle a complex 
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TABLE 3. THEMES ASSOCIATED WITH ADOLESCENTS' TRANSITION TO EARLY SURVIVORSHIP 

Theme 

It's not a transition, let 's 
get back to normal 

My approach to life after 
treatment 

Signs that I'm making my 
way back to normal 

Feeling more comfortable 
with time 

Signs that li fe is not back 
to normal just yet 

It is not the foc us of life, 
but the idea of relapse is 
there 

My need for support and/ 
or services 

What my healthcare team 
told me 

Example quote 

It wasn' t transition because it was kind of like the same thing I had been doing before and 
so I didn' t feel like I had to transition back into my life. I feel like that would be weird. 
And so ... it was just kind of like stepping back into ... the story for a little bit. .. like 
stepping back into like the page of a book or something. 

I think urn it was probably the majority of just taking it as it comes really. I think that 
describes me better. I mean I thought about it a little bit. But I mean I don' t know it 
wasn't on my mind too much. I thought a lot about the day that I would get out. I 
thought about that day and that was always sort of ... I'd focus on that. But I mean I had 
never really thought too far past that and stuff. So I mean it was just a lot of you know 
taking it as it comes and stuff like that. 

I was so excited. I was like, " Yes, I can finally like walk down to my friend's house and 
like see her." Like 'cause I used to like live there and I then like I had, like every day 
after school we'd like go over there and do homework together. And so it was nice to be 
able to go back to them. Like we studied for finals together and things like that like we 
used to. And so it was I don' t know it was like a big sigh of relief I guess .. . 

Now I think now it has been a year I' m more able to have that time in between to realize 
this still happens in real life, people still get tired, that doesn ' t mean that something is 
going wrong and things like that. 

I know I still missed a lot because although I was finished urn like the treatments and stuff 
I still had to go for like PET scans and CT scans and a ll like the other tests after that and 
I was still like tired and stuff. So I still missed a lot of days like I never really got into a 
routine of going back to school like every single day for like a week straight. 

It's a lways . .. I wouldn ' t say it's a big worry or anything but sometimes thinking of what 
your symptoms were beforehand and if you start you know if you' re just tired even 
though you know it's for a different reason you start thinking about that or something. 

I didn't want to hear those ... um I guess I don' t want to know like that I'm more likely to 
get this kind of cancer, I'm more likely to get that. I'd rather just live happily now and 
not have to think about like those things they would say. I guess that's why ... yeah, they 
would just probably cause me to worry. Yeah, but I never wanted to hear like any side 
effects or any of that kind of stuff. 

There were a couple doctors, and I think this is part of being a doctor for some people is 
they try to sugar coat things a little too much. And he [the doctor] I mean I remember 
talking to him and he gave it to me straight really and he said listen, " Yeah this could 
happen," urn he said, " We don't I mean doctors in general we don' t like to give a 
number urn because it's just a number. I mean we could say one in a million and you 
could be that one. So the number really doesn't do a whole lot. It is just a number and 
doesn't mean anything." And he was honest he said, " I mean yeah there's a chance this 
comes back, we've seen it before, urn but on the flip side there's also a chance that it 
doesn't. That is the better chance right now." 

combination of physical limitations and continued disruption 
in their daily lives. They expressed awareness that their 
j ourney was not over, as many reported coping with residual 
effects of treatment, such as compromised immune function; 
decreased energy, endurance, and stamina; presence of cen
tral line; follow-up medical appointments/procedures; and 
continued treatment side effects. The majority of adolescents 
experienced some type of activity restriction. Although these 
restrictions were not permanent for these adolescents, their 
presence required them to adapt and seek out alternative or 
modified activities. 

peers who have survived, and avoiding cancer-related infor
mation that might induce anxiety. Thoughts and concerns 
associated with potential relapse tended to be greater at the 
time of treatment completion and lessened over time. 

Category 3: Beneficial support and services 
during early survivorship 

My need for s upport and/or services . Adolescents varied 
in their perceived need for support during the early survivorship 
period. Some adolescents welcomed the support they received 
and thought it was helpful and adequate, whereas others did not 
perceive a great need for support and preferred to proceed 
independently . A few adolescents mentioned they were not 
interested in hearing information about potential late effects, as 
it would have created unnecessary anxiety or suggested survi
vorship was a " big deal." None of the adolescents voiced 
concerns they did not receive adequate information or support 
from their healthcare team. 

It is not the focus of life , but the idea of relapse is there. 
Adolescents expressed a variety of concerns related to re lapse, 
such as receiving unfavorable scan/test results, fearing that 
symptoms post-treatment may be a sign of relapse, and having 
to repeat treatment. Some adolescents adopted coping strate
gies, including avoiding excessive thoughts of relapse, citing 
positive information from their medical team or examples of 
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What my healthcare team told me. The majority of ad
olescents indicated information rela ted to early survivorship 
was conveyed to them verbally and, in one case, with printed 
materials. Some of this information was perceived as useful, 
while others deemed it unnecessary or unwanted. Physicians, 
nurses, and child life specia lists were identi fied as those who 
provided information. Discussions pertained to a variety of 
topics, including physical capabilities/limitations to be aware 
of post-treatment, engaging in healthy lifestyle behaviors, 
sleeping well , minimizing risk of infection, pacing oneself 
during activities, follow-up schedule details, odds of relapse, 
and to have fun and enjoy life. 

Discussion 

The findings of the current study suggest that adolescent 
cancer survivors perceived change was occurring after 
treatment completion, but did not necessarily define it as a 
"transition." Research has found that some childhood cancer 
survivors strive to return to their lives prior to their cancer 
diagnosis, while others believe cancer has significantly al
tered their life to the point that they must establish a " new 
normal. '" 3

•
14 The majority of adolescents in this study de

scribed a subtler change, with a focus on re turning to their li fe 
prior to cancer. They employed strategies during early sur
vivorship such as "in the moment thinking," facing chal
lenges as they arose, and not looking too far ahead into the 
future, which likely represents a combination of typical ado
lescent development within the context of the cancer experi
ence. These strategies also may have been used as a means to 
protect oneself against worry and distress. These findings 
speak to the importance of assessing the impact of develop
mental level and maturation on transition perceptions, ap
proaches, and transition planning. This population presents 
unique challenges for medical providers given the importance 
of assessing adolescent/family readiness to receive survivor
ship information while providing necessary and, at times dif
ficult, information relevant to the adolescent perspective. To 
assist with this process, it may be beneficial to have adoles
cents develop short-term early survivorship goals that align 
with returning to normalcy while parents can be supported in 
developing short- and long-term goals. Adolescents may be 
asked to define what terms such as " transition" and " nor
mality" mean to them, with an understanding that their an
swers may change across the lifespan. Medical providers can 
present survivorship information and materials in a way that is 
related to adolescents' goals. Survivorship information can be 
distributed over time with periodic review to reinforce infor
mation as the adolescent continues to mature. 

The presence, improvement, and absence of treatment re
siduals and re-engagement in activities and roles provided 
adolescents feedback on their progression through early sur
vivorship. For the majority of the adolescents, treatment re
siduals affirmed the notion that treatment completion does not 
necessari ly equate to a life free of cancer. Research suggests 
that adolescent cancer survivors are aware of the presence of 
long-term treatment side effects and recognize the negative 
impact they have on their life post-treatment. 15 It also has been 
shown that the post-treatment j ourney is highly variable 
among cancer survivors, and treatment effects differ in type, 
severity, and duration. 16 As such, treatment residuals can 
manifes t themselves in various ways over the course of a 

LOPEZ ET AL. 

survivor's lifespan, which may reflect individual differe nces in 
transition experiences. This provides support for taking a 
systematic, individualized approach to transition planning that 
considers a patient's characteristics, diagnosis/treatment his
tory, and associated sequelae. 

Adolescents in the current study varied in their perceived 
need for support and/or services related to the transition 
to early survivorship. Some adolescents were receptive to 
advice while others did not want any information as it created 
unnecessary anxiety and suggested that the transition re
presented a significant change. The maj ority of adolescents 
were content with the information, or lack thereof, they re
ceived. Further, none of the adolescents independently sought 
out information related to the transition. Consistent with find
ings in the extant literature, these particular adolescents may 
have wanted to preserve a neutral or positive state of mind as 
they transitioned to early survivorship. 17 Adolescents did not 
report receiving any formal type of support, such as a transition 
conference or a survivorship care plan. The lack of formal 
supports or services to facilitate these adolescents' transition to 
early survivorship is consistent with research suggesting limited 
transitional care planning interventions.5 The most salient type 
of support identified by the majority of adolescents was social 
support from same-age peers and other cancer survivors across 
school, community, hospital, and camp settings. This finding 
likely reflects adolescents' desire to seek out peer relationships, 
particularly with those who are similar or can relate to their 
experiences, suggesting that opportunities for social interaction 
may be useful during early survivorship. Further, adolescents in 
the current investigation also varied in the types of support they 
were interested in receiving after treatment completion. This 
particular finding speaks to the importance of recognizing in
dividual differences in support preferences, which again sug
gests the need for individualization of transition planning rather 
than a "one size fits all" approach. A more formal plan or set of 
guidelines may be more useful to professionals and caregivers 
with a more indirect impact on patients. 

In practice, a tiered public health approach, such as the 
Pediatric Psychology Preventative Health Model, 18 may hold 
great promise in the delivery of transition services given the 
emphasis on targeted intervention based on need, level of 
distress, and individual risk factors. Given the importance of 
individual differe nces, it is likely that adolescent cancer pa
tients and survivors will vary in their need for transition 
support and intervention to successfully navigate the transi
tion to early survivorship. Further, this model can be used to 
develop a tiered system of transition service delivery based 
on need and risk level to maximize positive transition out
comes in a cost-effective manner. 

Regarding the conceptual framework, the completion of 
treatment represented a health-illness antecedent event. Al
though this event unfolded at different times under various 
conditions for each adolescent, it was generally perceived as 
a phase of their life that was completed. Some adolescents 
experienced specific situational events, such as starting high 
school or middle school, in tandem with treatment completion. 
The presence of multiple antecedents added an additional layer 
of complexity, further defining the transition process. Al
though adolescents in the current study did not identify early 
survivorship as a transition, their experience included many 
key attributes of a transition. For example, adolescents' per
ceived movement as they returned to a sense of normalcy and 
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experienced a state of disequilibrium characterized by feelings 
of uncertainty about the future, fear of relapse, and continued 
presence of treatment residuals or disruption in activities and/ 
or roles. The degree of disequilibrium experienced by the ad
olescents was variable, and appeared to be related to factors 
such as type of diagnosis, intensity of treatment regime, and 
severity/persistence of treatment residuals. The ir individual 
perceptions of the transition to early survivorship were a 
hallmark of this study. Each adolescent shared his or her per
spective, assigned meaning to the cancer experience, and was 
able to reflect on the impact (or lack thereof) that cancer had on 
his or her life. They focused on returning to a sense of nor
malcy and recognized concrete signs that provided feedback 
about the ir progress or lack thereof in returning to normalcy. 

The study's findings extend previous research, although 
there are limitations. The findings may not be representative of 
the experiences of adolescent cancer survivors from different 
geographic locations and cultural backgrounds, nor of those 
with different cancer diagnoses, such as brain or solid tumors. 
Recall bias is important to consider, as adolescents were asked 
to answer questions regarding their past experiences with 
varying lengths of time since treatment completion. There was 
a lack of cultural, ethnic, and socioeconomic diversity in the 
current sample. Selec tion bias must also be considered because 
patients who agreed to participate in research may have had 
significantly different experiences than those who declined 
participation. Further, there may be differences in participant 
characteristics based on recruiting from a non-profit commu
nity organization providing supportive care versus an urban 
hospital where patients receive follow-up medical care. Lastly, 
social desirability is a potential limitation, as adolescents may 
have described their experiences in a socially desirable manner 
or withheld information to create a Rositive image during the 
interviews and follow-up meetings. 9 

Conclusion 

The findings of the current study revealed that adolescent 
cancer survivors have unique perspec tives of the early sur
vivorship period, specific challenges during this time, and 
varying needs for transition support. Results lend support to 
distinguishing adolescents as a distinct subgroup of cancer 
survivors. Practical implications were discussed that may 
promote positive transition experiences for adolescent cancer 
patients and survivors. 

Acknowledgments 

The authors would like to thank Ka therine Griffin, RN and 
Kathy Maxwell , LISW-S for their assistance. We are also 
grateful to the partic ipants for sharing their experiences. 

Author Disclosure Statement 

No competing financial interests exist. 

References 

I. Hewitt ME, Greenfield S, Stovall E (Eds). From cancer 
patient to cancer survivor: lost in transition. Washington, 
DC: National Academies Press; 2005 . 

137 

2. Barakat LP, Alderfer MA, Kazak AE. Posttraumatic growth 
in adolescent survivors of cancer and their mothers and 
fathers. 1 Pediatr Psychol. 2006;3 1 (4):4 13-9. 

3. Duffey-Lind EC, O' Holleran E, Healey M, et al. Transi
tioning to survivorship: a pilot study. 1 Pediatr Oncol Nurs. 
2006;23(6):335-43 . 

4. Jones BL, Parker-Raley J, Barczyk A. Adolescent cancer 
survivors: identity paradox and the need to belong. ~ 
Health Res. 2011 ;21(8): 1033-40. 

5. Labay LE, Mayans S, Harris MB. Integrating the child into 
home and community following the completion of cancer 
treatment. J Pediatr Oncol Nurs. 2004;21(3): 165-9. 

6. Schumacher KL, Meleis AI . Transitions: a central concept 
in nursing. Image J Nurs Sch. 1994;26(2): 119-27. 

7. Wilkins KL, Woodgate RL. Transition: a conceptual anal
ysis in the context of siblings of children with cancer. 
J Pediatr Nurs. 2006;21(4):256-65. 

8. Chick N, Meleis AI. Transitions: a nursing concern. In: 
Chinn PL (Ed). Nursing research methodology: issues and 
implementation. Rockland, MD: Aspen; 1986; pp. 237- 57. 

9. Borkan J. Immersion/crystallization. In: Crabtree BF, Miller 
WL (Eds). Doing qualitative research. 2nd ed. Thousand 
Oaks, CA: Sage; 1999; pp. 179-94. 

10. Crabtree BF, Miller WL. Using codes and code manuals: a 
template organizing style of interpretation. In: Crabtree BF, 
Miller WL (Eds). Doing qualitative research. 2nd ed. 
Thousand Oaks, CA: Sage; 1999; pp. 163-78. 

II . Yin RK. Case study research: design and methods. 4th ed. 
Thousand Oaks, CA: Sage; 2008. 

12. Miles MB, Huberman AM. Qualitative data analysis: an 
expanded sourcebook. 2nd ed. Thousand Oaks, CA: Sage; 
1994 . 

13. Cantrell MA, Conte TM. Being cured and being healed: the 
paradox of childhood cancer survivorship. Qual Health Res. 
2009; 19(3):3 12-22. 

14. Haase JE, Rostad M. Experiences of completing cancer 
therapy: children's perspectives. Oneal Nurs Forum. 1994; 
21(9): 1483-92. 

15. Palmer S, Mitchell A, Thompson K, Sexton M. Unmet 
needs among adolescent cancer patients: a pilot study. 
Palliat Support Care. 2007;5(2): 127-34 . 

16. Eiser C. Children with cancer: the quality of life. Mahwah, 
NJ: Lawrence Erlbaum; 2004. 

17. Earle EA, Davies H, Greenfield D, et al. Follow-up care for 
childhood cancer survivors: a focus group analysis. Eur 1 
Cancer. 2005 ;41 ( 18): 2882-6. 

18. Kazak AE. Pediatric Psychosocial Preventative Health 
Model (PPPHM): research, practice and collaboration in 
pediatric family systems medicine. Fam Syst Health. 2006; 
24(4):381-95. 

19. Chung J, Monroe GS. Exploring social desirability bias. 
1 Bus Ethics. 2003;44(4):29 1-302. 

Address correspondence to: 
Alana D. Lopez, PhD 

Center for Pediatric Behavioral Health 
Cleveland Clinic Children's 

9500 Euclid Ave., Mailbox S20 
Cleveland, OH 44195 

Email: lopeza5 @ccf.org 




